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American Brain Foundation 
Board of Directors Meeting 

June 11, 2021 
10:00am CST 

Video Conference Call 
 

In attendance:   David Dodick, MD, Chair; Susan Schneider Williams, Vice Chair; James Essey, 
Treasurer; Shafali Jeste, MD, Secretary; Orly Avitzur, MD; David Eagleman; Jacqueline French, MD; Dan 
Gasby; Kevin Goodno; Robert Griggs, MD; Frances Jensen, MD; Ben Lenail; Suzanne Miller; Mary Post, 
CAE; Martin Shenkman, CPA 

Excused:  James Grotta, MD; Cindy McCain; Ron Petersen, MD; Alyx Porter, MD; Sean Sansiveri; Ken 
Shubin Stein, MD 

Guests: Walter Koroshetz, MD - Director of National Institute of Neurological Disorders and Stroke; Matt 
Picard 

Staff: Jane Ransom, ED; Kevin Myren, CFO; Lindsey Taveren, Kim Howard, Emily Christian, Julia 
Miglets-Nelson, Liam Moore 

Prior to calling the Board to order, Dr. Dodick introduced guest speaker Dr. Walter Koroshetz, Director of 
the National Institute of Neurological Disorders and Stroke (NINDS). Dr. Koroshetz provided these 
updates.: 

• There has been tremendous growth in the NIH/NINDS budget since 2016, the budget for 2021 is 
$2.5B. Some of these funds are targeted specifically for the BRAIN Initiative, the HEAL Initiative 
(Helping to End Addiction Long-term), and CURES Act which means certain areas of research 
will be well funded. The CURES Act expires in 2026.  

• NIH is managing three transformative projects. The one most relevant to neurology is the Human 
Cell Census Project to map all the cell types in the human brain and their connections  

• Dr. Koroshetz sees the future being able to target any type of cell in the brain with genomic 
therapy. This will help to bring gene therapy to neurogenetic disorders and make in-roads in 
diseases like Tourette, Parkinson’s, and even depression 

• In addition, the NINDS receives $360M/year from the National Institute of Aging (NIA) to 
administer the Alzheimer’s Disease Related Dementia’s (ADRD) research grants. This has 
brought about tremendous research in this area. 

• The number of PhD’s going into neuroscience is exploding but the number of neurologists going 
into neuroscience hasn’t changed since 1970. The problem is we don’t have the researchers to 
do the clinical research at the level we need them to do it. The need to help people become 
established in research is tremendous. 

• NINDS is also starting a program to try to improve diversity and health equity in neurological 
disorders.  

• NINDS has had a program focused on neuroinflammation since 2011, which will expire at the end 
of June. There are grants in this space but no unified program.  

Dr. Dodick said this is the perfect opportunity for the ABF to prioritize neuroinflammation and take the 
torch and run with it.  

The Board meeting was called to order at 10:35 a.m. CT. The minutes of the May 7, 2021 meeting and 
the new board assessment as organizational policy on the consent agenda were both approved 
unanimously. A call was made for disclosure of conflict of interest related to any agenda items and there 
were none. 



 

 
 

Board Chair Remarks (David Dodick, MD) 

Dr. Dodick shared these highlights:  

• At the AAN/ABF quarterly update with Dr. Avitzur and Mary Post he pitched some ideas about 
partnering a little more closely with the ANN to raise awareness amongst the AAN membership of 
not only our existence but more importantly our relationship with the Academy and the role that 
we play. He felt we could go a step further and be seen together more, there is enormous 
potential and power if we are jointly going to funding and philanthropic organizations to raise 
support and money for research.  

• We are tracking ahead of our goals for fundraising but still have a way to go, especially raising 
the additional $2M for the Lewy Body Dementia Fund.  

• We doubled our online gifts in May compared to last year, thanks to Yakkety Yak and staff 
members Emily Christian, Liam Moore.  

• A new CRTS should be confirmed in neurological healthcare disparities later this month with 
grants from Eisai and the Hearst Foundation. 

• RFP’s have gone out for the LBD Project and awardees will be selected by the end of the year. 
• $231K in planned gifts have been given since we added the FreeWill tool to our website in 

November of 2020. This is also being promoted through mailings and our social media channels. 

 
Research Strategy (Robert Griggs & Susan Schneider Willliams) 
 
Dr. Griggs shared these highlights:  
 

• The 2022 Scientific Breakthrough Award selection process has begun that includes gathering 
nominations from the ABF Board, RAC and the AAN Science Committee. Then the RAC will 
shortlist the nominees and a committee of ABF Board members and the RAC will select the 
finalist. 

 
• The three main areas of the RAC in terms of strategic focus include:  

 
o The Next Generation Research Program (Lead: Jackie French, MD) that funds the 

AAN CRTS’s and CSDA’s which help the younger researchers get started providing them 
the experience needed to get them in a position to get NIH research funding. 

 Dr. Griggs shared the 2022 confirmed and pending awards and their focus is 
broadening the scope of the awards to align with both AAN and donor needs. 
 

o Health Care Disparities in Neurology (Lead: Bruce Ovbiagele, MD) including research 
on neurologic healthcare disparities and practice research addressing disparities. 
Dr.Koroshetz mentioned the NINDS is putting money towards this initiative as well.  

 Dr. Griggs shared how the RAC plans to build the health care disparities focus 
into what they are already doing. 
 

o Special Initiatives (Lead: Ron Petersen, MD) this area started with LBD and now is 
focusing on Neuroinflammation. These are high risk/high reward research projects aimed 
at breakthroughs to impact many diseases simultaneously. 
 

 LBD Initiative - Susan Schneider Williams highlighted our first Cure One, Cure 
Many Award, a research award for early diagnosis of LBD. This will start with 
$3M over 3 years and expand to $5M over 5 years. This is supported by 
collaborators in multiple disease areas including the AAN, Michael J. Fox 
Foundation and the Alzheimer’s Association. The RFA is being distributed and 



 

 
 

Dr. John Morris is leading this selection committee and the awardee(s) will be 
selected by year end.  What we find in this research is going to affect other 
related dementias and possibly other diseases. 
 

 Neuroinflammation Initiative - Dr. Dodick highlighted our next special initiative 
on neuroinflammation and provided some examples of how neuroinflammation 
cuts across many different diseases. There is the potential to integrate various 
neurological disorders under the single umbrella of neuroinflammation and that 
include: MS, Primary CNS Tumors, Ischemic Stroke, Epilepsy, TBI, Migraine, 
Alzheimer’s, Parkinson’s and many more. A package is being developed to 
present to organizations and individuals to gain support for this initiative. The 
subcommittee led by Ron Petersen is determining the size and scope of the 
initiative and determining potential partners and donors.  

 
Finance Update (Jim Essey) 
We are doing well this year and continuing our momentum from last year. In the first quarter we exceeded 
our goals dramatically, but we have very aggressive goals, so there is still work to do. Expenses are lower 
than we projected, and the revenues are higher.  
 
Lindsey Taveren shared these financial highlights from Q1: 
 

• Total funds raised in Q1 were $3.5M, exceeding the YTD goal by 48% and achieving 55% of the 
total fundraising goals for the year.  

• Net operating funds raised in Q1 were $2.9M, slightly down from the budget due to timing delays 
from some grant contracts. This number factors out the restricted funds raised. 

• Expenses for Q1 are 8% under budget, the management fee is under by $30K or 35% due to the 
reduction in the amount of space being leased from the AAN. This will result is a total savings for 
2021 of $121K. Salary and benefits are over by 13% due to staff benefit elections that are larger 
than originally budgeted.  

• The grants and awards given for research have increased steadily since 2016. 2021 includes the 
first installment of the LBD grant making, making this our largest grant giving year ever. 

• The grant activity investment by disease over the last three years was shown. The highest 
investments are in ALS, Lewy-Body, Cognitive Aging & Memory Loss, Parkinson’s, and Epilepsy. 
Over the last three years over 50% of our grant funds have gone to ALS, Lewy-Body, and 
Cognitive Aging and Memory Loss. Mr. Essey mentioned these charts provide good data for the 
RAC to consider and they also support our “cure one, cure many” motto. 

• The multi-year comparison of the statement of financial position from 2015-2021 illustrates the 
positive asset trend over the last six years in both restricted and unrestricted net assets.  

• The foundation ended Q1 with total assets of $19.3M, that includes: 
o $2.95M in cash and short-term investments 
o $6.7M in grants receivable 
o $9.6M in long-term investments 

• Liabilities are $2.8M (96% is in grants payable) 
• Net Assets total $16.5M (62% of net assets are restricted by donors) 

 
 
AAN Update (Orly Avitzur, MD)   
Dr. Avitzur shared the following highlights from the AAN:    

• The AAN Vision and Mission was reviewed. 
• Membership grew by 4% in 2020 and they are on track for more growth in 2021. 



 

 
 

• Overall membership: 76% Neurologists & Neurologists in Training, 14% Students & 10% Non-
Neurologists 

• 2021 AAN Organizational Goals: 
o Demonstrate and assert the value of neurology to policymakers, patients, the public. 
o Grow the neurology workforce and innovative care. 
o Newest Goal: Demonstrate and communicate their commitment to being a fully inclusive, 

diverse, and antiracist organization that promotes neurologic health equity and actively 
works to recruit and support a diverse membership. 

o Ensure the health of the neurology community and enhance member and staff 
satisfaction, well-being and resiliency, and engagement. 

o Advocate and support the financial well-being, continuing viability, and innovation of the 
practice of neurology. 

o Expand and support neuroscience research (most relevant to the ABF) 
o Create novel ways to educate and assist member in providing high-value, team-based, 

patient-centered, clinical care. 
• New AAN Leadership was introduced that includes Dr. Orly Avitzur as President, Dr. Carlayne 

Jackson as the President Elect, Dr. Janis Miyasaki as Vice President, Dr. Sarah Benish as 
Secretary, Dr. Charles Flippen II as Treasurer, and Dr. James Stevens as Immediate Past 
President. 

• Presidential Platform to address the most important needs of the members include: 
o Patient & Public Outreach (COVID-19 recovery, neurologic complications) 
o Global Advantage (Broaden reach with online learning and expanded outreach) 
o Maintain Membership & Mitigate Loss  
o Medical Economics & Telemedicine (Expand telehealth coverage and increased 

reimbursement) 
• Presidential Platform to address the most important needs of the members include: 

o Patient & Public Outreach (COVID-19 recovery, neurologic complications) 
o Global Advantage (Broaden reach with online learning and expanded outreach) 
o Maintain Membership & Mitigate Loss  
o Medical Economics & Telemedicine (Expand telehealth coverage and increased 

reimbursement) 
• Their envisioned future includes working on long-range strategic planning.   
• New committees and subcommittees include: 

o Patient & Public Initiative Committee will promote the value of neurology to the public, 
web traffic to Brain & Life tripled during the pandemic. 

o Wellness Subcommittee will address the highest burnout rates reported before the 
pandemic that only seemed to worsen with the impacts and distress of COVID. The 
committee will focus on the root causes of burnout. They will look at the systemic causes 
of dysfunction and addressing them beyond individual mitigation strategies. 

o Academic Committee is an expansion of the breadth and scope of Academic Initiative. 

The AAN is preparing for their renaissance, a period when they do not throw out everything that changed 
during the pandemic, but rather expand upon what they learned that worked well, for example hybrid 
meetings that extended their reach by going virtual. They will be focused on pandemic recovery, patient 
and public outreach, global opportunities to broaden reach and mission, maintain and grow membership, 
and medical economics and telemedicine. The AAN is well positioned for future success. 

Dr. Dodick mentioned the quarterly leadership meetings between the AAN and ABF are an excellent 
vehicle to think creatively and innovatively about ways we can jointly partner on new initiatives together. 

 

 



 

 
 

Breakout Groups - The meeting attendees divided into breakout groups to discuss marketing strategy, 
fundraising strategy, and donor acquisition strategy and below are the highlights from each group. 

Marketing Strategy Group (Emily Christian): 
ABF’s core marketing messaging and how to continue to refine and develop our organization’s voice was 
discussed. The discussion was around the question of how we can further explain the interconnectedness 
of brain disease and the “Cure One, Cure Many” message to the public. Ideas included:  

• Using neuroinflammation as an example. 
• Utilizing some of the content from Dr. Jensen’s presentation on breaking down silos between 

diseases and the common mechanisms between diseases and common investigational tools. 
• Leveraging data visualization tools.  

They also discussed how to generate excitement around incremental progress in research, one idea 
raised was using cancer as an example. 
 
Fundraising Strategy Group (Jane Ransom): 

• Neuro Healthcare Disparities – this needs to be better defined. 
• Neuroinflammation – a push for a really big initiative, possibly involving the X-Prize Foundation.  
• LBD – discussed the need to raise $2M more, looked at targets and added a few new ones 
• Presenting our partnership with the AAN more effectively in certain fundraising scenarios 

 
Donor Acquisition Strategy Group (Dr. Jackie French): 

• Focus was on Clinical Trials websites and their usability and if they would draw donors to our site. 
o ClinicalTrials.GOV is too complicated for most people 
o Trials Now seemed a little easier to navigate 
o There are good clinical trial finding tools out there through disease specific non-profit 

websites like Michel J. Fox Foundations “Fox Trial Finder”.  
• For the ABF to create their own clinical trials search would require staffing levels and abilities that 

we currently don’t have available. 
• As a first step we could add the disease specific clinical trial finding tools to our website, putting 

them together on one page so people can find the appropriate ones they want to search. This 
would help determine how much we are drawing people into our website for this information. This 
page could also include some basic and useful information about clinical trials and the language 
used so people can better understand these trials. If there are areas that are underrepresented, 
we could see if we could help fill in those gaps. 

• It is still a lot of work. Dr. French thought we could possibly raise money to support this if people 
find it valuable. 

 
Donor Advised Fund Description (Martin Shenkman) 

Marty Shenkman described how donor-advised funds are an incredible tool because they don’t require 
complexity, they don’t require a lawyer, they don’t require planning, and they don’t require preparing 
costly documents. If you wanted to create a charitable trust it would be $5K-$10K of initial legal fees plus 
several thousand a year to maintain them. A donor advised fund is a public 501(c)(3) charity so the 
reporting by the donor is zero, there is nothing you must do once it is set up. You can get a tax deduction 
up front for what you donate. A common use is near the end of the year if someone is looking for a tax 
deduction for a donation, but is not sure where they want to make the donations. Putting them in a donor 
advised fund will give them the flexibility later to allocate later where those funds go. Many laws will be 
changing, and it might be beneficial to set-up a donor advised fund prior to those changes. He explained 
how he and his wife have a donor advised fund with ABF that allows them to fund MS research they want 
to support. It helps to keep you connected to a specific charity and helps to build loyalty with a foundation 
you personally care about like the ABF.  

 



 

 
 

Donor Advised Fund Presentation (Matthew Picard)  

Matthew Picard is the most recent person to establish a donor advised fund at the ABF. He shared his 
story and his plans to raise money for his fund.  

Matt established the Picard Research Fund in March of 2021 in honor of his grandfather who passed 
away from glioblastoma in 2020. He plans to leverage the strong leadership and research team that come 
with his partnership with the ABF to determine where his fund proceeds will have the greatest impact. He 
also plans to collaborate with the ABF to enhance his fundraising efforts. He chose the ABF because of 
the “Cure One, Cure Many” outlook on brain disease. 

Matt’s Picard Research Fund will be focused on TBI, Glioblastoma and ALS because of his personal 
connections to those specific diseases. His 2021 outlook and fundraising goals include: 

• Build a strong principal balance and allow it to grow. 
• Establish a least one event to be held on an annual basis, including family members. 
• Raise $100,000 by the end of 2021. 
• Collaborate with the ABF to source potential research projects within his fund’s focus areas 
• Meet with researcher from existing efforts and determine allocations for 2022. 

 
Matt is very passionate and excited about growing his fund, he thinks the ABF is a great organization and 
he is happy to be a part of it. 

Many board members thanked Matt for sharing his amazing plan and his support of the ABF. 

 

Meeting adjourned at 12:47 p.m. CT. 


