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FORWARD 

 
The continued relationship between American Academy of Neurology (AAN) and the American 
Brain Foundation (ABF) is indispensable and hugely beneficial to both organizations. It’s a 
competitive and crowded space out there and the public needs to know who to trust. From my 
vantage point ABF and AAN are best positioned to be that trusted source of information and 
recipient of funds to drive the research agenda forward toward cures.  
 

      David Dodick, MD 
       2020 Board Chair-Elect 
        
The ABF/AAN relationship brings a credibility that the general public needs in order to 
feel good about investing in research. The subtext of the relationship is that the ABF has 
scientific insider knowledge and support. Within the medical community most doctors 
know exactly which doctors THEY would see if they got sick. People want to know that 
they are being connected to top credible sources and projects when they are giving their 
money to fund scientific research. By having the AAN proud and committed in its 
relationship with the ABF – that speaks volumes toward making the public feel 
comfortable giving and indeed comfortable giving more. 
 
       Susan Schneider Williams 
       2020 Vice Chair-Elect 
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I. Executive Summary 

Vision 
 
To have the American Brain Foundation recognized as the largest national charitable 
organization for the brain—one which serves as a clearinghouse for brain research across 
a broad spectrum based on the philosophy that brain diseases are interconnected, so 
that curing one means curing many. ABF’s credibility will be strengthened by its close 
affiliation with the American Academy of Neurology. 
 
Opportunity 
 
Science has beaten back many challenging diseases. Polio can be prevented. HIV/AIDS 
can be managed. Rates of childhood leukemia have declined dramatically. Diseased 
hearts, lungs, and livers can be transplanted. 
 
Mass public support for scientific research has been key to each of these advances.  
 
The American Academy of Neurology (AAN) and the American Brain Foundation (ABF) 
share a remarkable opportunity to mobilize and increase mass public support for research 
on neurologic disease.  
 
This opportunity is not accidental. It is the result of the new partnership between the AAN 
and the ABF that began in 2015 when the AAN Board decided to develop the ABF as the 
nation’s charity for the brain. The idea was to create an organization which would shift 
fundraising and marketing activities away from total reliance on neurologists and instead 
focus them towards the public. The ABF Board would be increasingly led by influential 
members of the public. It would also recruit a new ABF staff to achieve these objectives, 
rather than using internal AAN resources as had been done before. Recognizing that, as 
a start-up, the ABF would have no funds to hire and pay staff, the AAN agreed, as a first 
step, to fund the organization’s operating expenses on a declining basis over a five year 
period which is now coming to an end.  
 
These investments and activities have put the ABF on a path to growth which parallels 
the trajectories of organizations that have famously mobilized financial support for 
medical research from the general public, including the March of Dimes, the American 
Heart Association, and the American Cancer Society. A key indicator is the AAN’s +344 
percent return on its investment in the ABF in 2018, which was driven by the expansion 
of ABF grants for the AAN’s research program, made possible by growth in donations to 
the ABF from public individuals and institutions.   
 
During ABF’s early years, it became obvious that many funders were only interested in 
funding research, not an organization’s operating expenses. We have instituted a 
requirement that 10% of any donations received must be for unrestricted needs. But some 
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entities have refused to agree to this. ABF’s fundraising, marketing, program, and other 
operational expenses are projected to be an average of $2.8M per year for the next five 
years.1 For the ABF to cover these expenses, we would need to raise a minimum of $28M 
annually which is unrealistic for a start-up organization. As a result, despite the ABF 
raising more funds than were expected of it (exceeding its cumulative fundraising 
benchmark of $5.7M for 2015-2018 by $4.2M), it still finds itself in need of continuing 
support from the AAN to help fund its fundraising, marketing, program, and operating 
expenses. That is the purpose of this proposal.  
 
Partnership Proposal 
 
Through continuing our close relationship—with the AAN as research partner, and the 
ABF as philanthropic partner—we will move the project of building a philanthropic 
movement supporting research on brain disease to a higher level, both qualitatively and 
quantitatively. 
 
This business plan focuses on the next five years, in which there is opportunity, through 
fundraising and public awareness, to raise $39M, to include $26M for grants and awards 
for research, over 90 percent of which will be directed to the AAN’s research program, 
with the remainder going to other research institutions. In addition, we also plan to raise 
$14M over the period which will be used to support our operating expenses. 
 
But to raise these funds, we need additional financial support from the AAN to pay toward 
our staff and other operating expenses. As such, we propose revising our financial 
relationship between the AAN and the ABF, for the period 2020-2024, in this way: 

• AAN provides the ABF operating support averaging $1.2M per year (to add to the 
$1.5M per year we plan to raise ourselves toward these costs) 

• ABF provides the AAN reimbursement for management fees for shared services 
of an average of $360,000 per year  

• ABF provides the AAN an average of $3.8M per year in grants. 

Net outflow from the AAN to the ABF for the 5 years: $6M - $1.8M = $4.2M 

Net inflow from the ABF to the AAN for the 5 years: $19M 

ROI = $19M/$4.2M = 450%. Said another way, for every $1 AAN gives to the ABF, it gets 
$4.50 back. 

By the end of five years, the ABF will be fundraising at a higher level, which will result in 
more unrestricted funds being made available through the 10% fee, so that is why we are 
reducing AAN’s contributions to ABF operations over the five years.  

But besides providing a strong financial ROI, there are important non-financial returns on 
investment created by our partnership: 

 
1 These expenses include the management fee paid to AAN by ABF, forecast to average $360K annually over the 
next five years. 
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• Better treatments, prevention and cures for patients in the hands of neurologists 

 

• More public influencers and leaders actively advocating for research dollars from 

both government and the public 

 

• Career growth of clinicians and scientists (many of whom are AAN members) in 

the field of neuroscience due to funding from the ABF  

 

• Greater public awareness of the value of neurologists and the neurology 

profession 

 

• Growing public understanding of the need to contribute to research  

The partnership between the AAN and the ABF will be based upon an extension of the 
Principles of Joint Collaboration which have governed our relationship since 2016. To 
reap the most rewards from adhering to these Principles, both organizations must strive 
for strong communication and transparency, and for a creative, collaborative relationship 
at the Board and staff levels. 

Focus 

From 2020-2024, the ABF will focus on growing its base of public donors while, at the 
same time, increasing grants for research on neurologic diseases. Our fundraising goal 
is $39M. Fundraising will be based upon strategic analysis and segmentation of our 
database to target major donors with capacity to make 5-, 6-, and 7-figures gifts, as well 
annual fund donors at several levels below $2,500 per year giving.  
 
Fundraising tactics at the major giving level will include in-person, individual solicitations; 
development of our leadership giving program, the Rowland Circle; customized proposal-
writing for individuals and family foundations; and social events organized around the 
ABF’s program and mission. The ABF’s major giving work will be focusing in regions/cities 
with the greatest concentrations of high wealth individuals, including Houston, Bay Area, 
Los Angeles, greater NYC, and Chicago. 
 
Annual Fund tactics will include multi-channel fundraising appeals (including direct mail, 
social media, advertising and website appeals); outreach at AAN and other conferences; 
and the development of a sustaining donor program in which donors contribute a set 
amount to the ABF monthly. 
 
Through its grant writing program, the ABF will target corporations, foundations, and 
nonprofit brain disease organizations to fund both research grants and ABF operations. 
 
The ABF will continue to raise money through its signature event, Commitment to Cures, 
and other events in the regions where we focus major donor fundraising. 
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The marketing plan will support the fundraising goals, through tactics that attract 
strangers and evolve them into visitors, supporters, and then donors. Focus will be on 
improving social media engagement and followers to drive donations, and on building a 
structure to constantly monitor and change marketing tactics. Tactics will rely upon 
multiple channels: Web; paid and organic social media; public relations and earned 
media; in-kind print media; media buying; and video production. 
 
Data analytics show that the ABF has 13,942 constituents in our data base with high 
social influence (SI) scores who have the potential to reach 341,336 people. Special 
attention will be given to engage with these constituents in order to expand our reach. 
 
The grants focus of the ABF will include $18M in grants to the AAN’s research program 
to build the next generation of researchers through Clinical Research Training 
Scholarships and Clinician Scientist Development Awards, supporting an average of 14 
of these awards per year. 
 
The ABF will appropriately scale projects for our crowdfunding platform, helping 
researchers to pitch their programs to the public, and granting $334K to their projects. 
 
We will continue a special initiative, already underway, to establish a $5M award to find 
a biomarker for Lewy Body Dementia and provide the first three-years of funding to the 
AAN’s research program to administer the program. 

The ABF will also grant $900K to underwrite AAN scientific awards (from existing 
endowments administered by ABF); to fund the Potamkin and Essey awards; and for our 
own awards to public champions for research. 
 
Expected Results 
 
The overall goal of our fundraising plan is to raise $33M, not including the operational 
support from the AAN, by 2024, with $26M raised for research and $8M raised without 
restrictions to support core operations. The fundraising strategy includes Major Giving, 
Annual Fund, Special Events, and Grants from Institutions (foundations, corporations, 
and nonprofit partners). Annual fundraising forecasts: 

 2020  2021  2022  2023  2024 

 $4.7M  $7M2            $5M  $7.3M  $9.5M 

 

 

 

 

 
2 Significant fundraising bump in fundraising for 2021 includes $3.2M raised in special one time  LBD biomarker 
project fundraising campaign. 
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Expenses 

Our average annual staff budget will be $1.25M. 

Our average annual marketing, communication and similar expenses total $1.56M 

And the ABF foresees extending our Management Services Agreement with the AAN, 

paying a total of $360,000 per year to receive financial, operations, facilities, and 

information services. ABF will continue to contract with outside counsel for legal services. 

Average Total Expenses per year:  $2.8M 

Performance Measures 
 
We envision a joint ABF/AAN scorecard with which to measure the success of our 
partnership. Further collaboration will be needed to develop this joint scorecard; however, 
the ABF expects to be measured by metrics such as: 

• Fundraising 
o Expansion of number and value of gifts raised for research 
o Increase in the number of unrestricted grants and gifts raised 
o Increase in number of donors 

 

• Grantmaking 
o Expansion of value of grants made for research 
o Increase in the number of restricted and unrestricted grants 

 

• Marketing 
o Increase in awareness of the ABF and its mission 
o Increase in unique web visitors 
o Expansion of social media audience and engagement 
o Increased contributions from new donors 

 

• Operations 
o Improving Functional Expense Ratio 
o Increasing financial ROI for AAN 
o Improving Fundraising Efficiency Ratio 
o Decreasing cost of raising $1 
o Increasing revenue raised per FTE 

An ABF scorecard for these metrics is in the Appendix, Attachment A. 

The ABF will continue to provide detailed and consistent financial reporting, as it has since 
2015, through: 

• Quarterly and annual reports to the AAN 
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• Financial reports to both the President and the CEO of the AAN provided 
regularly to them due to their ex officio positions on the ABF Board of 
Directors 

 

• Participation on the AAN/ABF Joint Audit Committee and the joint audit 
which provides full transparency to AAN regarding: 

o Finances and operations 
o Functional expense ratios  
o Adherence to generally accepted nonprofit standards 

The ABF appreciates the AAN’s suggestions of metrics for measuring its role in our 
partnership, such as:  

• Measures of success of AAN research program 

• Increasing number of AAN members who contribute to the ABF and 
increasing value of their contribution 

• Increasing public awareness of brain disease 

• Measures of the management services it provides to the ABF 

• Measures of the quality of collaboration between AAN and ABF 

. 

  



10 
 

II. Challenge and Opportunity 

Challenge 

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.   

Government funding for brain disease, despite some recent growth, remains woefully 
small in comparison to funding for cancer and several other diseases. If the amount of 
funding for research on diseases such as Alzheimer’s, stroke, epilepsy, MS and ALS were 
combined and added all up, it’s still only about one-fifth of what’s spent each year on 
cancer research.3 Yet, as a nation we are spending $87 billion dollars a year in direct 
costs for cancer care compared to over a trillion dollars in direct costs caring for people 
with brain disease.4 

Opportunity 

Our vision is to have the American Brain Foundation recognized as the largest national 
charitable organization for the brain—one which serves as a clearinghouse for brain 
research across a broad spectrum based on the philosophy that brain diseases are 
interconnected, so that curing one means curing many. ABF’s credibility will be 
strengthened by its close affiliation with the American Academy of Neurology. 
 
The ABF must go through phases of development in order to reach the end goal. At the 
end of this five-year business plan for 2020-2024, the ABF will have tripled its grantmaking 
for brain disease research and be a better-known organization. The AAN’s contribution 
toward ABF operations will be a smaller percentage of its total revenue. The ABF will be 
ready to conduct a feasibility study for raising a permanent endowment that can pay more 
of its operating costs. 
 

ABF’s Distinguishing Features 

Two key features make the ABF distinct in the brain disease field: 

1. The ABF’s cause is the health of the whole brain and curing brain disease.  

Other nonprofits in the “brain space” are organized around single diseases or single 

subgroups of diseases. In contrast, the ABF funds across the entire spectrum of brain 

disease research, standing strongly on the side of the science which tells us that brain 

diseases and disorders are interconnected. 

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-and-a half years, whereas 

the AHA, founded in 1924, has pursued its cause for 95 years. 

  

 
3 Source: National Institutes of Health 
4 Source: American Academy of Neurology 
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2. The ABF’s research partnership with AAN 

The ABF’s close connection with the world’s largest organization of neurologists and 

neurology professionals means that it can source and fund research from the best and 

brightest researchers in the world. This is a strong attraction for donors, public leaders, 

and influencers who want the connection to a powerhouse organization of 36,000 

members of the neurology profession. 

Strategic Direction Endorsed by the AAN 

The ABF is following in the path of other national nonprofits 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 American Academy of Neurology Research and 
Education Foundation, which was succeeded by the American Academy of Neurology 
Foundation 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. Its Board voted to treat the 
American Brain Foundation (renamed as such in 2012) as a stand-alone entity, with 
independent management and a board made up of not only neurologists as its 
predecessors did but also public members. It also agreed to provide crucial operational 
funding to the ABF from 2015-2019 to help shift the foundation’s fundraising and 
marketing activities toward the public, and away from relying almost exclusively on 
donations from neurologists. 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. 
 
An outside consulting firm, the Alford Group, provided fundraising and other benchmarks 
agreed to by both the ABF and AAN Boards. Although there was a desire to see the ABF 
become increasingly self-sufficient, the Alford Group did not provide a roadmap to self-
sufficiency, nor did the benchmarks include measures of progress toward self-sufficiency. 
The fundraising benchmarks (see Appendix, Attachment A) did not distinguish between 
dollars raised for operations versus dollars raised for research. Importantly, as shown on  
the chart below, the ABF went on to consistently exceed the Alford Group fundraising 
benchmarks. 
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Proof of Concept 
 
AAN’s investment is producing the desired results. 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%  

 

• Increasing donations from non-neurologists from $75,000 in 2016 to more than 
$400,000 in 2018—a remarkable rate of increase by nonprofit industry standards 
of 2-3 percent per year. 

 

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

 

• ABF has become the AAN’s largest research funder, funding more than half of its 
research awards—with a cumulative $7 million donated since 2017. 
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• Funds flows between the ABF and AAN have changed dramatically to the 
advantage of the AAN as illustrated on the chart below. 
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Strengths, Weaknesses, Threats, and Opportunities (SWOT Analysis) 

This analysis takes an honest assessment of what the American Brain Foundation is great 
at doing, and the challenges we need to overcome. 
 

S 
 

Strengths W 
 

Weaknesses 

 
Unique Research Mission: Only national charitable 
organization whose cause is the health of the whole brain and 
curing brain disease. 
 
Partnership with AAN: Enables the ABF to source the best 
and the brightest for research grants. Attracts and gives 
confidence to donor and influencers. 
 
Governing Board: Increasingly populated by influential 
members of the public. Example, the ABF recently elected 
Cindy McCain to its board. 
 
National Partnerships: The ABF has collaborative funding 
partnerships with up to 17 national brain disease organizations 
and funders. 
 
Support for Next Generation of Researchers: By focusing 
on early career researcher, the ABF has provided more than 
50 percent of the AAN’s research program awards for the past 
two years. 

 
Lack of Awareness: Our brand and our cause are not yet 
well-known. The ABF has been on this path for only four 
years, whereas the American Heart Association has pursued 
its cause for 95 years, and the American Cancer Society for 
more than 100. Our brand and our cause are not yet well-
known. 
 
Donor Base: The ABF’s donor base is small but growing.  
 
Difficulty Attracting Unrestricted Funding: Because we 
are not yet well-known, donors are most comfortable 
giving funds restricted to research, as opposed to our 
general mission and operations. 
 
Fundraising Restrictions: By its agreement with AAN, ABF 
is largely restricted from raising research and operational 
money from endemic industry (pharma and devices). All of 
ABF’s competitors receive industry funding. 
 

O 
 

Opportunities T 
 

Threats 

 
Galvanize Public Support:  ABF has potential to 
become a household name by 2024. 

 
Increase Donations by:  

• Expanding ABF’s social media and digital marketing 
reach 

• Aggressive outreach to major donor prospects through 
Board ambassadors 

• Building sustaining donor program 

• Improving planned giving program 

• Properly scaled crowdfunding 

• Using data analytics 
 
Increase Funding for Research: Access to unrestricted 
dollars from AAN will enable ABF to increase its grants for 
research to a cumulative $18M between 2020 – 2024. 
 
Support High Reward Research: Bring donor research 
ideas directly to researchers to develop and fund needed 
research. (Example: ABF’s LBD biomarker project.) 
 
AAN/ABF Fundraising Collaboration: Increase dollars for 
research through joint, strategic approach to Industry funders. 

 
Difficulty Meeting Operational Revenue Goals: As an 
organization which is not yet well-known, donors are more 
comfortable contributing restricted gifts for research than they 
are toward operations. 
 
Donor Spending: Increased competition for donor dollars 
and attention. 

 
Competitors: There are multiple national and local charities 
organized around single diseases or brain disease subsets.  
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III. Business Plan 

Fundraising 

Fundraising targets will be determined through data analytics. Blackbaud Target Analytics 

will be used to analyze the ABF’s database to understand 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: 

 

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, as well as 

for entire segments of individuals. These plans will include tactics for implementing the 
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multiple stages of the fundraising cycle: Identification, Qualification, Cultivation, 

Solicitation, Disqualification, and Stewardship. 

1. Key Stakeholders 
 

a. Major Giving: Individual gifts of $2,500+ 
 

b. Annual Fund: Individual gifts of $1 - $2,499  
 

c. Special Events: Sponsorships, registrations, and giving at special events 
 

d. Institutions: Corporations, foundations, nonprofit partners 
 

2. Fundraising Goals 

 

 
3. Tactical Selection 

 
a. Tactical components within all individualized strategies 

Each donor or donor segment will be assigned Individualized strategies 
including the following tactical components: 

 
5 Total does not include the funding requested from AAN. 
6 Total does not include the funding requested from AAN. 
7 Not in fundraising goal. 

FUNDRAISING  GOAL  CORRESPONDING  ORGANIZATION  GOAL  

1. Raise $33M in total by 12/31/245 ABF will grant a cumulative $18M to AAN for research 
by the end of 2024. 

2. Raise $26M for research by 12/31/24 ABF will grant a cumulative $18M for research by 
2024. (The remainder will be used to fund other grants 
within the 5-year timeframe, as well as AAN grants in 
years beyond 2024.) 

3. Raise $8M without restrictions 
to support mission/operations6 
 

The ABF will increase the amount of operating funds it 
raises, causing the AAN’s future contribution to ABF 
operations to become a smaller percentage of its total 
revenue. 

4. The ABF will close $1.5M in  
planned gifts.7 

The ABF will increase the amount of operating funds it 
raises, causing the AAN’s future contribution to ABF 
operations to become a smaller percentage of its total 
revenue. 
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• Research: Identifying prospects and current donors with potential 
 

• Qualification: Determining the qualification of each prospect 
 

• 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 

 

• Solicitation: Asking each prospect for a donation with personalized 
materials  

 

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

 

b. Major and Planned Giving tactics 
 

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

 

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

 

• Proposal: Preparing customized proposals for individuals and family 
foundations. 

 

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

 
c. Annual Fund tactics 

 

• Annual Gifts: One or more gifts given annually in response to an 
appeal. Solicitation tactics include: 

 

• Multi-channel appeals (3 per year) including 
1. Direct mail solicitation 
2. Social media campaign 
3. Advertising utilizing in-kind space from AAN 
4. Website 

 

• Annual Fund social media boosts (12 per year) 
1. Target = Facebook users (donors, Brain & Life, look-alikes) 
2. Topics – monthly highlighted diseases, showcase crowdfunding 

for fundraising 
 

• ABF booth at AAN Annual Meeting (1 per year) 
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• ABF booth at AAN Fall Conference (1 per year) 
 

• Unsolicited gifts by mail and website 
 

• Sustaining Donor Program 

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

d. 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: 

• Commitment to Cures (annual) 

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

• Donor Events (3-4 per year) 

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

e. Institutions 

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

• Brain Disease Nonprofits 

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

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

• Corporations 
The ABF will raise sponsorships and grants from non-endemic 
corporations, and, to the extent possible under our agreement with 
the AAN, from endemic corporations. 
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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 awareness 

of cancer as an overarching term encompassing many interconnected diseases.8 

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.9  

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 

 
8 See, for example, Emperor of All Maladies, Siddhartha, Mukhergee, on cancer and Polio: An American Story, 
David Oshinsky, on polio. 
9 AAN Insights survey, January, 2019. 

2020 2021 2022 2023 2024

RESTRICTED 

Research Grant Contracts 1,624,666          1,624,666          2,600,000       4,100,000       6,100,000       

LBD Fund 1,500,000          3,250,000          

Foundations & Corporations 150,000             250,000          350,000          450,000          

Major Donor Fundraising 559,500             565,500             573,000          585,500          604,000          

Crowdfunding 50,500               61,050               67,155            73,871            81,258            

Annual Fund 80,000               84,000               88,200            92,610            97,241            

Total Restricted 3,814,666          5,735,216          3,578,355       5,201,981       7,332,499       

GENERAL SUPPORT

AAN 1,500,000          1,250,000          1,250,000       1,000,000       1,000,000       

Annual Fund 251,700             259,251             275,625          289,406          303,877          

Major Donor Fundraising 520,000           777,500          935,000        1,614,000     1,664,000     

Core Support (10% Policy) 31,975             32,475            33,060          33,906          35,062          

Foundations & Corporations 46,325             140,774          147,813        155,203        162,964        

Total General Support 2,350,000          2,460,000          2,641,498       3,092,515       3,165,903       

Total Funds Raised by Year 6,164,666          8,195,216          6,219,853       8,294,496       10,498,402     

Development Plan 2020-2024
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social networks of our supporters are factored in. ABF’s database contains 13,942 

constituents with high social influence (SI) scores, with 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.  

 
1. Marketing Goals 

 

 

3. Tactical Selection 

The funnel below illustrates the four phases most stakeholders move through when 
deciding to take a desired action like donating or crowdfunding, as well as the tactics 
we’ve selected to focus on during each phase. 
 

MARKETING  GOAL  CORRESPONDING  ORGANIZATION  GOAL  

1. Build fundraising success of the 
American Brain Foundation 

Raise $33M from 2020-2024 (AAN support not 
included) 

2. Increase brand awareness making the 
American Brain Foundation a household 
name by 2024 

 

Need to increase spending across all marketing 
channels to effectively increase brand awareness 

A 40% growth in public awareness of brain disease and 
the value of neurology by 2024 

3. Improve social media engagement and 
followers to drive donations 

 
Paid social media is extremely important, 
however, building our follower base through 
organic tactics is necessary, as well. We will 
educate followers on brain disease topics as 
well engage/solicit current and potential 
supporters. 

Galvanize a national philanthropic movement in 
support to defeat brain disease through research 

4. Expand marketing staff and use of 
consultants. so that goals can be achieved 
with appropriate people resources 

The ABF raises enough funding to triple grantmaking 
to $18M over five years 

5. Build a structure and system to constantly 
monitor and change marketing tactics 

 
Our internal team, along with external 
consultants, will take an agile approach to this 
plan, one that will require constant evaluation 
and refinement 

The ABF raises enough funding to triple grantmaking 
to $18M over five years 
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Grants Focus: Research 

The central plank of the ABF’s strategic plan is our research mission, which is bringing 
researchers and donors together to find cures for brain diseases and disorders. The ABF 
will pursue four priorities from 2020-2024. (1) Building the Next Generation of 
Researchers, (2) Crowdfunding, (3) Customized Research, and (4) Awards. 

1. Building the Next Generation of Researchers: Total Grantmaking = $13M 
 

The ABF will raise support from organizations, foundations, corporations, and individuals 
in support of Clinical Research Training Scholarships/Clinician Scientist Development 
Awards providing grants to the AAN which will coordinate the selection of research 
projects and administer the awards. The ABF forecasts sustaining an average of 15 
awards per year. Funding partners will include: 

 The ALS Association 
Alzheimer’s Association 
American Epilepsy Society 
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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 for Cures: Total Grantmaking = $334K 
 

Through the Foundation’s online crowdfunding platform, researchers will be able to pitch 
their vetted, fundable research projects to the public for funding. After 18 months of 
experimentation with crowdfunding, the ABF is clear that crowdfunded research requests 
must be scaled down to the $5,000 – $20,000 to be successful. We are also clear that 
crowdfunding is considered a large segment of future fundraising by the fundraising 
industry. 
 
Our relationship with the AAN will remain essential. The projects on our platform receive 
approval by AAN scientific reviewers.  
 
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 High Reward Research: Total Grantmaking = $5M 

The ABF will collaborate with major donors to fund research important to them because 
of their experience with and passion about specific diseases. If donors advance a concept 
that is valid and important to pursue, the ABF seeks experts to design a project or award 
opportunity for the donor to support.  
 
The ABF is currently raising funds for a five-year $5M research award to find a biomarker 
for Lewy Body Dementia. We forecast that funds will be raised by the middle of 2021 and 
that $1M in grants per year can be awarded beginning in 2022. Based on discussions 
with the AAN, we assume that it will handle the selection process and administration of 
this award, so the ABF will be granting $3M to the AAN between 2022-2024. 
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4. Awards: Total Grantmaking = $900K 

The ABF will: 

a. Make awards to non-neurologist champions for research (e.g., Public 
Leadership in Neurology Award received in 2019 by Ann Romney) 
 

b. Provide financial and administrative services for AAN Scientific Awards funded 
through endowments housed at the foundation 
 

c. Develop new endowed awards dependent upon AAN approval 
 

d. Develop its own annual breakthrough scientific breakthrough award 
 

e. Steward the donors and solicit annual gifts for the AAN’s largest and most 
prestigious scientific awards 

 

5. Role of AAN 

This plan assumes that the AAN, as the ABF’s research partner, will continue to select 
candidates for research awards and administer those awards through its Research 
Program Subcommittee and staff. The ABF research budget includes an AAN program 
fee of $5,000 per grant administered by the AAN. 
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IV. 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.  

Competitive Challenge: Audience 

One challenge presented by these organizations is that 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 

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.10  

The ABF’s Commitment to Cures signature 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 grown the audience of non-neurologists and 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. 

 
10 Siddhartha Mukhrjee, Emperor of All Maladies, chapter 5 [fact check]. 
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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. 

Competitive Challenge: Corporate Fundraising 

Virtually all our competitors raise significant core support from pharma and device 

companies with whom they have overlapping interests. Indeed, the ABF received 

significant core support from industries endemic to the field of neurology prior to the 

decision by the ABF and AAN boards that the foundation should move forward as a 

separate entity in its current direction. At that point, the AAN and ABF signed Principles 

of Joint Collaboration of 2016 which state: 

ABF will not seek funding from existing or potential AANI Industry Roundtable (“IRT”) members. 

After prior consultation with AANI before making contact, ABF may seek funding through IRT 

member organizations’ charitable giving departments or from their charitable giving affiliates.  

 

The ABF understands and respects the AAN’s need to protect this important source of 
revenue for its nonprofit, the AANI. We also believe that creative, ongoing collaboration 
between the two organizations’ fundraising teams can unlock more funds for research 
without undermining AAN revenue from industry.  
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V. Key Success Factors 

Key factors for ABF success over the next five years emerge from the SWOT analysis 
above: 
 

• Building a growing donor base of public members 
 

• Having sufficient funds for fundraising and marketing to grow the donor base 
 

• A thriving partnership with the AAN, including transparency and collaboration at 
the Board and staff levels 
 

• Access to unrestricted dollars to support operations, in order to enable more 
aggressive fundraising for research 

 

• Identifying a way to be able to tap private industry while remaining in compliance 
with the AAN/ABF Principles of Joint Collaboration and without impacting the 
support AAN already receives from such organizations 
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VI. Key Performance Factors 

Performance Objectives 

• Raise $39M, including $6M from AAN 
 

• Raise $26M for research 
 

• Raise $14M in unrestricted revenue, including $6M from AAN  
 

• Expand number of donors from 2,700 to 3,275 donors 
 

• Increase public awareness of brain disease from 29%11 to 40% 
 

• Improve functional expense ratio to industry standard (75%+ programming) 
 

• Grants/Awards flowing from ABF to AAN:  $19M 
 

• Return on Grant Awards: 984% by 2024 
 

• Return on Fundraising: 1697% by 2024 
 

  

 
11 Baseline from January 2019 AAN Insights Group survey. 
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Performance Metrics 

 

 

 

 

Figure 1 AAN's return on investment with respect to the money it receives from ABF for its research 
program 

 

2020 2021 2022 2023 2024

Programming 72.3% 72.7% 77.3% 81.1% 84.7%

Fundraising 12.3% 12.1% 10.0% 8.3% 6.7%

Management 15.4% 15.1% 12.7% 10.6% 8.6%

Fundraising Efficiency Ratio 12.5% 12.0% 10.0% 8.1% 6.6%

Cost to raise $1.00 0.12$                0.12$                0.10$                0.08$                0.07$                

Revenue Raised per FTE( Thousands) 685$                 911$                 622$                 829$                 1,050$              
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Figure 2 AAN's return on investment with respect to the entire $39M ABF is going to raise 

 

Milestones 

 

 

  

531%

910%

698%

1317%

1697%
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2020 2021 2022 2023 2024

AAN RETURN ON TOTAL ABF FUNDRAISING

MILESTONE DATE 

Total funding for LBD biomarker project 

 

 

12/31/21 

75%+ of ABF functional expense for programming  12/31/22, 12/31/23, 12/31/24 

40% of total fundraising goal raised 
80% 
100%  

12/31/21 
12/31/23 
12/31/24 

40% of five-year research fundraising goal raised 

80% 

100% 

12/31/21 
12/31/23 
12/31/24 

30% of five-year unrestricted revenue goal raised 

75% 

100% 

12/31/21 
12/31/23 
12/31/24 
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VII. Financial Forecast 

 

 

 

  

 2019 

Forecast 2020 2021 2022 2023 2024

REVENUE

Total Grants & Gifts Raised 6,155,707      6,164,666      8,195,216      6,219,853      8,294,496      10,498,402    

Less: Raised for Future Period (877,009)        (1,614,366)     (3,302,633)     (11,931)          (424,992)        (575,100)        

Grants & Gifts 5,278,698$    4,550,300$    4,892,583$    6,207,922$    7,869,504$    9,923,301$    

Interest Income 37,000           50,000           51,500           53,045           54,636           56,275           

Total Support and Revenue 5,315,698      4,600,300      4,944,083      6,260,967      7,924,141      9,979,577      

EXPENSES

Management 676,851         714,939         738,077         793,629         819,709         846,799         

Research 3,342,934      2,795,506      2,910,684      4,147,334      5,522,980      7,557,438      

Public Awareness 511,633         571,613         639,068         688,766         758,817         779,696         

Philanthropy 581,585         574,430         592,215         623,346         642,955         663,243         

Total Expenses 5,113,003      4,656,489      4,880,044      6,253,075      7,744,461      9,847,176      

Net Increase(Decrease) 202,695         (56,189)          64,039           7,891             179,680         132,401         

Board Designated Funds 56,189           

Net Operating Increase 202,695$       -$              64,039$         7,891$           179,680$       132,401$       

American Brain Foundation

Multi-year Forecast 2019-2024
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VIII. Appendix 

 
 

 

 

 



A. 2020-2024 Scorecard 

 

  

2020 2021 2022 2023 2024

$3.8M 5.7M 3.6M 5.2M 7.3M

850K 1.2M 1.4M 2.1M 2.2M

1.5M 1.25M 1.25M 1M 1M

150 158 165 174 182

$8M $9M $10M $11M $12M

3. Donors

2700 2839 2978 3127 3275

350 368 386 405 425

9 9 10 10 10

6. Functional Ratios

a. Programming 72% 73% 77% 81% 84%

b. Fundraising 13% 12% 10% 8% 7%

c. Management 15% 15% 13% 11% 9%

$0.12 $0.12 $0.10 $0.08 $0.07

$685K $911K $622K $829K $1,025K

** ** *** **** ****

Gold Gold Gold Platinum Platinum

Strategic Goal #1 FUNDRAISING

Outcomes

1.  Total funds raised 

a. Restricted

c. AAN Support 

2. Major Donor Pipeline Value

a. Number of Solicitiations 

a. Total Number of Donors

b. Total Donors from Website 

9. Guidestar Rating 

b. Unrestricted 

b. Total Gift Ask

5. Staffing - Total FTE's

7. Fundraising Efficiency Ratio

b. Revenue Raised Per FTE

8. Charity Navigator Rating 

a. Cost to Raise a $1
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2020 2021 2022 2023 2024

1.8M 2M 3.2M 4.5M 6.5M

b. Other Grants Total 203K 214K 220K 227K 235K

8 8 11 13 15 

2 2 3 4 5 

1 2

2 4 6 8 10

166% 224% 344% 679% 984%5. Total AAN ROI on ABF Research Grants

a. AAN Total 

b. Other Awards Total 

4. Total # of Crowdfunding Awards 

2. Total # of Awards

3. Total Number of CDA's 

Strategic Goal #2 RESEARCH GRANTS

Outcomes

1. Total Grant Funds Awarded

a. AAN Total 
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2020 2021 2022 2023 2024

29% 32% 34% 37% 40%

23% 27% 32% 37% 41%

45184 48584 51984 55384 58498

14726 17512 20582 27722 30962

2. Stakeholder awareness of the American Brain Foundation

3. Unique Web Visitors

4. Social Media Followers

Strategic Goal #3 PUBLIC AWARENESS

Outcomes

1. Stakeholder awareness of what Brain Disease is
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2020 2021 2022 2023 2024

78% 80% 82% 85% 88%

1881 1918 1956 1996 2036

56% 57% 58% 59% 60%

531% 910% 698% 1317% 1697%4. AAN ROI on Total ABF Fundraising

3.  Percentage of AAN staff donating to the ABF

Strategic Goal #4 AAN/ABF PARTNERSHIP

Outcomes

1. Number of AAN members who are aware of the ABF

2. Number of AAN members donating to the ABF
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B. Alford Group Benchmarks 
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C. Board of Directors 
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1. 2020 Board Roster 

 

 

CHAIR:  

David W. Dodick, MD, FACP, FRCP (C), FAAN 

Mayo Clinic Arizona 

VICE CHAIR: 

Susan Schneider Williams, BFA    

Fine Artist 

TREASURER: 

James Essey 

TemPositions Group 

SECRETARY: 

Shafali Jeste, MD, FAAN 

UCLA Semel Institute  

IMMEDIATE PAST CHAIR: 

Kevin Goodno    

Fredrikson & Byron, P.A.  

HONORARY CHAIRMAN: 

Water F. Mondale 

EX OFFICIO DIRECTORS:  

James C. Stevens, MD, FAAN 

Allied Physicians, Inc.  

EX OFFICIO, NON-VOTING DIRECTORS: 

Jane Ransom 

American Brain Foundation 

 

Catherine M. Rydell, CAE 

Chief Executive Officer, American Academy of 

Neurology 

HONORARY DIRECTORS: 

Rich Clifford 

Richard Essey 

Leeza Gibbons 

Billy McLaughlin 

 

 

 

 

 

DIRECTORS: 

David Eagleman, PhD 

Neuroscientist & Entrepreneur 

 

James Erwin 

Chicago Title Company 

 

Jacqueline French, MD 

New York University and Epilepsy Foundation 

 

Dan Gasby 

Author, Alzheimer’s & Brain Health Advocate 

 

Robert C. Griggs, MD, FAAN 

University of Rochester Dept. of Neurology 

 

James C. Grotta, MD, FAAN  

Memorial Hermann –Texas Medical Center 

 

Frances Jensen, FACP 

University of Pennsylvania, Dept. of Neurology 

 

Sharon L. Klein 

Wilmington Trust, N.A. 

 

Cindy McCain 

Businesswoman and Philanthropist 

 

Suzanne Miller 

Empire State Properties 

 

Ronald C. Petersen, PhD, MD, FAAN 

Mayo Clinic, Department of Neurology 

 

Sean Sansiveri 

NFL Players Association 

 

Martin Shenkman, CPA, MBA, PFS, AEP, JD 

Shenkman Law 

 

Joseph I. Sirven, MD, FAAN 

Mayo Clinic 

 

Ben Utecht 

Former NFL World Champion,  

National Concussion Advocate 

 

BOARD OF DIRECTORS – 2020 
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2. 2020 Board Bios 

 

CHAIR:  

David W. Dodick, MD, FACP, FRCP (C), FAAN 

Mayo Clinic Arizona 

 

David W. Dodick, MD, FACP, FRCP (C), FAAN, is Professor of 

Neurology at the Mayo Clinic College of Medicine in Scottsdale, Arizona. 

He is the Director of the Headache Program and the Sport Neurology 

and Concussion Program at Mayo Clinic in Arizona. He is an Adjunct 

Professor in the Department of Neurosciences, Norwegian University of 

Science and Technology. Dodick is board certified by the Royal College 

of Physicians and Surgeons of Canada and the American Board of 

Psychiatry and Neurology (ABPN). He also holds United Council for 

Neurologic Subspecialties certification in headache medicine and ABPN 

certification in vascular neurology. Dodick has authored more than 380 

peer-reviewed publications and authored/edited 10 books. He is the 

Chair of the American Migraine Foundation, American Academy of 

Neurology (AAN) Annual Program Concussion Committee, Co-Director of the American Registry of 

Migraine Research, Chair International Registry for Migraine Research, Chair International Headache 

Society Global Patient Advocacy Coalition, Co-Director of the Annual AAN Sports Concussion Conference, 

President-Elect of the International Concussion Society, Immediate Past-President of the International 

Headache Society, former Editor-in-Chief of Cephalalgia, and Past-President of the American Headache 

Society. 

 

VICE CHAIR: 

Susan Schneider Williams, BFA    

Susan Schneider Fine Art 

 

Susan Schneider Williams is a fine artist, author, and 

advocate. As a professional artist she has participated 

in numerous shows, group and solo, and her paintings 

are in private collections throughout the United States 

and Canada. She studied design at the University of 

California, Los Angeles (UCLA) and went on to receive 

her Bachelor of Fine Arts degree in Graphic Design 

from California College of the Arts. Her fine art 

business, Susan Schneider Fine Art, developed out of 

a 25-year graphic design career in which she founded 

and ran Critical Eye Design specializing in logo and 

brand development. In 2014, when her husband Robin 

Williams died of Lewy body dementia, she set out to raise awareness about this devastating yet little known 

brain disease. She has appeared on Good Morning America, The View, and CBS This Morning. Ms. 

Schneider Williams moderated the 2016 Forbes Healthcare Summit panel “Healing the Brain” and remains 

committed to raising awareness for brain disease. In 2016, the American Brain Foundation honored her 

with its Commitment to Cures Award. She authored an editorial titled “The terrorist inside my husband’s 

brain” for Neurology, the journal of the American Academy of Neurology, and has presented to many 

institutions, both private research corporations and academic, including UCLA, Johns Hopkins University, 

and the University of California, San Francisco. She has lobbied in Washington DC with the American 
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Academy of Neurology, the Michael J. Fox Foundation, and others for better diagnostics, increased funding 

and support of our researchers, doctors and clinicians.  

 

Treasurer: 

James Essey 

TemPositions Group 

 

James A. Essey is president and CEO of The TemPositions 

Group of Companies, one of the nation’s largest regional staffing 

firms. His mother had ALS, and his family established and funds 

the Sheila Essey Award for ALS Research in her honor. 

A leader in his industry, Essey rose to become Chairman of the 
American Staffing Association. He currently serves as Chair of 
its Legal/Legislative committee and negotiated special provisions 
in the ACA for the industry. His community involvement has 
included service on the boards of the Eastern Region DARE 
program, the NYC Metro Chapter of the Young Presidents’ 
Organization, and the Hunter College Elementary and High 

School PTAs, where he served each as president for three years. 

Essey was presented with the Corporate Leadership Award by NY Youth at Risk for “creating opportunities 
that contribute to the growth and development of young people.” He also has a BA from Trinity College, a 
General Course degree from the London School of Economics, and an MBA from Harvard University. 

 

Secretary: 

Shafali Jeste, MD, FAAN 

UCLA Semel Institute  

 

Shafali Jeste, MD, FAAN, is a behavioral child neurologist specializing in autism 

and related neurodevelopmental disorders. She is Associate Professor in 

Psychiatry, Neurology and Pediatrics at the UCLA David Geffen School of 

Medicine, and a lead investigator within the UCLA Center for Autism Research and 

Treatment (CART). 

After earning a BA in philosophy from Yale University in 1997, and her MD from 
Harvard Medical School, Jeste completed a residency in child neurology and a 
fellowship in behavioral child neurology at Children’s Hospital, Boston. 

She has served on the board of the Child Neurology Foundation and received its 
Researcher‐in‐Training Award. She was also a recipient of the American Academy 

of Neurology’s Clinical Researcher‐in‐Training Award, and currently serves on the Academy’s Science 
Committee. She recently was elected to the Board of the International Society for Autism Research 
(INSAR).” 
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Immediate Past Chair: 

Kevin Goodno    

Fredrikson & Byron, P.A.  

 

Kevin Goodno is currently the Chair of the Government Relations 

Practice at Fredrikson & Byron P.A. His areas of expertise include health 

care, social services, and tax policies. Previously, he served as 

commissioner of the Minnesota Department of Human Services, the 

agency responsible for Minnesota’s public health care programs. Goodno 

has also served on many high-level committees, including as a member 

of the Governor’s Health Cabinet, as co-chair of the Minnesota Mental 

Health Action Group, as co-chair of the Advisory Council to End Long-

Term Homelessness and as a member of the Governor’s Drive to 

Excellence Sub-Cabinet. 

Before joining the Department of Human Services, he served in the 
Minnesota House of Representatives for twelve years being recognized for his leadership on health care, 
human services and tax policy issues. Goodno continues to be called on by state decision makers for his 
advice and perspectives about state government, fiscal policy and health care policy through informal 
discussions, formal presentations and committee involvement. Goodno’s private sector experience includes 
practicing business and employment law with a Moorhead, MN law firm and owning and operating a retail 
business. 

Goodno also serves on the Board of the Bush Foundation in St. Paul, MN, and as a committee member of 
the Southern Minnesota Regional Legal Services Campaign for Legal Aid. He also has a strong interest in 
non-profit governance with his past leadership roles with the Epilepsy Foundation of Minnesota and the 
Citizen’s League. 

 

HONORARY CHAIRMAN: 

Water F. Mondale 

EX OFFICIO DIRECTORS:  

James C. Stevens, MD, FAAN 

Allied Physicians, Inc.  

 

James C. Stevens MD, FAAN, has been a private 

practicing neurologist and specialist in sleep disorders 

medicine at the Fort Wayne Neurological Center for the 

past 31 years. He received his medical degree from the 

Indiana University School of Medicine (IUSM), where 

he graduated at the top of his class, receiving AOA 

honors his junior year. He completed his neurology 

resident training at Indiana University, where he was a 

multi-year recipient of the Alexander Ross Award for 

outstanding neurologic research. He currently serves 

as a professor of neurology for the IUSM. 

Stevens has been a participant, co-author, and/or 
principal investigator in over 80 clinical trials dealing with a wide variety of neurologic diseases. He has also 
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been involved with the development, authorship and/or reviewer for over 100 clinical practice guidelines 
submitted by the AAN. He has held many leadership positions within the Academy, serving as the chair of 
the Practice Committee, chair of the AAN Board Planning Committee, member of the Quality Standards 
Subcommittee, and the Therapeutics and Technology Subcommittee, as well as serving on numerous work 
groups and task forces, including the Health Reform Task Force, the Solo and Small Group Task Force, 
and is currently serving as president-elect of the AAN. Stevens is a graduate of the Palatucci Advocacy 
Leadership Forum, has been a special advisor to the NINDS clinical research consortium, and is a past-
president of the Indiana Neurological Society. He also served on the executive committee for the Lutheran 
Hospital of Indiana and serves as chair of the board of directors for Physicians Health Plan of Indiana. 

He has been recognized annually as one the “Best Doctors in America,” and has been a recipient of the 
“Patients Choice Award” since 2008 as one of the outstanding physicians in the United States, and has 
received multi-year recognition as the “Top Doc” in neurology by the Fort Wayne Journal Gazette. 
 

EX OFFICIO, NON-VOTING DIRECTORS: 

Jane Ransom 

American Brain Foundation 

 

Catherine M. Rydell, CAE 

Chief Executive Officer, American Academy of Neurology 

HONORARY DIRECTORS: 

Rich Clifford 

Richard Essey 

Leeza Gibbons 

Billy McLaughlin 

 

DIRECTORS: 

David Eagleman, PhD 

Neuroscientist & Entrepreneur 

 

David Eagleman, PhD, is a neuroscientist, writer, and 

entrepreneur. He is an adjunct professor at Stanford 

University, as well as the creator and presenter of the 

Emmy-nominated PBS television series, The Brain. He 

has written several internationally bestselling books; 

his latest is The Runaway Species, which explores the 

neuroscience behind human creativity. 

Eagleman is also invested in the intersection of 
neuroscience and the law, and in this capacity, he 
directs the Center for Science and Law. He is a 
Guggenheim Fellow, a council member in the World 

Economic Forum, and a Goldman Sachs Innovator of the Year. 
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James Erwin 

Chicago Title Company 

Jimmy Erwin is the Executive Vice President of Chicago Title Commercial in 

Houston, Texas, where he directs the company’s marketing activities and 

combines his 31 years of experience in the title insurance industry with a 

background in business and finance. He is also the President and Co-founder 

of the Will Erwin Headache Research Foundation (WEHRF), which he 

established in 2014 with his wife, Pam.  

The Erwins’ named the Foundation in honor of their son, Will, who began 

suffering from migraines in 2008. With no effective treatment available, Will’s 

condition worsened, progressing into debilitating cluster headaches. After years 

of trying to find relief for his excruciating pain, he realized that resources were 

limited for people like himself and there was no cure. Because of the excruciating pain and with no hope in 

sight, Will took his own life in 2010 at the age of 24. 

Through the WEHRF, the Erwin family continues the journey started by their courageous son. The 

Foundation’s mission is to find a cure for debilitating headaches and bring relief to all those who are afflicted 

with debilitating headaches such as migraine and cluster headaches. 

The WEHRF has partnered with Memorial Hermann Health System and the McGovern Medical School at 

UTHealth as well as with other researchers and physicians committed to finding a cure. The Foundation 

provides funding for The Will Erwin Headache Research Center as a place where people can seek 

treatment and experts can come together to research various headaches such as migraine and cluster 

headaches.  

 

Jacqueline French, MD 

New York University and Epilepsy Foundation 

 

Dr. Jacqueline French is a professor of Neurology in the 
Comprehensive Epilepsy Center at NYU Langone School of 
Medicine and Founder/Director of the Epilepsy Study 
Consortium, an academic group that has performed a number 
of early phase clinical trials in epilepsy, and has developed new 
methodologies for epilepsy trials. Dr. French trained in 
Neurology at Mount Sinai Hospital in New York, and did her 
fellowship training in EEG and epilepsy at Mount Sinai hospital 
and Yale University.  

Dr French has focused her research efforts on development of 
new therapeutics for epilepsy, and new methodologies for 

clinical trials. Over the past 20 years she has served as the Principle investigator on a number of trials for 
new epilepsy drugs. She is responsible for creation of a number of new trial designs that have been 
accepted by regulatory authorities for new drug approval.  Dr. French has been active in creating guidelines 
for the American Academy of Neurology and the International League Against Epilepsy. She chaired an 
AAN/AES committee that produced two widely quoted guidelines on the use of new antiepileptic drugs. She 
has served as chair of the International League Against Epilepsy North American Regional Commission, 
and Commission on Therapeutic strategies. Dr. French serves as the Chief Medical/Innovation Officer of 
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the Epilepsy Foundation. She is the past president of the American Epilepsy Society. She is the past 
Secretary of the American Society of Experimental Neurotherapeutics. She is the recipient of the American 
Epilepsy Society Lennox Award (2017) and Service Award (2005), the Epilepsy Foundation Hero award 
(2013), and is an ILAE Ambassador for Epilepsy. She has authored over 300 articles and chapters, is the 
editor of three books, and lectures internationally on clinical trials and use of antiepileptic drugs.  

 

Dan Gasby 

Author, Alzheimer’s & Brain Health Advocate 

 

Dan Gasby is the co-founder of the B. Smith brand along with his wife and business 
partner, the American chef, supermodel, and lifestyle maven B. Smith. Together, they 
produced B. Smith-branded television shows, magazines, books, restaurants, and a 
line of home goods for Bed Bath & Beyond. Prior to that, Gasby had a highly 
successful television sales and production career for shows such as The Oprah 
Winfrey Show, Jeopardy, Wheel of Fortune, and the Essence Awards on CBS. 

Following Smith’s 2013 early onset Alzheimer’s diagnosis, the couple 
authored Before I Forget (Harmony Books/Crown Publishing). Since then, Gasby has 
become Smith’s chief caregiver and a leading voice for Alzheimer’s awareness and 
caregiving. 

In addition to joining the American Brain Foundation Board of Directors to help the Foundation make curing 
brain disease a high profile, public cause, Gasby has been honored for his work with many awards and 
speaking appearances including as keynote and recipient of the 2017 Public Leadership in Neurology 
Award; speaker at the 2017 Congressional Briefing for World Mental Health Day; and noted guest of honor 
at Congressman Elijah E. Cummings’ 2017 unveiling of Alzheimer’s semi postal fundraising stamp which 
Gasby was influential in making happen. 

 

Robert C. Griggs, MD, FAAN 

University of Rochester Dept. of Neurology 

 

Robert C. Griggs, MD, FAAN is Professor of Neurology, Medicine, Pathology and 

Laboratory Medicine, Pediatrics and the Center for Health and Technology at the 

University of Rochester School of Medicine and Dentistry. He was Chair of the 

Department of Neurology and Neurologist-in-Chief at Strong Memorial Hospital 

(1986-2008). 

He received his BA from the University of Delaware and his M.D. from the University 
of Pennsylvania. He received training in Internal Medicine at Case Western 
Reserve University and the University of Rochester. He trained in Neurology at the 
National Institute of Neurological Disorders and Stroke and the University of 
Rochester. 

Griggs is an internist/neurologist specializing in neuromuscular diseases with a focus on experimental 
therapeutics. He has directed an NIH-funded training program in the Experimental Therapeutics of 
Neurological Disease since 1989 (refunded through 2020). He has published over 400 scientific papers and 
26 texts. He is an Editor of Cecil Textbook of Medicine and of Cecil Essentials of Medicine. He was elected 
to the National Academy of Medicine in 1998. He was Editor-in-Chief of Neurology 1996-2006 and 
President (2009-2011) of the American Academy of Neurology. In 1998, Griggs established the Muscle 
Study Group, an international consortium of investigators focused on developing new treatments for 
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neuromuscular disease. Griggs is the principal investigator of an international, NIH-funded clinical trial to 
define the optimum corticosteroid regimen for Duchenne muscular dystrophy. Griggs chairs the Research 
Advisory Committee of the American Brain Foundation. 

 

James C. Grotta, MD, FAAN  

Memorial Hermann –Texas Medical Center 

 

James C. Grotta, MD, FAAN, is the director of Stroke Research at the 

Clinical Institute for Research and Innovation, Memorial Hermann – 

Texas Medical Center and the director of the Mobile Stroke Unit 

Consortium. He has extensive experience as a clinician, clinical 

investigator, mentor, fund raiser, administrator, and program builder. 

Grotta received his education at Dartmouth College and his medical 
training at the Universities of Virginia and Colorado, and at 
Massachusetts General Hospital.  He spent two years in the U.S. Public 
Health Service (Indian Health Service). His academic career focused on 
developing and testing new acute stroke treatments. With experience as 
a primary care physician and neurologist, Grotta joined the University of 

Texas Health Science Center at Houston (UT) medical school faculty in 1979. 

At UT and its hospital affiliate, Memorial Hermann Hospital, Grotta launched the nation’s first Mobile Stroke 
Unit in 2014, which won funding from the American Heart Association and Patient Centered Outcomes 
Research Institute (PCORI) to conduct the only randomized trial to evaluate the cost effectiveness of this 
novel approach to stroke treatment. He orchestrated strong collaborated amongst the UT Stroke Team, the 
Houston Fire Department – Emergency Medical Services, and other regional stroke centers to increase the 
delivery of appropriate therapy to acute stroke patients in Houston.  He has extended these efforts to rural 
areas through regional educational programs and, more recently, telemedicine. 

Grotta was a recipient of the Feinberg Award for Excellence in Clinical Stroke (1999), Physician of the Year 
(2006), and the Eugene Braunwald Academic Mentorship Award (2010), all from the national chapter of the 
American Heart Association (AHA), and awards for teaching excellence at UT Medical School. 

Grotta has published over 370 manuscripts in leading peer reviewed journals and is the chief editor of the 
most authoritative textbook in the field of stroke. He directs Grotta Stroke Ventures, and Grotta Stroke 
Research Foundation, a 501(c)3 to fund research and education in acute stroke. 
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Frances Jensen, FACP 

University of Pennsylvania, Dept. of Neurology 

 

Dr. Jensen is Professor of Neurology and Chairman of Neurology at the Perelman 
School of Medicine, University of Pennsylvania, and Co-Director of Penn 
Translational Neuroscience Center. She was formerly Professor of Neurology, 
Harvard Medical School, Director of Translational Neuroscience and senior 
neurologist at Boston Children’s Hospital and Brigham and Women’s Hospital. She 
is a graduate of Cornell Medical College and obtained her neurology residency 
training at the Harvard Longwood Neurology Residency Program.  Her research 
focuses on mechanisms of epilepsy and stroke, and the mechanistic interaction of 
epilepsy with other disorders such as autism and dementia, with specific emphasis 
on elucidating new therapies for clinical trials development. Dr. Jensen received 
the 2007 Director’s Pioneer Award from the NIH to explore the interaction between 
epileptogenesis and cognitive dysfunction, and was elected as a member of the 

National Academy of Medicine in 2015. Dr. Jensen was President of the American Epilepsy Society in 2012 
and has served on a number of other leadership boards including the Council for the Society for 
Neuroscience and the Council at NICHD. She currently serves on the Board of the American Neurological 
Association, the scientific advisory panel at NIH for the BRAIN Initiative, and on a number of charitable 
foundations for neuroscience research. She has authored over 150 manuscripts on subjects related to her 
research and has been continuously funded by NIH since 1987. Dr. Jensen has trained numerous clinical 
and basic research fellows who now hold independent faculty positions nationally and internationally. Dr. 
Jensen is a Trustee of the Franklin Institute in Philadelphia and is involved in community outreach for brain 
research and education. In addition, Dr. Jensen is an advocate for awareness of the adolescent brain 
development, its unique strengths and vulnerabilities, as well as their impact on medical, social, and 
educational issues unique to teenagers and young adults,   and author of the book “The Teenage Brain”, 
released by Harper Collins in 2015/16,  translated and published in over 25 languages worldwide.   

 

Sharon L. Klein 

Wilmington Trust, N.A. 

 

Sharon L. Klein is President of Family Wealth, Eastern Region, for 

Wilmington Trust, N.A. She is responsible for coordinating the delivery 

of all Wealth Advisory Services by teams of professionals, including 

planning, trust, investment management, family governance and 

education, family office, and private banking services, to high net worth 

clients in the Eastern United States. 

Klein has over 25 years of experience in the wealth advisory arena and 
is a nationally recognized speaker and author. She has spoken for many 
leading professional organizations and is frequently featured or quoted 
in publications such as the Wall Street Journal, The New York Times, 

Estate Planning Magazine and Trusts & Estates Magazine. 

Klein is a Fellow of the American College of Trust and Estate Counsel and a member of New York Bankers 
Association Trust & Investment Division Executive Committee, The Rockefeller University Committee on 
Trust and Estate Gift Plans, the Professional Advisory Council of the Anti-Defamation League, the Estates, 
Gifts and Trusts Advisory Board for The Bureau of National Affairs and the Thomson Reuters Trusts & 
Estates Advisory Board. She is a past Chair of the New York City Bar Association’s Trusts, Estates and 
Surrogate’s Court Committee, a past Chair of the New York State Bar Association’s Trusts and Estates 
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Law Section Taxation Committee, and a member of the New York City Bar Association’s Matrimonial 
Committee. In June, 2018, Klein was honored by the UJA-Federation of New York Lawyers Division for her 
contributions to the Trusts & Estates community and the community at large. 

Prior to joining Wilmington Trust, Klein was Managing Director and Head of Wealth Advisory at Lazard 
Wealth Management, where she led the delivery of all Wealth Advisory Services. Before that, she headed 
the Estate Advisement department at Fiduciary Trust Company International. Klein began her career as a 
trusts & estates attorney at Rosenman & Colin (now Katten Muchin Rosenman LLP). Klein holds a Master 
of Laws from the Boalt Hall School of Law at the University of California, Berkeley, and received a Bachelor 
of Arts and a Bachelor of Laws from the University of New South Wales, Australia. 

 

Cindy McCain 

Businesswoman and Philanthropist 

 

Cindy Hensley McCain has dedicated her life to improving the lives of those less 
fortunate both in the United States and around the world. As the Chairman of 
the Board of the McCain Institute for International Leadership at Arizona State 
University, she oversees the organization’s focus on advancing character-driven 
global leadership based on security, economic opportunity, freedom and human 
dignity.   

Cindy also chairs the Institute’s Human Trafficking Advisory Council.  This is an 
issue she cares deeply about and is committed to ending in Arizona, throughout 
the United States and around the world, as well as working to improve the lives 
of victims of human trafficking. Through her work with the McCain Institute, 
several partnerships have been formed with anti-trafficking organizations 

working on solving various aspects of the problem.  She also serves as co-chair of the Arizona Governor's 
Council on human trafficking.   

In addition to her work at the McCain Institute, she serves on the Board of Directors of Project C.U.R.E and 
the Advisory Boards of Too Small To Fail and Warriors and Quiet Waters. Cindy holds an undergraduate 
degree in Education and a Master's in Special Education from USC and is a member of the 
USC Rossier School of Education Board of Councilors.  

Cindy is the Chairman of her family’s business, Hensley Beverage Company, which is one of the largest 
Anheuser-Busch distributors in the nation.  Cindy is the wife of the late U.S. Senator John 
McCain.  Together, they have four children. 
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Suzanne Miller 

Empire State Properties 

 

Suzanne Miller is the founder of Empire State Properties, a boutique 

Real Estate firm located in midtown Manhattan. Empire State 

Properties specializes in the sales, rentals, and management of 

Manhattan properties for domestic and international investor. 

As a pioneer in extended stay furnished properties, Suzanne has been 

featured in The NY Times, Dan’s Paper, Crains and other Manhattan 

real estate periodicals. 

Our portfolio consists of more than 500 properties throughout New 

York City. Our retail clients include prominent New York companies in 

the fields of banking, consulting, publishing, and medical industry. 

 

Ronald C. Petersen, MD, PhD, FAAN 

Mayo Clinic, Department of Neurology 

 

Ronald C. Petersen, MD, PhD, focuses on investigations of cognition in normal 

aging, mild cognitive impairment and dementia. Dr. Petersen and his 

colleagues evaluate cognitive changes in normal aging as well as in a variety 

of disorders involving impairment in cognition, such as Alzheimer’s disease, 

frontotemporal lobar degeneration and Lewy body dementia. 

Dr. Petersen directs the Mayo Clinic Alzheimer’s Disease Research Center 

and the Mayo Clinic Study of Aging, both of which involve the study and 

characterization of aging individuals over time with an emphasis on 

neuroimaging and biomarkers. 

 

Sean Sansiveri 

NFL Players Association 

 

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 
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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. 

 

Martin Shenkman, CPA, MBA, PFS, AEP, JD 

Shenkman Law 

 

Martin Shenkman is an attorney in private practice in New Jersey and New 

York. He practices estate and tax planning, planning for closely held 

businesses, estate administration. Shenkman has authored over 42 books and 

more than 1,000 professional articles, more than 50 of which have addressed 

planning for those facing the challenges of chronic illness and disability. an 

Editorial Board Member of Trusts & Estates Magazine, CCH (Wolter’s Kluwer) 

Co-Chair of Professional Advisory Board, CPA Journal, and the Matrimonial 

Strategist. He has previously served on the editorial board of many other tax, 

estate and real estate publications. Shenkman has an extensive list of awards 

and is known for numerous national publications, guest expert appearances 

on major financial and other television and radio shows. 

Shenkman’s charitable and community work includes the founding of 
ChronicIllnessPlanning.org, which educates professional advisers on planning for clients with chronic 
illness and disability and which has been the subject of more than a score of articles. He has written books 
for the Michael J. Fox Foundation for Parkinson’s Research, the National Multiple Sclerosis Society, and 
the COPD Foundation. 

Shenkman holds a Bachelor of Science degree from Wharton School, MBA from the University of Michigan, 
and Law degree from Fordham University School of Law. He was admitted to the bar in New York, New 
Jersey, and Washington, D.C. Shenkman is a registered CPA in New Jersey, Michigan, and New York and 
a registered Investment Adviser in New York and New Jersey. 

 

Joseph I. Sirven, MD, FAAN 

Mayo Clinic 

 

Joseph I. Sirven, MD, FAAN, is Professor of Neurology and Chairman of the 

Department of Neurology at the Mayo Clinic in Arizona, Director of the Epilepsy 

Program at Mayo Clinic Arizona, and Editor-In-Chief of epilepsy.com. He is 

currently Chair of the AAN Education Meeting Subcommittee; and he is on the 

Board of Directors for the American Brain Foundation and the editorial Board of 

Neurology Now. Previously, he served as Director of Education for Mayo Clinic 

Arizona, Vice Chair of the Epilepsy Section of the American Academy of Neurology, 

Chair of the Communication Council for the American Epilepsy Society, and former 

Chair of the Professional Advisory Board for the Epilepsy Foundation. 

Sirven is Cuban American and has served as chief medical contributor for NBC 
Latino. He is currently the Medical commentator for KJZZ Radio in Phoenix. 

Sirven has published extensively on epilepsy and its treatment. His interests in epilepsy include status 
epilepticus, surgical therapy, epilepsy in older adults and psychosocial issues particularly those involving 
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Hispanic populations and transportation. He is editor of 7 textbooks: Clinical Neurology of the Older Adult, 
the American Epilepsy Society’s Introduction to Epilepsy; Clinical Epilepsy, and An Atlas of Video EEG 
Monitoring. 

Sirven received his undergraduate degree, a BS in Biology from Georgetown University. He received his 
MD degree from Louisiana State University. He completed a residency in Neurology from the University of 
Minnesota. His EEG and epilepsy fellowship were completed at the University of Pennsylvania. 

 

Ben Utecht 

Former NFL World Champion,  

National Concussion Advocate 

 

Ben Utecht played the tight end for the Indianapolis Colts and Cincinnati Bengals. After 

suffering multiple concussions, Utecht left pro-football to become a national speaker, 

author, and advocate for brain health. Utecht has made it his mission to spread education 

and awareness around the impact concussions can have on young lives. Utecht’s work has 

resulted in the Ambassador Award, presented by the Minnesota Brain Injury Alliance. He 

has also acted as the national spokesperson on concussion for the American Academy of 

Neurology. He received the 2014 Public Leadership in Neurology Award from the American 

Brain Foundation, which is the organization’s most prestigious honor. 

Utecht has found success in many ways, including sitting on the board of the 
American Brain Foundation, authoring Counting the Days While My Mind Slips 
Away with Simon and Schuster, becoming an elite Fortune 500 speaker on building 

Championship Culture, and releasing award-nominated albums as a professional singer. 
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D. 2019 Organization Chart 
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 Executive Director 
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 Program Officer, Research & Grants 
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E. Business Model 

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:12 

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 
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.  

 

 
12 Internal Revenue Service, https://www.irs.gov/charities-non-profits/charitable-organizations/public-
charities 

https://www.irs.gov/charities-non-profits/charitable-organizations/public-charities
https://www.irs.gov/charities-non-profits/charitable-organizations/public-charities
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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.  
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F. Case Study: American Migraine Foundation and American Headache Society 

The statement below discusses the positive results from the mutually beneficial, 

collaborative relationship between the American Migraine Association and the American 

Headache Society. While there are differences between these organizations and the 

AAN/ABF, it is an example of a mutually beneficial relationship.  

The continued relationship between American Academy of Neurology (AAN) and the American 
Brain Foundation (ABF) is indispensable and hugely beneficial to both organizations. I say that 
from the experience of starting and watching the growth of the American Migraine Foundation 
(AMF) over the past 10 years. We’ve been able to launch an ambitious public awareness 
campaign, launch a national and international research registry with imaging and biorepositories, 
and become the leading public facing migraine foundation in the country and indeed the world.  
 
This would not have happened without the close affiliation and partnership with American 
Headache Society (AHS), which gave donors and the public the confidence and trust that we 
were partnered with the nation’s leading professional headache society that houses the nation’s 
scientific brain trust in this field.  
 
Because of this relationship, AHS is now much better positioned to achieve its mission of 
improving the lives of headache sufferers. AMF’s content has reached over 4 million people in 
the last 3 years. 700,000 new visitors each month come to its website for this content, It has 
become part of a global advocacy effort (Global Patient Advocacy Coalition – GPAC), and AMF 
has also established a migraine center of excellence in partnership within WebMD.  
 
And AHS members can now conduct research on the enormous amount of data that is housed 
in the national and international research registries for years to come to advance the science.  
 
These are just a few very tangible examples in the areas of awareness, education, advocacy 
and research that a successful foundation has brought to the society from which it was born.  
 
It’s a competitive and crowded space out there and the public needs to know who to trust. From 
my vantage point ABF and AAN are best positioned to be that trusted source of information and 
recipient of funds to drive the research agenda forward toward cures.  
 

      David Dodick, MD 
       2020 Board Chair-Elect 
       American Brain Foundation 

 


