
 

 

 

 

Research Advisory Committee 
August 15, 2016 

11:00 a.m. EST/10:00 a.m. CST/9:00 a.m. MST/8:00 a.m. PST 
 

Call-in number: 866-740-1260 
Access code: 1952779 

      Registration Link: https://cc.readytalk.com/r/rahan7dom38o&eom 

 
Members 

Robert Griggs, MD, Chair; Carsten Bonnemann, MD; Merit Cudkowicz, 
MD; Shafali Jeste, MD; John Morris, MD; Raymond Roos, MD; Ralph 
Sacco, MD; Ira Shoulson, MD; Eugene Scharf, MD 

Staff Jane Ransom; Suzi Sherman; Kristi Benson  

Guests 

 Lisa DeAngelis, MD; Christine Phelps; Christina Kalberg; Alberto Hayer, MD;  

 CC King, MD 

 
 

AGENDA ITEM  
 

PRESENTED BY 

 10:00  

 

Welcome/Summary of last meeting/Goals of this meeting Robert Griggs, MD 

 10:05 Introduce Diabetes Research Connection Jane Ransom 
 

 
 
 10:10 

Presentation: The Scientific Review Process for Diabetes 
Research Connection Crowdfunding Platform 

    Documents from the Diabetes Research Connection are           
attached for your reference 

Guest Presenters: Alberto 
Hayek, MD; CC King, Ph.D; 
Christina Kalberg, Executive 
Director 

 10:40 Question and Answer Period   

 11:00 Adjourn  

https://cc.readytalk.com/r/rahan7dom38o&eom


 

 

MEMORANDUM 

 

TO:  ABF Research Advisory Committee members 

FROM: Dr. Robert Griggs, MD 

DATE:  August 12, 2016 

SUBJECT: Progress Report & Meeting of August 15, 2016 

 
This Monday, August 15th our committee will have a unique opportunity to hear a 
presentation from the physicians who lead the scientific review process for the Diabetes 
Research Connection, a crowdfunding platform that raises money for medical research. 
Their site has been functioning for under a year and currently raises 5 percent of the 
group’s fundraising revenue. Their website is: https://diabetesresearchconnection.org/. 
 
Please make every effort to be at a computer for our conference call as the presentation 
will be in webinar format. We will have time for a question and answer period during the 
call. The information for accessing the conference call and webinar is: 
 
  Call-in #: 866-740-1260      Access Code: 1952779 
 Registration Link: https://cc.readytalk.com/r/rahan7dom38o&eom                       
 
While the Diabetes Research Connection website is simpler than the one we envision 
for the ABF, we have much to learn about their model and, in particular, their scientific 
review process. 
 
As background for this meeting, I would like to review the progress we’ve made since 
taking the decision to create a clearinghouse for brain disease research on a 
crowdfunding platform. Much of it has involved articulating the questions to which we 
need answers and beginning to suggest answers. I want to thank Dr. Eugene Scharf, 
our newest committee member, for his part in driving this progress, by developing 
tentative answers to many of the questions below.  
 
Questions and Tentative Answers for Discussion 
 
How will we define fundable research that is acceptable to be posted in the ABF 
crowdfunding site? 
 

Scientific Review Process: At their June 2016 meeting the AAN’s Science 
Committee agreed to establish a scientific review process for approving grants to 

https://diabetesresearchconnection.org/
https://cc.readytalk.com/r/rahan7dom38o&eom


be listed on the ABF site. Following our August meeting we hope to begin 
discussing how it will work in some detail. 

 
Scope: All submissions should be clinical neuroscience focused and clearly 
explain how the research activities will contribute to the cure of neurological 
disorders. An executive summary project proposal in nontechnical language 
available for general viewing will be required for listing. 
 
Ethics: In order to ensure that investigator proposals adhere to standards of 
ethical conduct in research the ABF will define the following criteria for 
acceptable submissions: 

1. Current regional or institutional IRB or IACUC review and approval; OR 
2. Documentation of IRB review exempt status (e.g., proposals utilizing 

public databases, software/app development);  
AND 

1. Completion of a Financial Disclosures and Conflicts of Interest Form. 

Budget: All funding requests should be clear. A general budget is required. 

Completion: All funding request listings should include a duration for listing no 
greater than 6 months, date of project completion (deadline) and specific criteria 
to define what constitutes a completed project. 

What is the acceptable size of our research grants? 
 
Under $100,000 is the amount some of us have discussed informally. We look forward 
to hearing the viewpoint of the Diabetes Research Connection on this question. 
 
Will there be a time limit for project fundraising on the ABF site? 
 
Six months is the timeframe some of us have discussed informally. We look forward to 
hearing the viewpoint of the Diabetes Research Connection on this question. 
 
What will happen if the funding received fall short of the requested amount? 
 
Partially funded projects would require the researcher to alter the endpoint of the 
proposal. We look forward to hearing the viewpoint of the Diabetes Research 
Connection on this question. 
 
How will the donor know if a project s/he funds has been successfully 
completed? 
 
Once a project has been completed, an announcement and summary of the findings 
would be posted via online update. 
 
Do researchers need to bring seed money with them or can they start a project 
with $0? 



 
Current thinking is that a project could start with $0, however, we believe that partially 
funded projects will attract more donors. 
 
How can the ABF cover operating costs for this platform? 
 
Through a combination of one or more of these sources: 

 Prominent “ask” on the site for donors to make general gifts to advance our 
mission 

 ABF taking a small percentage of every donation to research projects 

 ABF charging researchers $25-50 to submit a proposal 

 Corporate sponsor(s) underwriting the site 
 

What is the ABF conflict of interest and disclosure policy? 
 
All researchers who submit proposals for funding must disclose any conflicts of interest 
as outlined in our policy. 
 
Where and how will the ABF invite researchers to submit proposals? 

This is a strategic discussion we still need to have. How we go about this will depend, in 
part, on whether we start first with a beta phase. We look forward to hearing the 
viewpoint of the Diabetes Research Connection on this question. 

What will the ABF do to build and market the site to donors? 
 
The ABF realizes that the site will only be useful if donors come to it and have a good 
experience using it. The Foundation is in the process of hiring a firm to build the site and 
to market it as our signature project for the next 2-3 years. 

 
*   *   *   *   *   

I encourage you to use the above as guidance in our discussion with the Diabetes 
Research Connection – to both probe more deeply into these questions as well as to 
ask new ones. 
 



 

 

 

 

American Brain Foundation 
Research Advisory Committee Meeting 

May 24, 2016 
3:00-4:00 p.m. CST 
Teleconference Call 

 
In attendance: Robert Griggs, MD, Chair; Merit Cudkowicz, MD; John Morris, MD; 
Ralph Sacco, MD; Ira Shoulson, MD 
 
Staff: Jane Ransom; Suzi Sherman 
 
Guests: Christine Phelps; Eugene Scharf, MD 
 
Excused: Carsten Bonnemann, MD; Shafali Jeste, MD; Raymond Roos, MD 
 

1. Welcome/Summary: Meeting called to order at 3:02 p.m. CST by Dr. Griggs. Dr. 
Griggs welcomed everyone and provided a summary of the last meeting in 
Vancouver.  

 
2. Update on ABF Strategic Implementation Planning: Ms. Ransom provided an 

update on the current status of the strategic implementation planning.  
a. The ABF Board met in Vancouver and approved the virtual brain disease 

research clearinghouse (crowdfunding) strategy 
b. The ABF is creating a multi-year budget which will support growing 

fundraising as well as the crowdfunding platform.  
 

3. Building the Virtual Brain Disease Clearinghouse – What Next? Ms. Ransom 
is looking to the Research Advisory Committee to set parameters for the research 
to be posted in the clearinghouse including: 

a. Requirements for fundable research projects 
b. How and where to call for research 
c. Process for vetting proposals 

 
Dr. Scharf provided an overview of a proposal he drafted to start the conversation 
about addressing the above parameters. The criteria for proposals is broken out 
into 4 areas: 

a. Scope 
b. Ethics 
c. Budget 
d. Completion 

 
The proposal also addresses from whom applications should be requested, 
eligibility and researcher background and outlines the process. Please click here 
to view his proposal. 

http://abf.convio.net/site/DocServer/ABF_committee_letter_updated.pdf;jsessionid=00000000.app262a?docID=1384&NONCE_TOKEN=A13AC5352AE41DB3D6DCD705A2CD0C4C
http://abf.convio.net/site/DocServer/ABF_committee_letter_updated.pdf;jsessionid=00000000.app262a?docID=1384&NONCE_TOKEN=A13AC5352AE41DB3D6DCD705A2CD0C4C


 

Committee feedback called for:  
a. Creating a plan for larger research projects, 6-7 figure projects 
b. Defining what happens if a posted project does not reach its fundraising 

goal in a given amount of time 
c. Determining how researchers can share information about other funding 

they’ve raised for their project already 
d. Developing a very clear and succinct message to display at top of 

clearinghouse page that speaks to each audience segment 
e. Specifying that we’re interested in basic translational clinical neuroscience 
f. Continuing discussion around financial disclosers and conflicts of interest 

– clearly define what we want and why we want it 
g. Thinking about how to measure and report back the success of the 

researchers – possibly require recipients to provide status reports post 
research project 

h. Determining how best to provide the researcher’s background on the site – 
on proposal page, include a bio with notable awards/honors 

i. Considering having video messages explaining the research projects to 
have a greater impact upon donors 

j. Adding requirements for milestones to be included in proposals 
k. Looking further into IRB issue 
l. Working with AAN Science Committee and/or AAN staff to determine who 

will review/vet the proposals 
a. Recommendation to have multiple step review process - initial 

review by small group (possibly internal staff) then the RAC or 
Science Committee or newly formed committee 

 
Dr. Scharf and Jane Ransom will develop a staged walk-through as an applicant 
and as a donor. It will be important to develop a beta version of the new platform 
to allow for mistakes, improvements and revisions. 
 

4. Revising the Research Advisory Committee Job Description: Committee 
members approved updating the job description to: 
 
To define the research priorities of the American Brain Foundation and guide the 
process of requesting and vetting research proposals for funding.  
 

Adjourned at 3:48 pm CST.  



6 
FULLY-FUNDED

PROJECTS

ONLY ORGANIZATION TO 
ALLOCATE 100% OF FUNDS 
FOR RESEARCH DIRECTLY 

TO SCIENTISTS’ LABS

ONLY ORGANIZATION THAT 
CAN PROVIDE FUNDS IN 

AS LITTLE AS 

12 WEEKS

RAISED OVER 

$260,000 
FOR NEW DIABETES 

RESEARCH

$



HOW TO APPLY

100% OF FUNDS FOR RESEARCH GO DIRECTLY TO SCIENTISTS’ LABS

SUBMIT A PROJECT TODAY!
Graduate students, post-doctorates, instructors and nontenured junior 
faculty, whose work is focused on type 1 diabetes, are eligible to apply.












































