
 

   
 

Committee Members 

Kevin Goodno, Chair; Susan Schneider Williams, Vice Chair; David Dodick, MD; David 
Eagleman, PhD; James Essey; Dan Gasby; Robert Griggs, MD; James Grotta, MD; Shafali 
Jeste, MD; Ralph Józefowicz, MD; Sharon Klein; John Mazziotta, MD; Suzanne Miller; Ronald 
Peterson, MD; Jeffrey Rosenfeld, MD; Catherine Rydell, CAE; Martin Shenkman, CPA; Lisa 
Shulman, MD; Joseph Sirven, MD; A. Gordon Smith, MD; James Stevens, MD; Ben Utecht 

Staff Jane Ransom, ED; Timothy Engel, CFO; Marie Tuhy, Lisa Dahlberg, Natalie Baumgartner 

   

 AGENDA ITEM    *Indicates Board Action Needed PRESENTED BY 

9:00 
am CST 

Call to Order 
 Approve minutes of the 6/23/2019 meeting 
 Call for conflicts related to agenda 
 Review meeting agenda 

Kevin Goodno, Chair 

9:10 Draft Business Plan for AAN Jane Ransom, ED 

9:30 Approve Burns Endowment exception* Gordon Smith, MD/Jane Ransom 

9:40 

Governance Committee Report 
Recommendations 

 Board of Directors Slate 
a. New members for terms beginning 1/1/20 
b. Renewing members for terms beginning 1/1/20 

 Officers Slate* 

Kevin Goodno 

10:00  Adjourn  

 

 
Other Materials: 

 Minutes of June 23, 2019 Board Meeting (pg. 2) 
 Draft Business Plan (pg. 9) 
 Memo re: Burns Endowment (pg. 26) 
 2020 Board of Directors Slate (pg. 27)  
 2020 Officers Slate (pg. 44)  
 Governance Committee minutes of August 1, 2019 (pg. 45)  
 Research Advisory Committee minutes of August 2, 2019 (pg. 47)  
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American Brain Foundation 
Board of Directors 

June 23, 2019 
8:00 am CT 

Minneapolis, MN  
 
Call to Order: Sunday, June 23, 2019, by Board Chair Kevin Goodno 

In Attendance: Kevin Goodno; David Dodick, MD; Robert Griggs, MD; James Grotta, MD; 
Shafali Jeste, MD; Ralph Józefowicz, MD; Ron Petersen, MD; Jeffrey Rosenfeld, MD; Catherine 
Rydell, CAE;  Martin Shenkman, CPA; Lisa Shulman, MD; Gordon Smith, MD; James Stevens, 
MD; Ben Utecht 
 
Staff: Jane Ransom, Executive Director; Tim Engel, CFO; Marie Tuhy, Lisa Dahlberg, Natalie 
Baumgartner 
 
Excused: Susan Schneider Williams; David Eagleman, PhD; James Essey; Dan Gasby; Sharon 
Klein; Suzanne Miller; John Mazziotta, MD; Joseph Sirven, MD  
 
Approval of the minutes for April 11, 2019. (Unanimous) 
 
No conflicts of interest were stated.  
 

1. Bylaw Revision 
 
The Governance Committee recommended that the Bylaws be revised to: 
 

a. Eliminate the ex officio, voting Brain & Life position on the Board for the Editor 
and Chief or their designee effective 1/1/20. (Dr. Sirven, the current designee 
from Brain & Life, could be elected as a Director for a term beginning 1/1/20.)  
 

b. Eliminate the ex officio, non-voting position on the Board for the President-Elect 
of the AAN.  

 
These changes were recommended to take effect on January 1, 2020. There will be no 
Bylaws changes with respect to the ex officio, voting position for the President of AAN, 
and the ex officio, non-voting position of the CEO of the AAN.  
 
The Board discussed the original intent for including the Editor and Chief of Brain & Life, 
which is the strongest public-facing division of the AAN. Brain & Life has a reach of over 
one million people. The relationship with Brain & Life will continue to be a valuable 
resource for the Foundation. The Editor of Brain & Life may have an interest in the 
Foundation, but the publication might not have an interest in all aspects of the 
Foundation. The Foundation only has 21 voting slots on its Board, and the elimination of 
the Brain & Life ex officio position provides more flexibility for recruitment of new Board 
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members. It was agreed that the relationship with Brain & Life can happen at a different 
level than at the Board level.  
 
Motion: To revise the Bylaws to eliminate the ex officio positions reserved for Brain & 
Life’s Editor or designee and the AAN’s President Elect effective January 1, 2020.  
 
Approved (unanimous) 
 

2. Financial Report  
 

a. Financial Statements: The financial statements for period ending on April 30, 
2019, show that ABF has realized $1.9M in revenue. Operating expenses were 
at $648K, and the net operating income is $1.3M. Of the operating revenue, 
$1.045M came from a donor’s bequest, of which $945K was applied to the 
operating budget. Without the bequest, the year to date revenue is 16% below 
the YTD revenue goals for operating fundraising without the bequest. The 2019 
revenue forecast is projected to have a net increase of $137K. The Foundation 
will still need to raise $420K through the end of the year to meet expenses.   
 
Expenses are 17% under budget, which can be attributed to the timing of 
expenses hitting the budget, staff turnover, software being overbudgeted by 
$11K, and Grants/Awards being under budget by $17K due to lower than 
budgeted for Crowdfunding grants.  
 
In looking at the functional expenses, the Foundation’s Charity 990. The three-
year average dropped in 2016. The Foundation would like to see a positive 
change on Charity Navigator by the end of 2019. Charity Navigator’s 
programmatic benchmark is 70-75% based on a three-year average. The 
perception of Charity Navigator is high amongst donors, and the Foundation will 
prioritize reaching the three-year benchmark set by Charity Navigator.  
 

b. 2018 Audited Financial Statements: The Foundation received an unmodified, 
clean opinion, which is industry standard for our audit. The comments included 
that the Auditors were concerned about control over cash receipts and checks. 
The person who opens the check envelopes does not have a second person 
sitting next to them immediately entering donations. For now, the Foundation 
does not receive enough checks to make the overhead expense worthwhile.  
 
A new footnote disclosure is required as related to availability and liquidity. The 
Foundation is in a good position as related to their investment policy and 
operating reserve due to fiscally responsible decisions implemented in the last 
year.  
 
Motion: Approve the 2018 Audit Report.  
 

 Approved (unanimous) 
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3. Executive Director Report: The Foundation welcomes our newest team members Lisa 
Dahlberg, Major Gifts Officer; Mark Tundel, Marketing Associate; and Andrea Nargan, 
Data and Research Associate.  
 

a. Philanthropy Updates: The Foundation has received a $1.045M bequest from 
Rita Mercille Green, of which $100K will be used to establish the Joseph B. 
Green, MD, FAAN Endowed Fund for Clinical Research Training Scholarships. 
The rest of the bequest, nearly $945K, is unrestricted revenue. The bequest was 
established in 2012, and the Foundation recognizes the importance of continuing 
planned giving as a core strategy for fundraising.  
 
The Foundation raised $410,761 at Commitment to Cures 2019, of which, $149K 
was restricted to research. The staff has already started planning the 2020 
Commitment to Cures and determined the 2020 Host Committee co-chairs, Drs. 
Anthony Lane and Xavier Montalban. The Annual Meeting booth raised $48K, 
which was $8,000 above the budgeted revenue.  
 
The Foundation has also started working with Trevino Consulting in Houston, 
Texas to establish major giving efforts in the region which has one of the largest 
concentrations of high-wealth individuals in the country.  
 

b. Research Updates: As of January 1, 2019, the Foundation has $4.27M in funds 
raised for research for 2019 and future years. In July, the Foundation will grant 
$2.37M to the AAN, the National MS Society, and the American Heart 
Association for CRTS/CSDAs. The Foundation is actively promoting 2020 
research scholarships. The restricted revenue for autism raised at Commitment 
to Cures will be put toward our research program. There isn’t enough to fund a 
CRTS, but Dr. Jeste has suggested using the funds for stipends for medical 
students to work in autism labs over their summer breaks.  
 
There have been concerns about the low number of applications for our 
neuromuscular CRTS awards. The Foundation is doing extra marketing for these 
awards, aimed at sections and young investigators. The Foundation will also be 
collaborating with partner organizations to build awareness of the awards in their 
own networks.  
 
The Foundation is also looking to replicate the LBD award model with other 
organizations and around other disease-specific areas, but the Foundation needs 
to fully fund the LBD biomarker award first.  
 
The Board suggested establishing a research project and award focusing on 
common biological mechanisms of neurodegeneration appearing in multiple 
neurologic diseases. Staff will look at feasibility and also open up discussions 
with donors who might be interested. 
 

c. Public Awareness Updates: The Foundation is testing our rebuilt and 
rebranded website for usability. The website will go live by the end of the 
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summer. The Foundation will also sponsor 8 podcasts on the brain for Dan 
Gasby’s NYC radio program on ABC77. This will be in exchange for our 
contribution of speaker ideas and content. The Board commented that the 
Foundation should consider utilizing the Neurology Podcast to engage AAN 
members more, some of the public members might provide insights into timely 
topics.  

 
Our presence at Annual Meeting saw an increase in social media engagement, 
which the Foundation hopes to build on with a new Crowdfunding strategy to be 
presented later this year.  
 

d. Thriving Partnership with the AAN: Mr. Goodno and Dr. Sirven presented at 
the AAN Board meeting on June 22. The Executive and Finance Committees 
have worked to develop this presentation and will continue to work on a 
presentation for the AAN’s September Board meeting.  
 
The Foundation and AAN Executive Staff met in June to discuss research 
collaboration, the 2020 Annual Meeting, the ABF’s sustaining donor program, 
and continued marketing collaboration. These meetings will continue on a 
quarterly basis.  
 

e. Discussion: The Foundation has grown, but in the next few years, the 
Foundation would like to see its marketing position and database administrator 
positions become full-time.   
 

4. AAN Presentation: Mr. Goodno went through the Foundation’s presentation to the AAN 
on June 22 on our future relationship. The AAN Board received booklets with supporting 
documentation, showing, among other things, that the AAN’s return on their investment 
in the ABF has increased 500% in just a few years. Following the presentation, the AAN 
Board held small group discussions and a larger discussion on the information and 
questions which were posed to them.  
 
Dr. Stevens and Ms. Rydell reported confidence that the AAN would have a decision in 
September. They want a Foundation representative available to answer questions at 
their September Board meeting. They also requested a business plan with a marketing 
strategy, financial operating plans, and a concrete explanation of how the business plan 
would be accomplished. The AAN supports the Foundation’s mission but wants to know 
where the Foundation is going.  
 
Much of the information presented at the AAN Board meeting was new for AAN Board 
members. They will need time to digest the information. Dr. Stevens suggested that the 
Foundation provide more information to the AAN’s Board prior to Board meetings. 
Opening the flow of information with the positive narrative that the AAN Board heard on 
June 22 will help the Foundation’s case. There might also need to be a Foundation 
representative on the AAN Board on a regular basis to ensure a constant flow of 
communication. This person could be ex-officio, non-voting member of the AAN Board. It 
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also might be possible to have a joint committee to address skeptics and actively work 
on the relationship.  
 
Research is one of many programs of the AAN; and the AAN Board wants to understand 
our direction as both an investor and a partner. The Foundation is a good investment, 
but the AAN needs to receive more information to help Board members understand that.  
 
The Foundation pays for about half of the AAN’s research program – 15 of 23 
CRTS/CSDAs are funded by the Foundation. The Foundation is providing a service to 
the AAN, and the Foundation needs help with operating revenue to continue providing 
that service.  
 
The Board suggested that the Foundation research how other medical associations 
support their foundations. While 98% might fund the operations, it would be useful to 
understand the governance relationships and structures in place to maintain a working 
partnership and ensure positive relationships. The AAN is committed to the Foundation’s 
success, but the Board wants more information. The reality is that the five-year Alford 
Group goals were unreasonable, but sometimes people need to hear information more 
than once in order to understand it.  
 

5. Fundraising Update: Jane Ransom introduced Marie Tuhy, Director of Mission 
Advancement, and Lisa Dahlberg, Major Gifts Officer, to the Board. The two presented 
on the strategies for reaching our goal of raising $500K in the second half of 2019.  
 
The Foundation is giving the website a brand refresh with new messaging and content to 
drive engagement and increase conversions on the site. The navigation is also being 
overhauled to convert site visitors into donors.  
 
The Foundation’s social media strategy will continue to be targeted. Tracking pixels, 
engagement, and demographics will continue over the rest of this year and beyond. 
Content includes relevant posts about CRTS/CSDA recipients and Brain Squad. In 2020, 
the Foundation will try to get more engagement on Instagram and YouTube.  
 
The Foundation will also be looking into doing more with Facebook fundraisers. Ms. 
Rydell suggested that the AAN member birthday email should encourage members to do 
a Facebook fundraiser for the Foundation. Ms. Rydell also suggested that the 
Foundation retweet more of the AAN’s content and collaborate with Angela Babb and 
her team on how to better utilize Twitter.  
 
The Board requested a webinar or support manual on how the Board can better support 
the Foundation’s social media presence. They suggested that a bi-monthly email be sent 
with a post that they can copy and paste into their social media.  
 

a. Annual Fund: The Foundation is implementing a sustaining donor model, called 
Brain Squad, for increasing unrestricted donations. This campaign will utilize ads, 
mail appeals, and social media.  
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The CRTS in Tourette’s will be featured on the Foundation’s Crowdfunding site. It 
will highlight our researcher and a patient story. This is a great way to elevate the 
importance of research and get people excited about funding research in a 
disease-specific area.  
 
The Year-End Campaign will focus on honoring the heroes who fight brain 
disease every day. This campaign will start in October and run through 
December featuring content for ads, a target social media strategy, and a direct 
mail appeal.  
 

b. Major Giving:  The Foundation is building out a robust pipeline for donor 
engagement, which has been a long-time coming but will continue to build and 
strategize around relationships and prospect research in the future.  
 
The Foundation will continue to engage the Rowland circle with a $125K year-
end goal, centered around renewals, but Ms. Dahlberg asks that the Board 
continue to make introductions for the Foundation with high-wealth individuals 
who are interested in curing brain disease. The pipeline will be used to identify 
existing donors who might be good candidates for increased engagement into 
the Rowland Circle.  
 
The Foundation will continue the strategy of salons with a $50K year-end goal. 
These salons will be small, intimate special events held by constituents to 
introduce the Foundation to their friends. If you are interested in doing a salon, 
contact Ms. Dahlberg. There will be a salon in Atherton, California in the fall, and 
possibly an event in New York and the Hamptons. Salons are driven by the 
Board member or constituent hosting, which means they create the invite lists. 
The Foundation will send the invites. Salons are geared toward unrestricted 
donations, but the Foundation must be open donors’ desire for restricted giving.  
 

6. Governance Committee Report: The Governance Committee is working on the 
recruitment of new board members and officers. The Committee is qualifying candidates 
based upon attributes shared with the Board.  
 
For officer positions, Mr. Goodno has spoken to all the Board members to discuss their 
interest in an officer position. He will be following-up with individuals to solidify roles. The 
Governance Committee will review Mr. Goodno’s recommendations in August.  
 
At the February 2019 Board meeting, there was some concern expressed over losing 
five neurologist Board members in one year, and whether the Foundation would lose too 
much historical knowledge with this turnover. However, the Governance Committee has 
been planning for the exit of five neurologists for several years, resulting in the addition 
of two new neurologists to the Board each year for the last three years.  The 
Governance Committee recognizes the concern around historical knowledge but also 
recognizes that term limits are best practice. The committee feels that organizational 
memory will be carried forward by Dr. Griggs (ex officio voting member as Research 
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Advisory Committee Chair) and Mr. Goodno, who will become the Immediate Past Chair, 
among others. After this cycle, Directors will not leave in such large groups.  
 
The Board can also use past Board members on standing and ad hoc committees to 
maintain institutional memory without making exceptions to Bylaws.   
 

7. Commitment to Cures Update: On behalf of the Commitment to Cures Committee, 
David Dodick reported that our 2019 event in Philadelphia raised over $410K, with 
$149K restricted to autism research. Mr. Lurie personally communicated his appreciation 
to Dr. Dodick and through that the night was outstanding.  
 
Some key lessons learned:  

 Honor a local hero – this provides local connections and builds a local audience 
that otherwise might not be interested 

 Local Host Committee – helps provide local insights and achieve sponsorships 
 Unique Venue – makes the night feel special  

 
Planning for Commitment to Cures 2020 is under way. Drs. Anthony Lang and Xavier 
Montalban are the co-chairs of the Host Committee. They have raised a few concerns 
around the Foundation’s charitable tax status in Canada, the restricted budgets of 
Canadian pharmaceutical companies, and the competition for individual neurologists, 
who might have to fundraise for hospital foundations.  
 
Over half of the gifts at Commitment to Cures 2019 came from non-neurologists. There 
was a total of 43 tables, eight of which were sponsored by the Lurie Group and five by 
the AAN.  
 

8. Strategic Planning Initiative: The Foundation needs to consider when the next 
strategic planning initiative will start and who will be included in that process. The 
financial relationship with the AAN needs to be determined prior to the start of the 
strategic planning process. Perhaps this plan should look at three years, instead of five 
years. The last strategic plan assumed financial independence from the AAN and is 
outmoded. The Board agreed on the need to move forward with strategic planning and 
looks to the September Board meeting to start the process for 2020.  
 
The Board agreed that the next Strategic Planning Committee should involve one or two 
AAN Board, one or two former Foundation Board members, and a patient or caregiver.  
 

Adjourned 1:06 p.m. CT 
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Executive Summary  

[This section will be written last.] 

Opportunity 

Expectations 

Opportunity 

Call to Action 

The American Brain Foundation (ABF) is on a quest to mobilize a national philanthropic 
movement in support to defeat brain disease through research.  

Science has beaten back many challenging diseases of the body. Polio can be 
prevented. HIV/AIDS can be managed. Rates of childhood leukemia have declined 
dramatically. Diseased hearts, lungs and livers can be transplanted. 

Key to these successes has been mass public support for research. We have seen this 
in the form of tin cans passed in movie theaters, door-to-door canvassing, walk-a-thons, 
tele-thons, phone-a-thons, direct mail, and even demonstrations. 

The brain is the epicenter of our humanity, yet, over 50 million Americans and 1 in 6 
people worldwide suffer from brain and nervous system diseases.  

The prevalence of brain disease is both vast and growing, but support for research is 
disjointed—organized on a disease-by-disease basis. 

We are calling on the American Academy of Neurology to support our growth so that, 
together, we can obtain these long-term results:  

 An enlarged and enriched American Academy of Neurology (AAN) research 
program  
 

 Broad public perception of the neurology profession standing on center stage of 
a national cause: Curing brain disease 
 

 Better treatments, prevention and cures for patients in the hands of neurologists 
 

 Hundreds of millions of dollars raised for research on diseases of the brain and 
nervous system  
 

 Government funding for brain disease research amplified by public support and 
elected officials inspired to do more 
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Any business plan for the ABF must include in it the question of the AAN, and the 
familial relationship between our two organizations. The belief here is that the current 
relationship between the parent organization, the AAN, and the ABF is mutually 
beneficial, as well it should be. The ABF calls for its parent organization, AAN, to renew 
its commitment to our shared task of raising awareness and fundraising for brain 
disease research. 
 
None of this means that the leadership the ABF is, or has been, complacent about 
raising funding separate from affectionate ties between our two organizations: major 
advances have been made, and more progress is in the works.   
 
In particular, the slow but steady work required to build a public donor base, which was 
not the focus of the ABF in the years before 2015, is unmistakably bearing fruit. 

 
Problem & Solution 

 
Government funding for brain disease, despite some recent growth, remains woefully 
small in comparison to funding for cancer and several other diseases. To reverse the 
chronic underfunding of research for brain diseases and disorders there must be an 
increase in public awareness that translates into financial support, as there has been 
with other major diseases. 

The ABF is the only national charitable organization whose cause is the health of the 
whole brain and curing brain disease. The ABF is to the brain what the American Heart 
Association (AHA) is to the heart, with just one difference. We have been on this path 
for only four years, whereas the AHA, founded in 1924, has pursued its cause for 95 
years. 

The ABF is uniquely positioned to build public support for the cause of curing brain 
disease, due to both (1) our research partnership and close affiliation with the AAN, the 
world’s largest association of neurology professionals, and (2) our approach of funding 
across the entire spectrum of brain diseases and disorders, knowing that when we cure 
one of these diseases, we will cure many.   

Strategic Direction Endorsed by the AAN 

The ABF is following in the path of other national charitable organizations which have 
played a pivotal role in discovering better treatments, prevention, and cures for diseases 
such as polio, cancer and HIV/AIDS by developing mass support for their cause.  

Founded by the AAN in 1992, the ABF1 was operated as a medical society foundation, 
with an audience of almost exclusively neurologist donors, for more than two decades. 
However, in 2014, the AAN endorsed a new direction for the ABF. Its Board voted to 
provide crucial operational funding to the ABF from 2015-2019 to help shift the 

 
1 Formerly known as the “American Academy of Neurology Research and Education Foundation” and the 
“American Academy of Neurology Foundation.” 
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foundation’s fundraising and marketing activities toward the public. In making this 
decision, the AAN recognized the ABF’s potential to take on assignments that it, as a 
professional association, could not assume. Key among these were (1) recruiting 
influential non-neurologists to its board of directors, and (2) expanding public 
philanthropy. 
 
AAN’s investment is working. It is producing the desired results.   
 

Proof of Concept 
 
The ABF has shown that the concept of a public-facing charitable organization focusing 
upon the diseases and disorders of whole brain is both exciting and feasible. An 
important measure is the ABF’s track record of exceeding every benchmark set for it by 
the AAN Board since 2014, including: 
 

 Raising $4.27M for research in future years by 12/31/18 
 Increasing the number of funding partnerships for the AAN research 

program by 40%  
 Annual donations from members of the public (not including AAN 

members) quintupling from $75,000 in 2016 to more than $400,000 in 
2018  

 And the AAN’s return on investment in the ABF jumping from -30.20 
percent in 2016 to +344.41 percent in 2018.  

 The ABF increasing its contribution to AAN’s research program over the 
past four years—with a cumulative $7 million donated  

 
What Distinguishes the American Brain Foundation? 

 
Two key features distinguish the ABF from other brain-related charitable organizations. 
First, we are out to defeat all brain disease. We fund across the spectrum of neurologic 
diseases because we know that curing one of these diseases will mean curing many of 
them. The implications of this stance, which is distinct from the other single-disease or 
single-category organizations in the field, are important. The ABF is attractive to donors 
who have experienced the impact of more than one brain disease upon their families 
and friends; and the ABF can act as the umbrella for all the people and organizations 
concerned with brain disease. 

The second feature which makes the ABF distinct is our dynamic relationship with our 
founder, research partner and key supporter—the AAN. The ABF’s connection with the 
world’s largest organization of neurologists and neurology professionals means that we 
source and fund research from the best and brightest researchers in the world. It also 
means that we can attract public leaders, donors, and influencers who want the 
connection to a powerhouse organization of 36,000 members of the neurology 
profession. 
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Success Factors 
 
Over the next five years (2020-2024) the ABF is aiming to double in size and quadruple 
in impact. Our success will depend upon: 
 

 New investments in marketing and fundraising 
 Our continuing partnership with the AAN 

 
Our Request 

 
The ABF has shown that a national foundation for the brain is feasible, and that we are 
distinct from our competitors. To move further in the direction of galvanizing public 
support for brain disease research we need to scale up to a new level, where the ABF 
becomes a household name. From mass awareness of our name and our cause will 
come much greater fundraising returns. 
 
We believe that the continuing partnership between the ABF and the AAN is key to 
reaching the next level. The financial component of the partnership needs to be one in 
which funding flows from the ABF support AAN research and funding flows from the 
AAN to the ABF support many of our crucial operational needs.  
 
At this early point in the short life of the ABF, donors do not know us well, and so will be 
naturally attracted to restricted giving for research, as opposed to giving to our broad 
mission, which includes operations.  
 
We respectfully request continuing support from the AAN in the amount of $1.5 million 
per year for the years 2020-2024 from the AAN. In return, the ABF pledges: 
 

 90% of research dollars raised by the ABF will flow to the AAN’s research 
program 

 
 A __% growth in public awareness of brain disease and the value of neurology 

 
 Continuing growth of the pool of influential public leaders, of the kind the ABF 

has already recruited to our Board, in the orbit of the ABF, the AAN and the 
profession of neurology. 

 

Target Market 

Marketing 

Public awareness of brain disease parallels public awareness of cancer in the mid-20th 
Century, when Americans did not perceive connections between lymphoma, leukemia, 
sarcoma, glioblastoma, and other cancers, and thought of them as disparate diseases. 
Only intentional and continuous public education campaigns developed mass 
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awareness of cancer as an overarching term encompassing many interconnected 
diseases. 

Market research commissioned by the ABF from the AAN’s Insights Team shows that 
most Americans do not perceive that the hundreds, if not thousands, of diseases of the 
brain and nervous system are interconnected, or that by curing one of them, many more 
can be cured.2  

The ABF plans to develop greater awareness of our overarching cause—the brain—by 
deploying a multi-channel marketing strategy emphasizing social media. The target is 
the 1 in 6 people affected by brain disease and their loved ones.  

Analysis of the ABF’s constituent database, which includes Brain & Life subscribers, 
tells us that it has enormous potential reach that extends well beyond our housefile 
when the social networks of our supporters are factored in. ABF’s database contains 
13,942 constituents with high social influence (SI) scores, having the potential to reach 
341,336.  

Contacts with a high SI score have a large reach on social media. The ABF’s strategy 
will include connecting with these influencers who can reach a large audience and 
spread the ABF’s name and mission more efficiently.  

Fundraising 

Fundraising targets will also be determined through analysis of the ABF database. 
Blackbaud Target Analytics will be used to analyze the unique history of giving to the 
ABF, enhance it with profile data and apply proven statistical techniques to create 
custom models which identify giving likelihood and capacity.  

Segmentation tools will help to identify, focus, and target our best prospects for future 
fundraising. For example, we know that the ABF database has 4,094 constituents with 
good-to-excellent scores for making gifts in the range of $1,000 - $25,001+. And wealth 
screening of the ABF database shows us that among our constituents: 

 54,437 have household incomes of more than $150,000 
 57,348 have net worth greater than $1,000,000 
 122,337 have invested assets greater than $250,000 
 46,353 have annual discretionary funds greater than $20,000 

Database analysis will also be used to determine the geographic focus of ABF 
fundraising efforts, as shown in this analysis: 

 
2 AAN Insights survey, January, 2019. 
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The ABF has also mined its database for planned giving prospects, finding 18,871 
good-to-excellent prospects for planned giving. 

Using these tools, fundraising plans will be developed for individual prospects, and for 
entire segments of individuals. Plans include the multiple stages of the fundraising 
cycle: Identification, Qualification, Cultivation, Solicitation, Disqualification, and 
Stewardship. 

Competition  

The ABF’s mission, encompassing research across the spectrum of brain diseases, 
overlaps with those of multiple national and local charities organized around single 
diseases or brain disease subsets.  

It is not hard to understand the competitive challenge presented by these organizations. 
Patients and families struggling with a specific disease naturally turn first to a charitable 
organization with a singular focus upon their disease.  

Despite this competitive challenge from single disease organizations, the ABF sees 
pathways to greater public support. These include: 

1. Building awareness that the brain diseases are interconnected, and that curing 
one means curing many 
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It was this strategy, applied to cancer, which led to the War on Cancer and 
explosion of individual and government funding for cancer research in the 1960s 
and 1970s.3  

The ABF’s Commitment to Cures fundraising dinner, highlighting influential 
leaders of campaigns in several areas of brain disease, showcases the ABF’s 
messaging on the interconnection of many diseases under one umbrella—the 
brain. Fundraising returns have multiplied five-fold between 2015 and the present 
as we have taken this approach. 

2. Appealing to the donor who feels the impact of more than one brain disease, 
because loved ones and friends have experienced many of them. 
 
The ABF’s new sustaining donor campaign, calling on donors to join the “Brain 
Squad” to fight all brain disease is a strategy that builds awareness of and taps 
into the desire to defeat all brain disease. 

 
3. Enabling collaborations between brain disease organizations, donors and other 

partners, and doing things that they can’t do, or don’t currently have the capacity 
to do, without us.   

The ABF collaborates with single brain disease organizations and with the AAN 
to develop and implement the next generation of brain disease researchers 
through the co-funding Clinical Research Training Scholarships and Clinician 
Scientist Development Awards through AAN’s research program. 

The ABF has attracted funding and participation from single disease 
organizations in Parkinson’s, Alzheimer’s and LBD, for a project to find a 
biomarker for Lewy Body Disease. None of these organizations has the 
“bandwidth” to take on this project, but each realizes its importance and how the 
research will benefit them. 

  

 
3 Siddhartha Mukhrjee, Emperor of All Maladies, chapter __. 
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Execution 

Research 

The central plank of the ABF’s strategic plan is our research strategy, in which we 
position ourselves around the mission to bring researchers and donors together to find 
cures for brain diseases and disorders.  
 
We will continue to have four priorities: (1) Clinical Research Training 
Scholarships/Clinician Scientist Development Awards (CRTS/CSDA), (2) Crowdfunding, 
(3) Customized Research, and (4) Awards. 

1. Building the Next Generation of Researchers: Clinical Research Training 
Scholarships/Clinician Scientist Development Awards (CRTS/CSDA) 
 

We will partner with the AAN and with national brain disease organizations in co-funding 
the research projects of young investigators. We will depend upon the skill of AAN 
scientists to determine which should be funded.  

 
Our current partners include: 

 The ALS Association 
Alzheimer’s Association 
American Epilepsy Society 
American Heart Association 
Consortium of Multiple Sclerosis Centers 
Epilepsy Foundation 
International Headache Society 
The Mary E. Groff Charitable Trust 
McKnight Brain Research Foundation 
Muscle Study Group 
Muscular Dystrophy Association 
Myasthenia Gravis Foundation of America 
National Ataxia Foundation 
National Multiple Sclerosis Society 
Parkinson’s Foundation 
Society of Vascular and Interventional Neurology 
Tourette Association of America 
The William Randolph Hearst Foundation 

2. Crowdfunding 
 

Through the Foundation’s online crowdfunding platform, researchers will be able to 
pitch their vetted, fundable research projects to the public for funding. Our relationship 
with the AAN is essential. The projects on our platform receive approval by AAN 
scientific reviewers.  
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The ABF’s marketing will focus on developing a greater social media following and 
awareness of the Foundation and its mission, while putting marketing resources behind 
select crowdfunding projects with the best fundraising potential.  
 

3. Customized Research 

The Foundation will collaborate with major donors to fund research important to them 
because of their experience with a disease. If the concept is found to be valid and 
important to pursue, the ABF seeks experts to design a project or award opportunity for 
the donor to support. The Foundation therefore enables donors drive our research 
agenda, while at the same time working with clinical neuroscientists from our Research 
Advisory Committee and the AAN Science Committee to verify and design an important 
project. 
 

4. Awards 
 

a. The ABF will continue to make awards to non-neurologist champions for 
research from the general public 

b. The ABF will continue to provide financial and administrative services for 
AAN Scientific Awards funded through endowments housed at the 
foundation 

c. We will develop the ABF’s own breakthrough scientific breakthrough 
award 

d. We will continue to steward the donors and solicit annual gifts for the 
AAN’s two biggest scientific awards 

 

Marketing Plan 

[TO BE INSERTED 8/8/19] 

 
 

Fundraising Plan 
 
Fundraising will focus on three segments: (1) Major Giving, (2) Annual Fund, (3) Special 
Events, and (4) Institutions. The goal and objectives of this 5-year plan are: 

 
 OVERALL GOAL:  Raise $________ by 12/31/24 
 
 OBJECTIVES: 

Increase giving to AAN research program by ___% 
 

Raise $_______ for research 
 

Raise $_______ without restrictions to support mission  
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Increase giving from the public by ____% 
 
Increase giving to research by ____% 
 
Close $3 million in new planned gifts 
 

Fundraising solicitation strategies are listed below. The budgets for each of these 
strategies includes the cost of the actual solicitation (e.g., cost of printing and mailing a 
direct mail appeal) as well as expenses for prospect research, qualification of potential 
donors, and donor cultivation, and stewardship activities. 

1. Major Giving 

This fundraising will be directed at individuals for annual or multi-year gifts of $2,500 or 
more. Individualized strategies are developed for each donor:  

a. Research: Identifying prospects and current Donors with potential 

b. Qualification: Determining the qualification of each prospect  

c. Cultivation: Finding out a donor’s motivation and goals for philanthropy 
over a period of 6 to 12 months, through one-to-one discussion and 
engagement activities 

d. Solicitation: Asking each prospect for a donation with personalized 
materials.  

e. Stewardship: Maintaining a strong connection through recognition 
activities and personal engagement 

Major tactics will include: 

a. Meetings with Individuals: 75-100 per year throughout the continental 
United States. 
 

b. Rowland Circle: Developing our leadership giving circle of donors giving 
$2,500 annually to reach a membership of 100+ people. 

 
c. Proposal: Preparing customized proposals for individuals and family 

foundations. 
 

d. Events: Small and larger social events featuring an aspect of the ABF’s 
program and mission. 

 
 

2. Annual Fund 

This fundraising will be directed at individuals giving annual gifts under $2,500. 
Strategies for segments of donors—as opposed to individual donors—will be developed 
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according to the steps of Research, Qualification, Cultivation, Solicitation, and 
Stewardship listed above.  The steps in Fundraising strategies include: 
 

a. Annual Gifts: One or more gifts given annually in response to an appeal. 
Solicitation tactics include: 
 
 Multi-channel appeals (3 per year) including 

o Direct mail solicitation 
o Social media campaign 
o Advertising utilizing in-kind space from AAN 
o Website 

 
 Annual Fund social media boosts (12 per year) 

o Target = Facebooks users (donors, Brain & Life, look-alikes) 
o Topics – monthly highlighted diseases, showcase crowdfunding 

for fundraising 
 

 ABF booth at AAN Annual Meeting (1 per year) 
 

 ABF booth at AAN Fall Conference (1 per year) 
 

 Unsolicited gifts by mail and website 
 

b. Sustaining Donor Program 

Donors will be asked to join the ABF’s “Brain Squad” a sustained giving 
model, in which donors regularly contribute a set amount to the ABF monthly.  

3. Special Events 

The ABF will produce special events and will also collaborate with donors to host and 
pay for special events, which are social gatherings to raise money and awareness. 
Funds will be raised through sponsorships, tickets, auctions and appeals for individual 
contributions as appropriate. ABF’s tactics will include: 

a. Commitment to Cures 

The ABF will continue to produce its signature gala at the AAN Annual 
meeting. 

b. Donor Events 

We will regularly encourage and support donors in hosting gatherings to 
introduce the ABF to their friends, families and professional networks. 

4. Institutions 

The ABF will raise money from institutions for restricted and unrestricted purposes. 
Strategies include: 

a. Brain Disease Nonprofits 
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The ABF will maintain current and develop new partnerships with nonprofit 
associations for specific brain diseases for full funding or co-funding of 
research. 

b. Private and Community Foundations 

We will research, qualify, cultivate, solicit and steward private and community 
foundations to obtain grants. 

c. Corporations 

We will raise money from corporations in the form of event and program 
sponsorships or grants. 

 
[TO BE INSERTED: GIFT TABLES FOR RESTRICTED AND UNRESTRICTED 
FUNDRAISING GOALS SHOWING HOW MANY GIFTS WE WILL RAISE AT WHAT 
AMOUNTS IN ORDER TO MEET ANNUAL AND CUMULATIVE 5-YEAR 
FUNDRAISING GOALS.] 
 
Operations 

ABF’s research, fundraising, and marketing programs require operational support. We 
foresee extending our current Management Services Agreement with the AAN, which 
operationalizes the two organizations’ Principles of Joint Collaboration, signed in 2016. 
Under this agreement, the two organizations will continue to act as co-employers of the 
ABF staff, who will be employees leased by the AAN to the ABF. In addition, the ABF 
will continue to lease the following from the AAN:  

Financial Services 

Operations Services 

Sublease of Facility Space & Lease of Equipment 

Information Services 

Forecast payments by the ABF to AAN for these services are: 

2020  2021  2022  2023  2024  TOTAL 

 

The ABF will continue to purchase legal and marketing/design services from outside 
entities. 

Key Performance Factors 

Performance Objectives 

 Expand funds raised for research from $______ to $_______ 
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 Expand number of donors from ______ to ______ 

 
 Increase public awareness of brain disease from ______ to ________ 

 
 Set the ABF up for a feasibility study to pursue to include a $20 million 

endowment campaign to generate more support for future operating expenses 

Performance Metrics 

 [TO BE INSERTED. WORKING ON THESE WITH FINANCE STAFF.] 

Performance indicators expressed as ratios: 

 $ spent/$ raised 
 Staff expense/$ raised 
 AAN’s ROI 
 Etc. 

Key Success Factors 

 Marketing Capacity to become a household name by 2024 
 

 Fundraising Capacity to increase gifts and grants from X to Y by 2024 
 
 Partnership with AAN—a dynamic relationship with the AAN, whose 

expertise and reputation add credibility and whose research program we 
support. 

Organization 

Business Model 

The ABF’s business model is that of a medical research grant making public charity as 
defined by the Internal Revenue Service. Its key features are:4 

1. A qualified medical research charity affiliated with a research institution  
 
The ABF’s primary affiliation is with the AAN to whom it currently donates 94 
percent of the funds it raises for research. The ABF relies upon the scientists of 
the Research Program Subcommittee of the AAN’s Science Committee, to select 
the recipients of most of our research grants. This selection process also 
includes scientists appointed by our national research partners. Any grants not 
made through this process must be approved by the ABF’s Research Advisory 

 
4 Internal Revenue Service, https://www.irs.gov/charities-non-profits/charitable-organizations/public-
charities 
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Committee, an elected committee composed of leading scientists from the 
American Academy of Neurology. 
 

2. Operating an active program of fundraising and receiving contributions 
from many sources, including the general public, governmental agencies, 
corporations, private foundations or other public charities 

 
The ABF raises contributions from multiple sources listed above offering donors 
a variety of giving opportunities, including: 
 

o Contributing to the general support of the ABF’s research mission 
o Donating to support disease-specific research projects 
o Establishing endowed funds and donor advised funds through which 

donors can support scientific awards and research projects. 
 
These opportunities are the products that the ABF “sells” in return for donations.  
 

3. Receiving income from the conduct of activities in furtherance of our 
organization’s tax-exempt purposes. 
 
The ABF’s Annual Fund program conducts multi-channel fundraising campaigns 
using direct mail, social media, crowdfunding, and special events to raise funds 
for our research mission. The ABF’s Major Giving and Grants programs raise 
funds, usually for restricted purposes (research and awards), also in furtherance 
of our tax-exempt purposes.  

 
This business model has yielded positive results. Since 2016, the ABF has steadily built 
its capacity to conduct public-facing fundraising and marketing, while simultaneously 
increasing funding for research.  

Governance 
 
The ABF’s board of directors is its governing body. It consists of neurologists and non-
neurologists who are for overseeing finance, strategy, and policy, and for helping to 
grow the ABF’s revenues through fundraising. The Board meets periodically to discuss 
and vote on the affairs of the organization. The Board’s standing committees include 
Executive, Governance, and Finance, as well as joint AAN/ABF Investment and Audit 
Committees. The Board establishes ad hoc committees as needed for strategic 
planning, special events, and other projects. 
 
The President of the AAN is an ex officio voting member of the ABF Board of Directors. 
The CEO of the AAN is an ex officio non-voting member of the ABF Board of Directors. 
 
Since 2016, the ABF Board of Directors has undergone a transformation from being 
populated 100 percent by neurologists to a board of 50 percent neurologists and 50 
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percent non-neurologist influential members of the public. This transformation is a 
crucial part of our pivot toward public-facing marketing and fundraising. 

Staffing Needs & Dependencies 

[TO BE INSERTED. WORKING WITH TIM TO DETERMINE RATIOS.] 

 Staffing needed in order to achieve our goals 
 Link staff expense to $ raised 

Financial Plan 

Forecast 

 Five-year scale-up for success forecast, with budget breakouts for 
o Marketing 
o Fundraising 
o Research 
o Management 

Financing 

 Refer to fundraising plan above 
 Using AAN investment to leverage the balance of what we need 

Statements 

 

Appendix 

Profit & Loss Statement 

Balance Sheet 

Cash Flow Statement 
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MEMORANDUM 

TO:  Board of Directors 

FROM:  Jane Ransom 

SUBJECT: Ted Burns Fund: Vote on Exception to ABF Gift Policies 

DATE:  August 4, 2019 

 

Friends and colleagues of Dr. Ted Burns are starting a fund at the ABF to support an annual 
“Ted. M. Burns Humanism in Neurology Award.” This initiative is being led by Gordon Smith, 
MD. $35,000 has been raised for this initiative in the past three weeks.  

The donors want to endow the Ted Burns Fund at $50K. They hope to eventually grow it to $75-
100K. Our Gift Policies require the Executive Director to get Board permission to establish an 
endowment under $100,000. I recommend that we allow this fund to be endowed at $50,000 
because it will pay out enough for three reasons. 

1. A $50,000 endowment will support an award of $1-2.5K. 
 

2. The donors want to establish the award and give the first one as soon as possible so 
that Dr. Burns, who has a serious cancer, will be able to enjoy this achievement. 
 

3. Fundraising is proceeding at a good pace, and there is no reason to believe that this 
fund will languish and be unproductive. 
 

It is hoped that the proposed award will be an AAN Award, however, on the chance that the 
AAN does not choose to approve it, or that the fund does not reach the AAN’s $75,000 
minimum for an endowed award, this will be an ABF Award. 
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SLATE OF NOMINEES FOR BOARD OF DIRECTORS 
 

Nominee Term 

David Dodick, MD For second term beginning 1/1/20 

David Eagleman, PhD For second term beginning 1/1/20 

James Erwin For first term beginning 1/1/20 

James Essey For second term beginning 1/1/20 

Jacqueline French, MD For first term beginning 1/1/20 

James Grotta, MD For second term beginning 1/1/20 

Frances Jensen, MD For first term beginning 1/1/20 

Shafali Jeste, MD For second term beginning 1/1/20 

Cindy McCain For first term beginning 1/1/20 

Sean Sansiveri For first term beginning 1/1/20 

Joseph Sirven, MD For first term beginning 1/1/20 

Martin Shenkman, CPA For third term beginning 1/1/20 

Ben Utecht  For third term beginning 1/1/20 

Susan Schneider Williams For third term beginning 1/1/20 
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epilepsy.com

SIGNUP

GET THE NEWS!

Join our mailing list to stay to date about programs, events, and news about epilepsy.

A message from Dr. French, Chief Scientific Officer for the Epilepsy Foundation

Meet Dr. Jacqueline French
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Dear Friends,

This past May I was thrilled to accept the position of chief scientific officer of the Epilepsy Foundation. I have
worked with the Epilepsy Foundation for many years and know many of you. For those of you I haven’t yet
met, I’d like to share a bit about myself and my role with the Epilepsy Foundation and epilepsy.com.

I served on the Epilepsy Foundation’s Professional Advisory Board from 2000 to2008. I was also deeply
involved in the Epilepsy Therapy Project (ETP), which many will recognize as the organization that merged
with the Epilepsy Foundation in 2013. I served as the chief scientific officer for ETP from 2005 to 2011 and
as vice president for research from 2011 to 2012. In 2012, I stepped down from that role to become the
president of the American Epilepsy Society, a position I held until December 2013. I am now thrilled to once
again be working with the Epilepsy Foundation.

In addition to my work for the Epilepsy Foundation, I have a full-time position as professor of neurology in
the Epilepsy Section at the New York University Langone Medical Center. I also serve as director of the
Epilepsy Study Consortium, a nonprofit organization devoted to speeding new therapies through the
development process and into the clinic.

Epilepsy Pipeline Conference
For a number of years, I have run a biennial meeting in conjunction with the Epilepsy Foundation called the
“Pipeline Conference”; the next conference will take place in San Francisco, California, on February 25 to 26,
2016. During this meeting, companies that are developing new therapies or new devices will present them to
the epilepsy community. In this way, the community can remain up-to-date about the future of epilepsy
therapy and diagnosis. Some of this information will come to you through the Epilepsy Pipeline Community
Day  on February 27. Many sessions will be videotaped and available for viewing on epilepsy.com after the
conference.

Shark Tank
In addition, we host a competition called the “Shark Tank.” Companies or individuals who have new ideas for
how people with epilepsy can be helped with a new product can submit a proposal. Of the many proposals
that are submitted, six are chosen to be presented live during the Shark Tank competition. A panel of
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experts in various areas (called the “sharks”) and the audience vote. The best ideas share a prize of
$200,000. Some of the products that have been presented in the four previous shark tank competitions have
now made it to the clinic and are helping people with epilepsy.

Goals
In my role as the chief scientific officer of the Epilepsy Foundation, it is my goal to actively foster the kind of
research that can make a difference to people with epilepsy in a time frame that matters. We cannot afford
to wait decades for new therapies to help the many people with epilepsy who are not being helped by
current therapies. In order to be successful, we need a much larger philanthropic investment in epilepsy
research. The epilepsy research effort is significantly underfunded compared to efforts for other chronic
neurologic diseases. Since I came on board in my new role, we have already begun to think about new ways
to put the Epilepsy Foundation on the map with regards to advancing the research effort.

Inaugural Epilepsy Research Roundtable
In May 2016, the Epilepsy Foundation will host the inaugural Epilepsy Research Roundtable. At the
Roundtable, companies involved in epilepsy therapeutics and diagnostics will meet with the major epilepsy
non-profit organizations and the Food and Drug Administration. We hope this group will come together to
address a major road block to new epilepsy therapy advancement. This meeting will be held yearly,
addressing a different roadblock each time. In this way, we expect to make significant progress on
developing new ways of diagnosing and treating seizures and epilepsy. This is only the first of a number of
new initiatives as we move forward.

We are fortunate to have an amazing (and growing) staff of individuals at the Epilepsy Foundation who are
committed to the research effort. You will be hearing more about these people in the future. It is also
critical to our effort to have you, the epilepsy community through epilepsy.com, invested in this work with
us. I will     keep you updated on all of our exciting new plans and of course ask for   your input at each step
of the way. I can’t wait to see what the future holds for research efforts at the Epilepsy Foundation and in
the epilepsy community as a whole.

Sincerely,

Jacqueline French, MD  
Chief Scientific Officer  
Epilepsy Foundation

01/2016
Our Mission

The mission of the Epilepsy Foundation is to lead the fight to overcome the
challenges of living with epilepsy and to accelerate therapies to stop seizures,
find cures, and save lives.

     FOLLOW US
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Search Neurology

Department of
Neurology

 Home About Us  Faculty  Divisions and Clinical Trials 

Education   Patient Care   Make a Donation

  Faculty  Frances Elizabeth Jensen

Frances Elizabeth Jensen, MD,

FACP

Professor of Neurology

CPUP Board of Directors, University of

Pennsylvania

Chair, Neurology Department

Member, Steering Committee, Lifespan

Institute for Behavioral Research, Children's

Hospital of Philadelphia

Penn Medicine Neuroscience Center, Steering

Committee, University of Pennsylvania

Attending, Neurology Inpatient Consult

Service

CPUP Compensation Committee, University of

Pennsylvania
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Contact

information 

Hospital of the

University of

Pennsylvania  

Perelman School of

Graduate Group

Affiliations

 Neuroscience

Links 

 Jensen Lab 

Education: 

A.B.

(Neuropsychology) 

Smith College, 1978. 

Dean's Development Leadership Council,

University of Pennsylvania, Perelman School

of Medicine

Neurosciences Service Line, Steering

Committee, University of Pennsylvania

CPUP Executive Board, University of

Pennsylvania

Center for Cognitive Neuroscience Review

Committee, University of Pennsylvania

Subcommittee on Re-Credentialing and

Reappointment Policy Meeting, University of

Pennsylvania

Co-Director , Penn Medicine Translational

Neuroscience Center

Committee Member, Internal Advisory

Board;IDDCR - Intellectual and

Developmental Disabilities Research Center, ,

Children's Hospital of Philadelphia

APPC Distinguished Research Fellow,

Annenberg Public Policy Center The University

of Pennsylvania

Member, Steering Committee, Orphan

Disease Center, PSOM

Member, Steering Committee, Orphan

Disease

Department: Neurology
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Medicine 

Department of

Neurology  

3 West Gates

Building  

3400 Spruce Street 

Philadelphia, PA

19104

Office: 215-662-3360 

Fax: 215-662-3362 

M.D. (Medicine) 

Cornell University

Medical College,

1983. 

Post-Graduate

Training 

Research Associate,

Univerisity of

Massachusetts,

1976-1980. 

Research Associate,

Children's Hospital,

1981-1983. 

Clinical Fellow in

Internal Medicine,

Harvard Medical

School, Boston, MA,

1983-1984. 

Internship in Internal

Medicine, Brigham

and Women’s

Hospital, Boston, MA,

1983-1984. 

Clinical Fellow in

Neurology, Harvard

Medical School,

Boston, MA, 1984-

1987. 

Resident in

Neurology, The

Harvard Longwood

Neurology Training

Certifications 

National Board of

Medical Examiners,

1984. 

American Board of

Psychiatry and

Neurology

(Neurology), 1988. 
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Description of Clinical Expertise

I actively mentor residents, postdoctoral fellows and junior faculty. I have trained over 25

postdoctoral fellows in my laboratory, and over 30 undergraduate and graduate students

since starting my laboratory in 1987. The vast majority the postdoctoral trainees are now in

faculty positions at competitive academic medical institutions and universities. Over 90% of

these trainees obtained independent funding from NIH or private foundations while in my

laboratory, including 3 KO8 awardees of whom I served as primary mentor. I am currently the

PI on the R25 for Resident training in the Neurosciences at Children’s Hospital and the Beth

Israel Deaconess residency programs. 

As Director of Epilepsy Research as well as Director of Translational Neuroscience, I mentor

junior faculty on a wide range of topics, and in some instances serve as research supervisor

for training grants. We have established a successful seminar series for both programs, and

invite both external as well as internal speakers to encourage dialog and new collaborations. 

With respect to teaching leadership I have been involved as an organizer and speaker at a

national, international, and regional level in educational symposia furthering the

understanding of the role of brain development in the mechanism of diseases such as stroke

and epilepsy, including planning and participating in such activities for the National Institutes

of Heath, Society for Neuroscience, American Epilepsy Society, Workshop on Epilepsy

Research, and the National Academy of Sciences/Society for Neuroscience African Initiative. I

served as Chair of the Annual Meeting Committee and Council of Education for the American

Epilepsy Society, and oversaw the process for ACCME accreditation, which was achieved at

Program, Boston,

MA, 1984-1987. 

Chief Resident in

Neurology, The

Harvard Longwood

Neurology Training

Program, Boston, MA

, 1986-1987. 

Research Fellow in

Neuroscience

Division, Children's

Hospital, 1987-1989. 
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the exemplary level. I also served as Chair of the Program Committee for the Society for

Neuroscience, and now serve on Council. 

Recent activities with the Neurology residents at the Children’s Hospital and the Brigham and

Women’s Hospital includes training on hypothesis generation, grant writing. In addition, I am

running an Epilepsy Treatment Algorithm project in development for both hospitals, in order

to streamline our management of first and second seizure patients. This will be QI as well as

CER activity for the departments. 

Description of Other Expertise

In my capacity as Director of Epilepsy Research and Translational Neuroscience, as well as

the natural extension of my own translational research, I have become involved in clinical

research projects. 

1) FDA- approved Phase I/II trial of bumetanide in neonatal seizures. I serve as FDA sponsor,

and this project has emerged directly from basic research performed in my laboratory as

well as Dr. Kevin Staley, and others. The trial was funded by an NIH RO1 grant (2010-2015), with

the PI being Dr. Janet Soul, and Drs. Jensen and Staley are among the Co-PIs. The trial is now

actively recruiting patients 

2) Examination of cognitive and psychological comorbidities in pediatric epilepsies. In a first

study, a team of from the Psychiatry department (J Gonzalez, MD and K Boyer, PhD) and

Neurology (M Takeoka, MD) are examing the incidence of depression and learning disabilities

in children with complex partial seizures and childhood absence epilepsy. In a related study,

we are examining the incidence of learning disabilities in benign rolandic epilepsy in children,

and the extent to it is related to the frequency of ictal and interictal EEG abnormalities. 

3) Examination of abnormal synaptic transmission in human tissue removed from patients

with refractory epilepsy or encephalitis. This is an interdisciplinary group and investigative

only but has developed a centralized multi-PI IRB with universal consent form to improve

availability of human tissue for experimental study and genetics. 

Description of Research Expertise

The primary focus of my research is to investigate pathophysiological mechanisms of

epilepsy and stroke, and secondary effects on synaptic plasticity. A secondary goal is to

elucidate age-dependent differences in such mechanisms, and to examine the interactions

between brain development, excitotoxic brain injury, epilepsy and cognition.

Neurotransmitter receptors are developmentally regulated, and we have specifically

demonstrated critical roles of these receptors, as well as their upstream modulators and

downstream effectors, in neuronal and glial cells that are unique to the immature, implying
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age-specific disease mechanisms. The overall aim is to develop new targets based on novel

mechanisms for the treatment of epilepsy, stroke, and autism.  

 

To visit the Jensen Lab, please go to: 

http://webdev.med.upenn.edu/contribute/jensenlab 

 

Summary of major research findings: 

1. Establishment of in vivo and in vitro rodent models of neonatal seizures and perinatal

hypoxic/ischemic cerebral injury for examination of cellular and molecular factors

influencing age-specific susceptibility, epileptogenicity, and cellular injury. 

2. Demonstration that calcium-permeable AMPA receptors are constitutively expressed on

neurons and glia in developing rodent and human hippocampus and neocortex, and that

these are critical to the mechanisms of seizures and ischemic injury in the developing brain. 

3. First demonstration that AMPA receptor antagonists selectively block seizures in the

immature brain, but not in the adult. Additional demonstration that the clinically available

drugs topiramate and talampanel attenuate AMPA receptor currents and suppress neonatal

seizures and stroke, including periventricular leukomalacia, in rat models. 

4. Elucidation of novel calcium-mediated signaling pathways downstream from the AMPA

receptor that play critical roles in the pathogenesis of epilepsy in the immature brain, and

preclinical efficacy of preventative or rescue treatment in rodent models. Specific pathways

include those mediated by early post-translational changes to glutamate and GABA

receptors that increase synaptic excitability. First demonstration that AMPA receptor

antagonists including NBQX, topiramate and talampanel can reverse these changes when

administered as post-seizure treatment, and prevent long term changes. 

5. Identification of novel phosphorylation sites Ser 831 and Ser 845 on the GluR1 subunit of the

AMPA receptor that are required for the epileptogenic effect of early life seizures, suggesting

a novel mechanism for epileptogenesis. 

6. Development of novel antiepileptic and neuroprotective strategies that are permissive of

neuronal plasticity and long term potentiation. These include the NMDA receptor redox site

modulator pyrroloquinoline quinone, and the use-dependent, uncompetitive NMDA blocker

memantine as highly protective in vivo and in vitro stroke models, without significant

neurocognitive effects. 

7. Identified parallel patterns of relative underexpression of the KCC2 chloride transporter

versus NKCC1 transporter in human and rodent perinatal cortex during developmental period

when GABA receptor agonists are ineffective as antiepileptic agents. This result is the first to

strongly implicate the presence of depolarizing GABA receptors in human neonates. This date

provided the preclinical target validation that was critical for translation of the use of the
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NKCC1 inhibitor bumetanide in an FDA approved NIH-funded ongoing clinical trial at CHB and

Partners – Phase I/II safety PK trial in neonatal seizures. 

8. Elucidation of abnormal patterns of glutamate and GABA receptors,in human tissue from

malformations of cortical development, such as Tuberous Sclerosis, and that these changes

are associated with epileptic foci. These results are presently under evaluation with respect

to the generation of new clinical treatment trials. 

9. Demonstration of convergence of signaling deficits in early life seizures and autism.

Alterations in canonical autism-related pathways, including mTOR, FMRP and MeCP2, occur

secondary to seizures in the developing brain.  

 

In summary, the emphasis of this translational research program is to identify age-specific

mechanisms of brain injury at the cellular level using a variety of in vivo and in vitro

techniques, and to use this information to explore and devise experimental therapeutic

strategies with clinical potential. Several therapeutic strategies developed in the laboratory

are being considered for clinical development. We have established IRBs that have created a

repository of human tissue from surgical specimens and autopsy material, and routinely

obtain brain tissue directly from surgery for electrophysiological investigation. 
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NAME

Cindy McCain
OCCUPATION

Educator,
Philanthropist,

Business Leader
BIRTH DATE

May 20, 1954
(age 64)
EDUCATION

University of
Southern
California

PLACE OF BIRTH

Phoenix, Arizona
FULL NAME

Cindy Lou
Hensley McCain

ZODIAC SIGN

Taurus

Cindy McCain Biography
Educator, Philanthropist, Business Leader (1954–)

Cindy McCain is an Arizona
businesswoman, a philanthropist who
works with international nonpro�t
organizations, and the wife of U.S. Senator
John McCain.

Synopsis

Cindy was active in her husband's 2000 bid for the
Republican presidential nomination. After he lost, she was
chosen as the Chairwoman of the Arizona delegation to the
Republican National Convention. She founded the American
Voluntary Medical Team (AVMT) in 1988. She serves on the
Board of Directors for several non-pro�t philanthropies,
including Operation Smile, CARE, and The HALO Trust.

Pro�le

Arizona businesswoman, philanthropist and the wife of U.S.
Senator John McCain. Cindy Lou Hensley McCain was born
May 20, 1954, in Phoenix, Arizona.

As an only child, McCain was raised in Arizona. She earned a
B.A. in education and a M.A. in special education from the
University of Southern California. She taught at Agua Fria
High School in Avondale, Arizona.

She met John McCain in 1979 while she was on vacation with
her parents in Hawaii. He was still married, but separated, from his �rst wife. John and Cindy
McCain were married May 17, 1980 in Phoenix.

John McCain was elected to the U.S. House of Representatives in 1982 and to the U.S. Senate in
1986. Cindy McCain was active in her husband's 2000 bid for the Republican presidential
nomination. After he lost to George W. Bush, she was chosen as the Chairwoman of the
Arizona delegation to the Republican National Convention.

Cindy McCain founded the American Voluntary Medical Team (AVMT) in 1988, leading several
medical missions to developing and war-torn nations during the Team's seven-year existence.
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She made news in 1994 when she admitted to a painkiller addiction and said she had stolen
drugs from AVMT. She was not charged with a crime, but agreed to repay the AVMT and attend
a drug treatment facility.

McCain serves on the Board of Directors for several non-pro�t philanthropies, including
Operation Smile, which provides reconstructive surgery to children with facial deformities;
CARE, which �ghts global poverty; and the land-mine removal group The HALO Trust.

Since 2000, McCain has served as chairperson of Hensley & Company, the Anheuser-Busch
beer distributorship founded by her father in 1955. By 2007, she had an estimated net worth of
$100 million.

McCain su�ered a stroke in April 2004 due to high blood pressure, but appears to have made a
full recovery. She has actively campaigned for her husband during his successful bid for the
2008 Republican presidential nomination. He picked Alaska Governor Sarah Palin as his
running mate.They were opposed by Democrat Barack Obama and his running-mate, Joe
Biden.

The McCains have four children: Meghan (b. 1984), John IV (known as Jack, b. 1986), James
(known as Jimmy b. 1988), and Bridget (b. 1991 in Bangladesh, adopted by the McCains in
1993). She is also a stepmother to three children from John McCain's �rst marriage, Doug, Andy
and Sidney.
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Sean C. Sansiveri serves as Vice President of Business 

and Legal Affairs for the National Football League 

Players Association in Washington, D.C. In that role Mr. 

Sansiveri manages various legal and business initiatives, 

including negotiating with the NFL and licensees such as 

Electronic Arts, NIKE, Topps, Panini, and others. Mr. 

Sansiveri also leads the NFLPA’s health and safety 

initiatives. Most recently, Mr. Sansiveri directed the 

NFLPA’s efforts to implement standardized protocols 

governing the evaluation and management of 

concussions, which resulted in the development of team‐specific emergency action plans and the 

utilization of independent concussion experts on the sidelines of all NFL games. Mr. Sansiveri also 

manages the union’s medical research efforts which include a long‐term research partnership with 

Harvard University and Harvard Medical School. Prior to joining the NFLPA, Mr. Sansiveri served as legal 

counsel to the AFL‐CIO. Before his work in sports and labor, Mr. Sansiveri practiced at Saul Ewing LLP 

where he counseled clients in a variety of practice areas, including general corporate and commercial law, 

intellectual property law, venture capital and private equity investments. 
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SLATE OF NOMINEES FOR OFFICERS OF THE BOARD 

 

 

Name Position Term 

David Dodick, MD Chair For 1st term beginning 1/1/20 

Susan Schneider Williams Vice Chair For 2nd term beginning 1/1/20 

Shafali Jeste, MD Secretary For 1st term beginning 1/1/20 

James Essey Treasurer For 1st term beginning 1/1/20 
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American Brain Foundation 
Governance Committee Meeting 

August 1, 2019 
10:00 a.m. EST/ 9:00 a.m. CST/ 8:00 a.m. MST/ 7:00 a.m. PST 

Conference Call 
 
In attendance: Kevin Goodno, Chair; David Dodick, MD, Dan Gasby; Catherine Rydell, CAE 
 
Staff: Jane Ransom, ED; Lisa Deutsch 
 
Excused: A. Gordon Smith, MD, John Mazziotta, MD 
 
Kevin Goodno, Chair, called the meeting to order at 9:15 a.m. CT. The minutes of June 17, 
2019 were approved unanimously. The next agenda item was the Officer’s Slate. 

1. 2020 Directors Slate 

The committee reviewed non-neurologist and neurologist candidates. Five people can 
potentially be added to the Board—three non-neurologists and two neurologists in order to meet 
benchmarks. 

The committee reviewed the status of discussions with short-listed candidates. There are two 
people who are still deciding whether they have time to join the Board. We’re hoping to hear 
from them next week. The decision was made to wait until we hear from them before deciding 
which names to put into nomination. 

2. 2020 Officers Slate 

As he had done at the June committee meeting, Mr. Goodno reviewed his discussions with all 
Board members and reported on those who have been suggested as potential officers, as well 
as on those who have expressed interest or willingness to become an officer. 

After a review of the Board standards set by BoardSource “Qualities of Excellent Board Officers” 
(attached), and a discussion of the talents and qualifications, the committee agreed to the slate 
below as a very strong leadership team for the ABF: 

 Vice Chair: Susan Schneider Williams (continue)  
 Secretary: Dr. Shafali Jeste 
 Treasurer: Jim Essey 

 

The committee moved to approve the slate listed above, voting unanimously in favor.  

The committee had previously discussed Dr. David Dodick as the new Board Chair.  Dr. Dodick 
recused himself from the discussion on the Board Chair position. It was decided by the 
remaining committee members that an e-mail vote would be conducted with the committee 
members (except Dr. Dodick) regarding approval of Dr. Dodick’s nomination as Chair.  
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The committee will put forward the slate of nominees to the full Board for a vote at its August 8, 
2019 meeting. The committee recommends that the vote be held in August, so that the AAN 
knows who our officers will be in 2020 as they deliberate future funding for the ABF. 

 
Meeting Adjourned: 9:42 a.m. CT  
 
Subsequent to the meeting the new Board Member Slate was finalized with the addition of 
Cindy McCain. The Governance Committee voted unanimously by email to nominate the Board 
Member Slate and Officers Slate. 
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American Brain Foundation 
Research Advisory Committee Meeting 

August 2, 2019 
9:00 a.m. ET/ 8:00 a.m. CT/ 7:00 a.m. MT/ 6:00 a.m. PT 

Conference Call  
 

Meeting Minutes 
 
In attendance: Robert Griggs, MD, Chair; Raymond Roos, MD, Vice Chair; Jose Cavazos, MD; 
Mark Mehler, MD; John Morris, MD; Christy Phelps, Deputy ED AAN; Ralph Sacco, MD; Eugene 
Scharf, MD; Ira Shoulson, MD 
 
Staff: Jane Ransom, Natalie Baumgartner 
 
Excused: Carsten Bonnemann, MD; Merit Cudkowicz, MD; James Grotta, MD; Sue Rodmyre, 
Director ED AAN; Natalia Rost, MD; Catherine Rydell, CAE; Phyllis Zee, MD 
 
The meeting was called to order by Dr. Griggs at 8:03 am CT. The meeting minutes of March 
22, 2019 were approved unanimously.   

 
1. Chair’s Report:  

a. Research Breakfast: The Foundation’s 2019 CRTS/CSDA recipients were 
honored at the Research Program breakfast, hosted by AAN. The recipients 
present on their research and are asked questions by the audience. Dr. Griggs 
recommended that the breakfast could be longer. The Foundation will take this 
feedback to the AAN 
 

b. Commitment to Cures: The Foundation’s premier event was sold out with 425 
attendees (only 250 attended in 2018). Gross revenue was $453K, of which 
$149K is restricted.  
 
The Foundation is determining how the $60K in autism research will be used. At 
the suggestion of Dr. Shafali Jeste, the Foundation will use the sum for summer 
stipends to work in autism labs. The Committee agreed that more awards in child 
neurology should be considered. The Committee will revisit this topic during the 
next meeting. 
 

c. Cure One, Cure Many Award: In 2019, Dr. Mendell received the Cure One, 
Cure Many award at Commitment to Cures 2019 for his success with spinal 
muscular atrophy treatments and its impacts on other neuromuscular diseases. 
The Committee discussed the importance of having awards for public advocates 
and celebrating the achievements of neurologists and neuroscientists at 
Commitment to Cures. The Committee should consider breakthroughs that could 
be celebrated in 2020.  
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The Committee expressed concerns around the term “cure”, which might burden 
the Foundation with finding practitioners who have found a “cure”. This might not 
always be possible. They suggested a “breakthroughs” award. The Committee 
will revisit this topic during the next meeting.  
 
The Committee discussed the diagnostic blood test for Alzheimer’s a potential 
awards opportunity for a breakthroughs award. Diagnostic achievements result in 
better treatments and should be considered eligible for a breakthroughs award.  
 

2. LBD Award: The Michael J. Fox Foundation has given the Foundation a $1.5M 
matching grant, and the Mary E. Groff Charitable Trust has given $250K. The 
Foundation needs to raise a total of $5.5M. The Foundation expects that public outreach 
activities will continue to build interest. For example, the Foundation has consulted on 
the Robin Williams documentary (Dr. Melissa Armstrong reviewed the movie on the 
Foundation’s behalf), and the documentary will feature a link to our website for 
donations. Ms. Ransom will send the Committee the LBD packet after the call. 
 

3. CRTS/CSDA program bias: The Foundation is currently receiving applications for the 
2020 CRTS/CSDAs, but in the past, recipients have been heavily concentrated along the 
coasts. Only two 2019 recipients were from the Midwest.  
 
The AAN has addressed concerns about geographical bias in the past. Considerations 
for a handicap system have been discussed and disregarded in preference for giving the 
award to the best and brightest. However, Ms. Phelps, along with the Selection 
Committee, will consider new ways to engage non-coastal institutions to increase 
applications.  If Midwest institutions have perceived a bias toward the North East, more 
could be done to engage these regions. There are a substantial number of applicants, 
which means a large group of investigators go unfunded each year. Ms. Phelps will 
check that broad representation is being considered in the selection process to ensure 
that applicants are not being discouraged from applying.  
 
Ms. Phelps recommended Drs. Morris, Cavazos, and George discuss broad 
geographical representation in the selection process of CRTS/CSDAs for the 2020 cycle. 
Drs. Morris and Cavazos will report back to the Committee.  
 

4. Targeting Research Awards to Regions or Institutions: The Foundation would like to 
consider applying for grants that would limit awards to a specific state or institution. The 
Foundation does not want to leave money on the table. 
 
The Committee suggested that limiting awards to applicants from specific regions or 
institutions opens the Foundation to bias. The Committee discussed the difficulties in 
managing this award but t a regional award would be an acceptable alternative. Dr. 
Mehler suggested that the Foundation set up a consortium to fund institutions instead of 
directing an award to an institution or state. Ms. Ransom and Dr. Mehler will discuss this 
further.  
 

5. ABF Status Update: Ms. Johnson resigned from the Foundation, and Ms. Baumgartner 
will fill her role in the interim. The Foundation will have a multi-channel crowdfunding 
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campaign to promote the 2019 CRTS in Tourette Syndrome. The Foundation has also 
raised $200K from memorials in honor of Ted Burns and Cheryl Jay. The AAN and 
Foundation will meet to discuss their ongoing relationship at the AAN’s September 
Board meeting.  
 
The 2020 CRTS/CSDA application window is open, and the Committee will receive 
emails to promote these awards to their networks.  

Adjourn 9:00. a.m. (Central).  
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