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Conference Call  
 
 

Meeting Minutes 
 
 
In attendance: Robert Griggs, MD, Chair; Raymond Roos, MD, Vice Chair; Carsten 
Bonnemann, MD; Mark Mehler, MD; John Morris, MD; Ralph Sacco, MD; Ira Shoulson, MD 
 
Staff: Suzi Sherman, Stephanie Olson, Natalie Baumgartner 
 
Excused: Merit Cudkowicz, MD; Sue Rodmyre, Director ED AAN; Natalia Rost, MD; Eugene 
Scharf, MD; Christy Phelps, Deputy ED AAN 
Dr. Griggs welcomed the Committee.  
 

1. Crowdfunding Marketing Update: The Foundation has been working on the marketing 

strategy for the crowdfunding platform. This strategy mirrors some of the traditional 

crowdfunding platforms with researchers activating their projects and the marketing of 

their projects.  

 

The Foundation has put together a 40-page marketing toolkit for researchers. This has 

been rolling out over the last four weeks, and the response from researchers has been 

positive. Many researchers have embraced the toolkit to pull together some of their own 

marketing ideas. There have been some challenging conversations with researchers 

who have been on the site since the beginning.  

 

There will be 1-2 projects in the year that the Foundation puts their marketing support 

behind, but we will need to have pre-arranged funding, and we need to be realistic about 

the Foundation’s current resources.  

 

The Foundation will be aligning industry events and opportunities with marketing of the 

projects that we fund. This will build our credibility, but in general crowdfunding is only 

seeing 3-10% of projects being funded by the general population. The Foundation will do 

some benchmarking against the Diabetes Research Connection to understand how 

many projects they had funded and posted in the first year.  

 

2. Research Program: The Foundation must overcome the challenge of getting approval 

from institutions to allow their researchers to crowdfund on our site. This has caused two 

researchers to withdraw their applications to the crowdfunding site. The Foundation will 

follow the example of other crowdfunding organizations and is going to have 



 

 

conversations with development and grant departments at institutions about 

crowdfunding to underscore that the Foundation is not competition, just providing 

another revenue stream. Ms. Sherman requested that the Committee provide her with 

an introduction or contact information to their development and grant departments. The 

Foundation will reach out and let them know about the Crowdfunding site and provide 

them with more information on how the Crowdfunding can benefit everyone involved. 

The Committee agreed that the institutions needed to be educated about the importance 

of having an academically driven broad portfolio.  

 

The Foundation is also facing the challenge of raising administrative and operational 

funding for our research program. Traditionally, the Foundation has not asked partner 

institutions to cover these administrative costs. The AAN has covered the Foundation’s 

administrative costs. These partners have traditionally provided half or a third of the 

funding, but the Foundation needs some of them to provide the entire project.  The 

Foundation does seem to do better when pharma has been willing to support our 

research program, but pharma has deeper pockets than the nonprofit partners. Ms. 

Sherman clarified that the Foundation has not approached any pharma companies, but 

when the AAN has pharma fund CRTS, they do include these administrative costs and 

have no push back.  

 

The Committee wanted to understand what kinds of administrative funding the 

Foundation is trying to cover – our own administrative costs or the researchers’ 

institutions? The Foundation is having issues funding its own administrative costs, i.e. 

paying salaries and keeping the lights on and doors open. The Foundation is looking at 

its partners and determining the challenges of obtaining research costs, but the 

Foundation is also researching new partnership opportunities. The Foundation should 

create a white paper on the benefits of a partnership. This paper should include 

administrative costs to make it clear where the money goes. It is important for the 

Foundation’s partners to understand that the AAN partners with the Foundation, which 

makes us more efficient. This white paper will be created and shared with this 

Committee for review.  

 

The Committee also questioned where AAN dues check-off donations were allocated. 

The Foundation is using dues check-off funds for administrative costs. The location of 

dues check-off funds has always been confusing, and the Foundation should consider 

clarifying that.  

 

3. RAC Recruitment Update: The Committee will be presenting two candidates at the 

Governance Committee meeting on Monday for inclusion in the Research Advisory 

Committee. The candidates are: Dr. Zee and Dr. Cavazos. The Committee had no 

questions or concerns related to the candidates. 

 

4. Science Committee Debrief: Dr. Roos provided a report of the results and progress of 

the crowdfunding projects to the AAN Science Committee. He also spoke about the 

Foundation opening the crowdfunding platform to mental illness related neurological 

issues and the Lewy Body Dementia Subcommittee’s work. The Science Committee had 

a few questions about how the Foundation ensures that all crowdfunding projects 

provide accurate and appropriate messaging. They also wanted to know how the 



 

 

Foundation ensures that investigators are carrying out ethical activities. Dr. Roos 

assured the Science Committee that this Committee is overseeing the projects to ensure 

that they are at a level that meets the AAN’s standards.  

 

Dr. Griggs underscored that all projects must be IRB approved, go through a two-stage 

review, and receive a letter of support from their institution. If the reviewers determine 

that projects are not good science, those projects are not approved. The Foundation 

also ensures that all posting of projects is completed by staff and that all changes made 

to a project during its lifetime is approved by this Committee. The researcher can 

promote their project on their own, and the Foundation cannot manage the messaging 

that they use. Researchers must provide an interim and final report after their project is 

funded. These will be put on the website for donor viewing. This Committee will see 

these reports, which will be provided as both scientific and lay-person reports. There is 

no language about clinical trials, but there have been no clinical trial applications to date.  

 

5. Alzheimer’s Association International Conference Debrief: This is the first time that 

the Foundation has exhibited at this Conference, but it was a great experience. Ms. 

Sherman promoted the crowdfunding site and the CRTS/CSDAs. The Foundation should 

consider exhibiting at the conference next year. The Committee recommended that the 

Foundation exhibit at the Movement Disorders Society Conference and the Society of 

Neuroscience’s Conferences next year.  

 

6. XPRIZE Update: Dr. Morris had a meeting with Ric Edelman, who initiated the X-Prize 

in Alzheimer’s with a $25 million endowment. He has a finance talk radio show and 

volunteered to have the Foundation come on his show. It was a very productive 

conversation.  

 

7. New LBD awards: The LBD Subcommittee has been meeting via telephone and they 

have created two drafts for research funding opportunities to promote investigation into 

clinical research on biomarkers for Lewy Body Diseases. One will be for a senior 

investigator with a grant of $1 million a year for up to five years. The second would be a 

junior award, close to the idea of a CRTS, but set at $75,000.  The Committee is looking 

at making this a more substantial award at $110,000 or $125,000. All of this is 

predicated on the funders. These projects are being finalized by the Subcommittee, but 

the awards will be presented at the next Committee meeting.  

 

The Subcommittee has not considered making these awards an endowment, but it 

needs to become a very attractive funding opportunity for serious donors – an 

endowment will be considered by the Subcommittee in the future. The Subcommittee is 

focused on making this a meaningful award for the researchers.  

 

With the senior award, the Committee wanted the Subcommittee to consider making it a 

consortium. Dr. Morris will bring this suggestion to the Subcommittee.  

 

8. Research Program Update: Ms. Sherman discussed the 2019 awards. There are 

currently 16 awards secured with three pending for 2019. The remainder of the year will 

be spent on securing partnerships for 2020.  



 

 

 
Approval of May 25, 2018, Meeting Minutes.  
 
Approved. (Unanimous) 
 
Adjourn 2:49 p.m. (Central).  


