
 

 

American Brain Foundation 
Board of Directors 

February 24, 2019 

8:00 am ET 
Embassy Suites Miami Airport Hotel 

Miami, FL 
 
Call to Order: Sunday, February 24, 2019, by Board Chair Kevin Goodno 

In Attendance: 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; Jeffrey Rosenfeld, MD; Catherine Rydell, CAE; Ralph 
Sacco, MD; Joseph Sirven, MD; Martin Shenkman, CPA; Gordon Smith, MD; Ben Utecht 
 
Staff: Jane Ransom; Marie Tuhy, Tim Engel, CFO; Natalie Baumgartner 
 
Excused: John Mazziotta, MD; Lisa Shulman, MD  
 
Approval of the minutes for November 13, 2018. (Unanimous) 
 

1. Financial Report: Tim Engel reported that the Foundation has modified its reporting into 

a non-GAAP financial statement. The net operating surplus is $82K. Walking through the 

non-GAAP financials, the Foundation recognized $5M in revenue, with a gift-in-kind 

revenue of $1.2M, which includes recognizing revenue and the corresponding expense 

association with advertising in Brain & Life Magazine, AAN Extra, Fast Company 

Magazine, Forbes, Men’s Health, and Inc. Magazine. The Foundation will attempt to add 

gift-in-kind revenue to 2017 financials for comparability to 2018. The Raymond Adams 

Fund and the Lewy Body Dementia Fund have been highlights for 2018.  

 

Nearly $2M in expense is related to funding of CRTS/CSDAs, which was under budget 

due to a lack of applicants in two subspecialties. The gift-in-kind advertisements were 

allocated as programming and fundraising expenses. Most of these advertisements raise 

awareness for the Foundation, and the functional expense is calculated based on the 

percentage of the page that is dedicated to a fundraising ask versus building brand 

awareness.  

 

Mr. Engel reported on the cash flow outlook for 2019. A conservative forecast shows that 

the Foundation should not have a cash flow problem. In future years, the Foundation 

may have to utilize long-term investments to maintain cash flow.  

 

The Foundation has completed two multi-year forecasts. One is conservative, which 

focuses on incremental growth; the other is a more aggressive scale up budget, which is 

an aggressive growth model. The conservative budget shows the Foundation as moving 

toward a $6.2M revenue budget, with expenses growing alongside expenses. There are 

some deficits, but it is a break-even budget. The Foundation can deliver the conservative 

budget without using reserves or risking unrestricted deficits. The scale up budget takes 

the revenue from $5M in 2020 to $10M in 2024. The Foundation would double the 

amount it raises and the amount it gives away.  



 

 

 

The Board agreed that the Foundation needs to be bold and aim for the more aggressive 

scale-up budget, but with the caveat that the Foundation needs to have a plan around 

initiatives and strategies to achieve these goals around raising money. However, the 

Foundation needs to continue to develop our points of difference and broaden public 

awareness. The Board agreed that a more aggressive plan is needed, but the 

Foundation needs to be responsible with its reserves and consider the kinds of 

investments required to make this plan happen.  

 

2. Status of Joint Planning with AAN:  The AAN and Foundation have been meeting, 

and they agree that the Foundation should continue to fund brain disease research and 

continue to develop their marketing and PR in coordination. The AAN Board needs to 

see the Foundation’s impact on young neurologist careers, and to see big wins from the 

Foundation. They need to see a tangible mission and outcomes from the Foundation.  

The AAN has supported the Foundation for 25 years and wants clearer goals and 

direction from the Foundation.  

 

The AAN founded the Foundation as its philanthropic arm, and the AAN gave up control 

of the Foundation five years ago, but prior to that, they covered most of the operational 

costs associated. Their vision was for the Foundation to become less financially 

dependent on the AAN within five years but achieving self-sufficiency at that pace was 

not realistic. The Foundation is still the preferred philanthropic organization of the AAN. 

The Foundation and AAN should be able to work independently and in an orchestrated 

way that benefits both parties.  

 

The Board agreed that the Foundation needs to do a better job of marketing itself to the 

AAN Board. The Foundation will need to convince the AAN Board of the Foundation’s 

vision for the future with a long-range plan that is aspirational to get them excited about 

the Foundation’s work. This presentation will take place at the June Board meeting. Dr. 

Sacco and Ms. Rydell will ensure the Foundation gets more than 10 minutes to present.  

 

3. ABF Mission Advancement – 2019: Marie Tuhy, the Foundation’s new Director of 

Mission Advancement presented on our 2019 fundraising plan. The Foundation will be 

utilizing stronger data and process management to drive fundraising. In 2018, the 

Foundation experienced growth through data analytics, a strong digital marketing 

strategy, the new brand rollout, and strengthening the relationship between its marketing 

and development functions. The Foundation saw a 25% increase in AAN Member 

donations, an overall 15% growth in donors, and doubled website traffic and Facebook 

in quarter four.  

 

The Board asked if there were specific brain diseases or web pages that site visitors 

were visiting more than others. Ms. Tuhy noted that visitors are not staying on our 

website as long as they could, but they are interested in the “about us” page. With the 

website redesign, the Foundation will feature more engaging stories and increase the 

amount of time visitors spend on the website.  

 



 

 

The Foundation hopes to use marketing to reach donors more effectively. Research 

shows that a donor needs to hear the same message five times before engaging. The 

Foundation is looking to do better on retainment of current donors and creating more 

donor-centric messaging by including an impact report in individual thank you letters.  

 

The Foundation’s Annual Meeting Booth will focus on sustainer giving, which is an 

opportunity for individuals to give on a recurring basis. This will be the Foundation’s 

“Brain Squad” initiative. There will be a simultaneous multi-channel campaign to launch 

this initiative beyond the Annual Meeting.  

 

The Foundation is utilizing data more to deepen engagement, find prospects for donor 

categories, build digital communication strategies, and continue to broaden awareness. 

Major gifts will focus on three strategic areas, such as San Francisco, Houston, and New 

York City.  

 

4. The Foundation has been using stories to illustrate the “Cure One, Cure Many” tagline to 

make messaging around the interconnectedness of brain disease more digestible to the 

public. Some board members were concerned that the Foundation is not communicating 

the common mechanism of brain disease directly enough. The Foundation might 

consider doing a docuseries on the heroes of the brain, with stories of 20+ physicians 

with compelling research. The Board agreed that social media needs to continue to be 

leveraged, and members with a large social media presence (such as Eagleman, Utecht 

and Gasby) should be leveraged more.   

 

Notes from Think Tank Session: 

a. Neurologists Members:  

i. What's the most exciting breakthrough (or near breakthrough) going 

on in brain disease research now, and what are the implications for 

treating more than one brain disease?  

1. Gene Replacement Therapy  

2. Discovery of mutations in the brain of people with multiple brain 

diseases  

3. Treatments of ALS effective in other brain diseases  

4. Neurodegenerative diseases and their bio markers  

5. Stem Cells 

6. Seizure prediction  

7. New class of therapeutics of autoimmune diseases (with 

compliment blocking) 

8. Biologics 

9. Continued clinical trials with better recovery-based treatments 

10. In neurodevelopment disorders, we are seeing breakthroughs in 

clinical trials for syndromic forms of autism and intellectual 

disability 

11. Disease modifying therapies (created by pharmaceutical 

companies) 

ii. Is there something that the ABF could help push over the top? 

1. The creation of funds that target glioblastoma, brain injury 



 

 

2. ABF needs to focus in areas where little progress has been made 

iii. Is there a research project that could cut across many brain 

diseases and capture the public imagination?  

1. Physical therapy and cognitive therapy  

2. Benefits of wellness-based therapy 

a. Exercise as a mechanism for better brain health 

3. Short-term memory problems in epilepsy patients, research 

beyond the seizures 

a. Mood changes as a symptom of almost every neurological 

condition 

b. Secondary elements of brain disease 

c. Mechanisms of depression 

4. Research neglected by NINDS and pharmaceutical companies:  

a. Prevention of stroke and vascular disease  

b. Focus on neurological disease implementation research 

c. Prevention in general  

5. Health IT  

6. Design methods of remote assessment and intervention delivery 

of rare diseases 

7. Biomarker discovery 

8. Clinical needs of neurodevelopment disorder patients transition 

into adulthood 

9. Implementation science 

10. Developing telehealth 

11. Gene therapy and stem cell science 

iv. What actions should neurologist board members take to increase 

awareness of the ABF brand and mission? 

1. Social media support 

2. Get students involved in social media support 

3. Engage AAN members more intently, get more members invested  

a. The Foundation has failed to engage the trainees it has 

funded  

b. Need to train CRTS/CSDA recipients to support us 

financially 

4. Ensure that every waiting room, neurologist office had ABF 

information.  

5. Better the partnership with AAN  

6. Find other “Susan Schneider Williams” of the world and establish 

a funds for more particular disease areas 

7. Select a disease every year and build awareness around just that 

one. 

8. Harvest amongst professional advisors and wealth advisors, 

people who have contacts with those who have substantial means  

b. Public Members (non-neurologist):  

i. Considering the neurologists' input on research, what idea is the 

most synergistic with building public awareness? 

1. Rehabilitative side 



 

 

2. Biomarkers  

3. Common mechanism concept 

4. Shark Tank Endowment competition  

5. Sponsorship of science fairs, and including prizes  

6. Cross pollinate with other/existing projects  

7. Make the website easily navigable for individual brain disease 

8. Military collaboration - injuries 

9. Teaching/focusing on young people 

10. Focus on family foundations with interests of the brain/brain 

diseases 

11. Mission needs to be clearer 

12. Need stronger caregiver focus 

ii. What will capture the public imagination? 

1. "ABF Approved" products - have logo on product/packaging 

2. Hope is key. Hope empowers the public: patients and caregivers 

3. Focus on youth in sports  

a. Pro-brain/Pro-game concept - Celebrate both together 

b. Youth coach certification for brain education 

c. Promote both AA and the Foundation brands  

d. Supported by legislation 

e. High school & college 

4. Have the AAN and Foundation showcase collaboration 

iii. What actions should public board members take to increase 

awareness of the ABF brand and mission? 

1. Approach high profile people affected by brain diseases and 

disorders (i.e. Steve Jobs' widow/family) 

2. These are good ideas, but the Foundation must be strategic with 

its limited resources  

3. Need to be flexible and keep eyes out for opportunities  

4. Need to make is easier for people to get info about what we do 

and how to help and how it is all interconnected  

iv. Actions public board members should take:  

1. Plugging ABF in Dan's radio show 

2. Mentioning us to estate planners in the country 

3. Broader board plan for engaging with digital tools like social media 

a. Leveraging board members with outreach efforts 

b. Identify opportunities for the board members 

c. Identify potential board members 

d. Mr. Essey offered for his company to support the 

Foundation’s marketing efforts  

4. Marketing 

a. What should the board be posting on their social media 

account 

b. Board Members need to talk more about their involvement 

with the Foundation 

5. Need cheat sheet/elevator speech/talking points 

a. Focus on estate planning 



 

 

b. Ms. Rydell recommended that the board have 

comprehensive talking points for all diseases 

 

5. Governance Committee Report:  

a. Bylaws: The Boar discussed several recommendations from the Governance 

Committee:  

i. Removal of the Immediate Past Chair from the Executive 

Committee: Some board members felt that removal of the Immediate 

Past Chair would result in a loss of institutional knowledge and 

continuity between terms. They recognized that having an immediate 

past chair on the Executive Committee who is not engaged could 

create problems relating to quorums and decision making. The Board 

agreed that having the Immediate Past Chair serving for a two-year 

term limit after being chair was ideal, and this role would participate 

on the Executive Committee as ex-officio, non-voting member.  

ii. Removal of the NeurologyNow/Brain & Life ex officio position: 

With the removal of this position, Dr. Sirven would be voted on as a 

Director of the American Brain Foundation.  

iii. Allowing the CEO of the AAN to appoint a designee to serve on 

the ABF board: Some expressed a desire to keep the CEO of AAN 

and the President of the AAN directly involved with the board at this 

important moment in the relationship between the AAN and 

Foundation. Designees could further separate the relationship 

between the AAN and Foundation, even if that is not the intent of this 

bylaw change. The future president or CEO of the AAN might not be 

interested in the Foundation and may not be interested in the 

designees’ work with the Foundation. The relationship with the 

Foundation should be one of the most important priorities for the 

President of AAN.  

 

The Board agreed that the AAN and Foundation relationship is an 

important one and that all the proposed bylaws changes should be 

deferred until after the future relationship has been determined, which will 

happen in June 2019.  

 

b. Elections: The Governance Committee is recommending the election of 

Suzanne Miller, effective immediately. The Board agrees that an effective 

orientation and on-boarding process needs to be created with a stronger 

explanation of the relationship between the AAN and Foundation.  

 

MOTION: To elect Suzanne Miller to the American Brain Foundation Board, 

effective immediately.  

 

Approved (Unanimously).  

 

c. Term limits and Committees: The Governance Committee will be sending out a 

survey to determine board members’ preferences regarding future officers 



 

 

starting in 2020. All officer positions, except for the Vice Chair position, are term 

limited in 2020. Five board members could potentially rotate off the Board, 

depending upon whether they move into officer positions. The Governance 

Committee will reach out to those whose terms are up in 2019.  Based on the 

bylaws, a term-limited director can become an officer. With five board members 

rolling off the Board, there was some concern that institutional knowledge will be 

lost. The idea of suspending term limits until the current class of directors are 

more knowledgeable about the Foundation was suggested. It was also 

suggested that individuals who term limit out on the Board, could join a 

Committee, as a non-director. 

 

The Governance Committee will consider all the feedback from the Board. They 

will look at the best practices in the nonprofit industry at the overall impact of 

term limits at this time in the Foundation’s circumstances.  

 

 

6. Priorities Moving Forward: Kevin Goodno asked Jane Ransom to discuss the staff’s 

priorities between now and the next board meeting on April 11, 2019. She enumerated 

the following priorities: 

a. The presentation to AAN by the Foundation’s staff and Executive Committee 

b. Commitment to Cures 2019 in Philadelphia, PA 

c. The Foundation’s presence at Annual Meeting  

d. The website upgrade, which will incorporate the refreshed brand.  

e. Multi-media digital marketing strategy 

 

7. Executive Session.  

  

 

Adjourned 3:00 p.m. ET.  

 

 

 


