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American Brain Foundation 
Research Advisory Committee Meeting 

July 27, 2018 
3:00 9.m. ET/ 2:00 p.m. CT/ 1:00 p.m. MT/ 12:00 p.m. PT 

Conference Call  
 
 

Meeting Minutes 
 
 
In attendance: Robert Griggs, MD, Chair; Raymond Roos, MD, Vice Chair; Carsten 
Bonnemann, MD; Mark Mehler, MD; John Morris, MD; Ralph Sacco, MD; Ira Shoulson, MD 
 
Staff: Suzi Sherman, Stephanie Olson, Natalie Baumgartner 
 
Excused: Merit Cudkowicz, MD; Sue Rodmyre, Director ED AAN; Natalia Rost, MD; Eugene 
Scharf, MD; Christy Phelps, Deputy ED AAN 
Dr. Griggs welcomed the Committee.  
 

1. Crowdfunding Marketing Update: The Foundation has been working on the marketing 

strategy for the crowdfunding platform. This strategy mirrors some of the traditional 

crowdfunding platforms with researchers activating their projects and the marketing of 

their projects.  

 

The Foundation has put together a 40-page marketing toolkit for researchers. This has 

been rolling out over the last four weeks, and the response from researchers has been 

positive. Many researchers have embraced the toolkit to pull together some of their own 

marketing ideas. There have been some challenging conversations with researchers 

who have been on the site since the beginning.  

 

There will be 1-2 projects in the year that the Foundation puts their marketing support 

behind, but we will need to have pre-arranged funding, and we need to be realistic about 

the Foundation’s current resources.  

 

The Foundation will be aligning industry events and opportunities with marketing of the 

projects that we fund. This will build our credibility, but in general crowdfunding is only 

seeing 3-10% of projects being funded by the general population. The Foundation will do 

some benchmarking against the Diabetes Research Connection to understand how 

many projects they had funded and posted in the first year.  

 

2. Research Program: The Foundation must overcome the challenge of getting approval 

from institutions to allow their researchers to crowdfund on our site. This has caused two 

researchers to withdraw their applications to the crowdfunding site. The Foundation will 

follow the example of other crowdfunding organizations and is going to have 
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conversations with development and grant departments at institutions about 

crowdfunding to underscore that the Foundation is not competition, just providing 

another revenue stream. Ms. Sherman requested that the Committee provide her with 

an introduction or contact information to their development and grant departments. The 

Foundation will reach out and let them know about the Crowdfunding site and provide 

them with more information on how the Crowdfunding can benefit everyone involved. 

The Committee agreed that the institutions needed to be educated about the importance 

of having an academically driven broad portfolio.  

 

The Foundation is also facing the challenge of raising administrative and operational 

funding for our research program. Traditionally, the Foundation has not asked partner 

institutions to cover these administrative costs. The AAN has covered the Foundation’s 

administrative costs. These partners have traditionally provided half or a third of the 

funding, but the Foundation needs some of them to provide the entire project.  The 

Foundation does seem to do better when pharma has been willing to support our 

research program, but pharma has deeper pockets than the nonprofit partners. Ms. 

Sherman clarified that the Foundation has not approached any pharma companies, but 

when the AAN has pharma fund CRTS, they do include these administrative costs and 

have no push back.  

 

The Committee wanted to understand what kinds of administrative funding the 

Foundation is trying to cover – our own administrative costs or the researchers’ 

institutions? The Foundation is having issues funding its own administrative costs, i.e. 

paying salaries and keeping the lights on and doors open. The Foundation is looking at 

its partners and determining the challenges of obtaining research costs, but the 

Foundation is also researching new partnership opportunities. The Foundation should 

create a white paper on the benefits of a partnership. This paper should include 

administrative costs to make it clear where the money goes. It is important for the 

Foundation’s partners to understand that the AAN partners with the Foundation, which 

makes us more efficient. This white paper will be created and shared with this 

Committee for review.  

 

The Committee also questioned where AAN dues check-off donations were allocated. 

The Foundation is using dues check-off funds for administrative costs. The location of 

dues check-off funds has always been confusing, and the Foundation should consider 

clarifying that.  

 

3. RAC Recruitment Update: The Committee will be presenting two candidates at the 

Governance Committee meeting on Monday for inclusion in the Research Advisory 

Committee. The candidates are: Dr. Zee and Dr. Cavazos. The Committee had no 

questions or concerns related to the candidates. 

 

4. Science Committee Debrief: Dr. Roos provided a report of the results and progress of 

the crowdfunding projects to the AAN Science Committee. He also spoke about the 

Foundation opening the crowdfunding platform to mental illness related neurological 

issues and the Lewy Body Dementia Subcommittee’s work. The Science Committee had 

a few questions about how the Foundation ensures that all crowdfunding projects 

provide accurate and appropriate messaging. They also wanted to know how the 
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Foundation ensures that investigators are carrying out ethical activities. Dr. Roos 

assured the Science Committee that this Committee is overseeing the projects to ensure 

that they are at a level that meets the AAN’s standards.  

 

Dr. Griggs underscored that all projects must be IRB approved, go through a two-stage 

review, and receive a letter of support from their institution. If the reviewers determine 

that projects are not good science, those projects are not approved. The Foundation 

also ensures that all posting of projects is completed by staff and that all changes made 

to a project during its lifetime is approved by this Committee. The researcher can 

promote their project on their own, and the Foundation cannot manage the messaging 

that they use. Researchers must provide an interim and final report after their project is 

funded. These will be put on the website for donor viewing. This Committee will see 

these reports, which will be provided as both scientific and lay-person reports. There is 

no language about clinical trials, but there have been no clinical trial applications to date.  

 

5. Alzheimer’s Association International Conference Debrief: This is the first time that 

the Foundation has exhibited at this Conference, but it was a great experience. Ms. 

Sherman promoted the crowdfunding site and the CRTS/CSDAs. The Foundation should 

consider exhibiting at the conference next year. The Committee recommended that the 

Foundation exhibit at the Movement Disorders Society Conference and the Society of 

Neuroscience’s Conferences next year.  

 

6. XPRIZE Update: Dr. Morris had a meeting with Ric Edelman, who initiated the X-Prize 

in Alzheimer’s with a $25 million endowment. He has a finance talk radio show and 

volunteered to have the Foundation come on his show. It was a very productive 

conversation.  

 

7. New LBD awards: The LBD Subcommittee has been meeting via telephone and they 

have created two drafts for research funding opportunities to promote investigation into 

clinical research on biomarkers for Lewy Body Diseases. One will be for a senior 

investigator with a grant of $1 million a year for up to five years. The second would be a 

junior award, close to the idea of a CRTS, but set at $75,000.  The Committee is looking 

at making this a more substantial award at $110,000 or $125,000. All of this is 

predicated on the funders. These projects are being finalized by the Subcommittee, but 

the awards will be presented at the next Committee meeting.  

 

The Subcommittee has not considered making these awards an endowment, but it 

needs to become a very attractive funding opportunity for serious donors – an 

endowment will be considered by the Subcommittee in the future. The Subcommittee is 

focused on making this a meaningful award for the researchers.  

 

With the senior award, the Committee wanted the Subcommittee to consider making it a 

consortium. Dr. Morris will bring this suggestion to the Subcommittee.  

 

8. Research Program Update: Ms. Sherman discussed the 2019 awards. There are 

currently 16 awards secured with three pending for 2019. The remainder of the year will 

be spent on securing partnerships for 2020.  
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Approval of May 25, 2018, Meeting Minutes.  
 
Approved. (Unanimous) 
 
Adjourn 2:49 p.m. (Central).  
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American Brain Foundation   |   201 Chicago Ave, Minneapolis, MN 55415   |   americanbrainfoundation.org 
 

TO: American Brain Foundation Research Advisory Committee 

FROM: Suzi Sherman, Program Officer, Research & Digital Grants  

DATE: September 28, 2018 

SUBJECT: Crowdfunding Campaign Update  
 

 
 
  
 
 
Dear Research Advisory Committee, 
 
The American Brain Foundation selected two crowdfunding projects to run in the fall of 2018. Dr. 
Kent Werner’s project focuses on developing therapies to reverse diseases like Alzheimer’s, 
Parkinson’s and ALS. His campaign began September 14 and will run until September 30. Dr. 
Eugene Scharf’s project focuses on confirming the role of endocannabinoids in stroke healing by 
measuring levels in patients who have had an acute stroke. Dr. Scharf’s project will run October 
1 through the 31st.  
 
Below are key highlights from their campaigns so far. Please feel free to direct any questions 
about their campaigns to me.  
 
Thank you, 
Suzi 
 
 
 

Researcher: Kent Werner, MD 

Institution: John’s Hopkins 

Grant Request: $100,000 

Project Title: Beyond amyloid plaques and tau tangles: targeting CDK5 with CT-526, a 
therapeutic with potential to reverse Alzheimer's and related neurodegenerative disorders 

Highlights: 

 Posts about Dr. Werner’s project have had higher engagement than other ABF posts, 
collectively 4 posts have resulted in: 
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o 3,471 users reached on Facebook 
o 133 likes 
o 35 shares 

 22 new Facebook followers 
 21 new “Likes” of our Facebook page 
 We have raised $35 for his project in the last 1.5 weeks – Dr. Werner’s project has been 

on the crowdfunding site since its launch in 2017 and has raised a grand total of $12,555 
to date 
 

 

Researcher: Eugene Scharf, MD 

Institution: Mayo Clinic 

Grant Request: $15,320 

Project Title: Do endocannabinoids protect us from the damage of stroke? 

Highlights: 

 Stephanie recorded an interview with Dr. Scharf and will be breaking the interview down 
into 15-30 second videos that will be posted on our social media channels throughout his 
campaign to promote his project – videos have been proven to have a 3-4 times higher 
engagement on social media 

 Dr. Scharf has already raised $10,000 for his project which will be used as an incentive 
for more donations – most likely will use the $10,000 to match donations received 
throughout his campaign 

 Mayo Clinic has agreed to help market and promote Dr. Scharf’s project to its network – 
Dr. Scharf will be meeting with his team in early October to finalize the details 
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American Brain Foundation   |   201 Chicago Ave, Minneapolis, MN 55415   |   americanbrainfoundation.org 
 

TO: American Brain Foundation Research Advisory Committee 

FROM: Suzi Sherman, Program Officer, Research & Digital Grants  

DATE: September 28, 2018 

SUBJECT: 2019 Annual Meeting 
 

 
 
  
 
 
Dear Research Advisory Committee, 
 
 
The American Brain Foundation is kicking-off its planning for the 2019 Annual Meeting and 
welcomes suggestions of events or presentations/programs the Foundation should consider 
attending or presenting at. Any activity the Foundation participates in should meet one or more of 
these objectives: 

 Increase attendee’s awareness about the American Brain Foundation 
o Who we are 
o What we do 

 Promote the 2020 CRTS/CSDA awards 
 Promote the neuroscience crowdfunding site and increase number of project submissions 

 
 

Please feel free to send any suggestions to Jane or me. As a point of reference, here are the 
activities the Foundation did at this year’s meeting in Los Angeles:  

 Had a booth open the entire time of the conference  
o Provided general information about the Foundation as well as information about 

the crowdfunding site and CRTS/CSDA program 
 Brief presentation during the Frontiers Plenary by Dr. Sacco  

o Provided general information about the Foundation 
 Presented at the Research Experiential Learning Stage, topics included: 

o ABF 101 
o Crowdfunding Marketing Strategy 
o Crowdfunding Application Process 

 Presented at the Innovation Hub in the Exhibit Hall 
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o Provided information about the crowdfunding site and application process 
 Co-hosted the Research Program Luncheon 

o Opportunity for funders to meet the recipients they supported and learn more 
about their research project 

 Attended the Research Program Alumni Reception 
o Networked with the current and past CRTS/CSDA recipients and informed them 

about the neuroscience crowdfunding site 
 Presented at the Researcher Career Symposium 

o Walked through the crowdfunding application process and marketing strategy 
 Walk-in slides about crowdfunding site and the Foundation in general at all Section 

meetings 
 Hosted our Commitment to Cures event to raise funds to support our mission and 

research program 

 

Thank you, 

Suzi   
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American Brain Foundation   |   201 Chicago Ave, Minneapolis, MN 55415   |   americanbrainfoundation.org 
 

TO: American Brain Foundation Research Advisory Committee 

FROM: Suzi Sherman, Program Officer, Research & Digital Grants  

DATE: September 28, 2018 

SUBJECT: Crowdfunding and Research Program Summary to Date 
 

 
 
  
 
 
Dear Research Advisory Committee, 
 
Below is a summary of the progress for the crowdfunding site and research program as of 
September 21, 2018.  Once a project is approved for the crowdfunding site an overview of the 
research project will be provided to the RAC. Please direct any questions about this information 
to Jane or me.  
 
Thank you, 
Suzi 
 
 

Crowdfunding Summary 

I. Projects live on the site: 
1. Development and validation of a risk-factor based clinical app predicting outcomes 

in patients with multiple sclerosis – Posted on 9/6 
2. Investigating Patterns of Care for Dementia with Lewy Bodies in Florida – Posted 

on 9/6 
3. Using skin stickers to detect tics in Tourette syndrome  
4. Elucidating the genetic etiology of neuromuscular disorders using high-throughput 

sequencing  
5. Studying specific cells that may prevent neurodegeneration in MS patients  
6. Protective effects of endogenous cannabinoids in stroke  
7. Unlocking the secrets of the immune system - Fully funded, no longer raising 

money 
8. Increasing accuracy of current diagnostics in MS - Fully funded, no longer raising 

money 
9. Genetics of Familial Gliomas  
10. A new approach to treating dementia 
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11. High-tech imaging of Alzheimer’s brain 
12. Reducing pain in breast cancer treatment 
13. Detection of brain swelling 

 

II. Projects recently removed from site:  
1. Improving concussion awareness – Removed 9/17, campaign expired, all funds 

raised for the project were transferred to the Research General Fund 

 

III. Projects in the pipeline: 
 
Approved but waiting to post on crowdfunding site until marketing campaign has been 
confirmed and approved 

1. Do endocannabinoids protect us from the damage of stroke? – CAMPAIGN 
RUNNING OCT. 1-31 

2. High-frequency oscillations (HFOs): A specific biomarker of pharmaco-resistant 
epilepsy  

3. Early Markers of Disease in C9ORF72 ALS  
4. Teleneurology Assessment Program for Creutzfeldt-Jakob disease 

 

Approved, but waiting to receive requirements from researcher before posting on the site: 

1. Narcolepsy genetic marker HLA DQB1*06:02 and daytime alertness in patients 
with Parkinson’s disease treated with dopaminergic agents - New as of 9/21, see 
project overview attached for Octavian Adam 

 

LOI is approved, waiting for approval from Expert Review Panel: 

None at this time.  

 

LOI is approved, waiting for researcher to submit full application: 

1. Curcumin in protection of alphasynuclein induced neurodegeneration in mouse 
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model of Parkinson disease – New as of 9/21 
2. Cognition in aging adults with multiple sclerosis  
3. Supporting a headache and visual arts education program for high school 

students 
4. Understanding how certain individuals are naturally resisting the symptoms of 

Alzheimer’s pathology  
5. A big data approach to solve insomnia 
6. Treating dizziness in athletes with concussion 
7. Nociceptin system: a potential therapeutic target of opioid-seeking behavior and 

relapse in an adolescent rat model 
8. In vivo metabolic regulation in malignant brain tumors using 13C isotopomer 

technology 
 

IV. Declined applications 
1. Promoting remyelination to treat multiple sclerosis – New as of 9/21: Researcher 

withdrew application at this time 
2. Discovery of novel migraine therapeutic targets by single-cell RNA sequencing – 

New as of 9/21: Researcher withdrew application at this time 
3. Serotonin and catecholamine signaling in cigarette smoking-associated ischemic 

stroke and visual arts education program for high school students – New as of 
9/21: Researcher withdrew application at this time 

4. GEMSTONE: Gastrointestinal microbiome and stroke outcomes network – New 
as of 9/21: Researcher withdrew application at this time 

5. A simple blood test approach for stroke etiology: metabolomics of cardioembolic 
and atherothrombotic stroke  

6. Neurorehabilitation for functional movement disorders: novel insights into neural, 
endocrine and immunological mechanisms  

7. Machine learning system to diagnose movement disorders 

 

Research Program Summary 

I. Confirmed 2018 awards: 
1. CRTS in ALS         
2. CRTS in Dementia with Lewy Bodies     
3. CRTS in Epilepsy       
4. CRTS in Muscular Dystrophy      
5. CRTS in Neuromuscular Disease      
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6. CRTS in Tourette’s       
7. CRTS in Cognitive Aging and Age-Related Memory Loss   
8. CRTS in Cognitive Aging and Age-Related Memory Loss 
9. CSDA in Interventional Neurology     
10. CRTS in Stroke  
11. CSDA in Multiple Sclerosis     

 

II. Confirmed 2019 awards: 
1. CRTS in Cognitive Aging and Age-Related Memory Loss 
2. CRTS in Cognitive Aging and Age-Related Memory Loss 
3. CRTS in Stroke (AHA) 
4. CSDA in Myasthenia Gravis 
5. CRTS in Muscular Dystrophy 
6. CRTS in Epilepsy 
7. CRTS in Alzheimer’s 
8. CRTS in Parkinson’s disease 
9. CRTS in Parkinson’s disease 
10. CRTS in Multiple Sclerosis 
11. CRTS in Headache 
12. CRTS in ALS 
13. CSDA in ALS 
14. CSDA in Multiple Sclerosis (NMSS) 
15. CSDA in Interventional Neurology (SVIN) 
16. CRTS in Tourette’s 
17. CRTS in Neuromuscular disease 

 

III. Confirmed 2020 awards: 
1. CRTS in Alzheimer’s 
2. CRTS in Cognitive Aging and Age-Related Memory Loss 
3. CRTS in Cognitive Aging and Age-Related Memory Loss 
4. CRTS in Parkinson’s disease 
5. CRTS in ALS 
6. CSDA in ALS 
7. CRTS in LBD 
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IV. Pending 2020 awards: ABF staff is in the process of having conversations with pending 
partners  

1. CRTS in Stroke (with AHA) – AHA is drafting a contract for the award, the AHA 
will be charging the ABF an 8% administrative fee for all awards moving forward 

2. CRTS in Neuromuscular disease 
3. CRTS in Tourette 
4. CSDA in Interventional Neurology (SVIN) 
5. CSDA in Multiple Sclerosis (NMSS) 
6. CRTS in Epilepsy 
7. CRTS in Multiple Sclerosis (CMSC) 
8. CRTS in Muscular Dystrophy 
9. CRTS in Headache 
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Octavian Adam, MD 
 

 

Project Title: Narcolepsy genetic marker HLA DQ81*06:02 and daytime alertness in patients 

with Parkinson’s disease treated with dopaminergic agents 

 

Contents 

Vote Tabulations with Comments        1 

LOI            2 

Full Application          5 

Supporting Documents 

 Budget           12 

 Evidence of Institutional Support       14 

Evidence of IRB or IACUC Approval or Exemption – STILL WAITING  

FOR THIS DOCUMENTATION FROM RESEARCHER – PROJECT WILL  

NOT BE POSTED ON SITE UNTIL WE RECEIVE THIS 

Conflict of Interest and Financial Disclosure       16 

Bio Sketch of Investigator(s)         23 
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Vote Tabulations 

 

 Yes No 

LOI 7 3 

Full Application 2 1 

 
Reviewer Comments: 

• Interesting and relevant.  In future research, the requesters may wish to incorporate 

more biomarkers such as orexin levels and response to various narcolepsy medications. 

• Interesting and important study. 

• EDS in PD is a significant problem.  The investigator, team, and environment in this 

application are solid.  I'm afraid that the underlying concept is flawed.   This HLA 

polymorphism likely increases susceptibility to narcolepsy by promoting autoimmune 

attack on hypothalamic hypocretin neurons.  Unless the applicant thinks something 

similar is going on in PD, which is not clearly stated, the rationale for this study is 

flawed.  At least one reasonably well-done study indicates normal CSF hypocretin in PD 

and little relation to sleep phenomena. 

• A reasonable study, but hypothesis and its specific rationales were not clearly 

presented. 

• While this study is somewhat interesting, there does not appear to be any clinical 

significance or implications for change in clinical practice.  The subsequent work that 

may need to be done based on the findings of this study is not clear. 

• The rational to study HLA DQB1*06:02 in EDS is not clear. Also, if the cohort is recruited 

for other studies, it is unclear why genotyping 160 people for HLA DQB1*06:02 would 

cost 38,000. 

• The scientific rationale of the study is weak. 

• This is an interesting study.  The methods are well described, and a power calculation is 

referenced. 
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ABF Letter of Intent
Letter of Intent Form

Please enter the contact information for the principal investigator of
this project. There will be an opportunity to provide any co-
investigators' information later in this application.

Prefix

First Name
Octavian

Last Name
Adam

Suffix

Title

Institution
Albany Medical College

Office Address
47 New Scotland Ave MC70

City
Albany

State
New York

Postal Code
12208

E-mail
adamo1@amc.edu

Office Phone
(518) 262-6611

Office Fax
(518) 262-6612

Project Details

Project Title
NARCOLEPSY GENETIC MARKER HLA DQB1*06:02 AND DAYTIME ALERTNESS
IN PATIENTS WITH PARKINSON DISEASE TREATED WITH DOPAMINERGIC
AGENTS

General focus
Select up to 4 options

Movement Disorders
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Specific Disease Focus
Non-motor symptoms in Parkinson disease

Project Description
BACKGROUND: Excessive daytime sleepiness (EDS) is a relatively common
non-motor symptom in Parkinson disease (PD). EDS can have a drastic
impact on quality of life even when motor symptoms are well controlled, but
our understanding of it is limited. At its extreme, EDS can result in sleep
attacks and cause road fatalities. Narcolepsy is another disabling neurological
disorder that causes EDS and sleep attacks. Potential mechanistic overlaps
between EDS in Parkinson disease and narcolepsy have been explored.
However, the potential modifying effect of narcolepsy HLA marker
DQB1*06:02 on daytime alertness in Parkinson disease has not been
investigated.

STUDY HYPOTHESIS AND AIMS: We hypothesize that HLA DQB1*06:02
status in individuals with Parkinson disease taking dopaminergic agents may
influence the risk for EDS and sleep attacks. The primary aim of this study is
to assess the relationship between HLA DQB1*06:02 status and performance
on the modified Epworth Sleepiness Scale (mESS) in PD individuals taking
dopaminergic medications.

STUDY DESIGN: This will be a prospective observational study of individuals
with Parkinson disease taking dopaminergic agents. They will be screened
and recruited in the Parkinson Disease and Movement Disorders Center at
Albany Medical College, Albany, NY. Main outcome variables are the mESS
score (0-36) and HLA DQB1*06:02 status (present or absent). A sample of
160 subjects will be sufficient to detect a moderate and clinically meaningful
difference in mESS between HLA DQB1*06:02 positive and negative groups.
Mean comparison in the two independent groups and post-hoc power
calculation will be performed using independent sample t test. Variables that
can influence daytime alertness in PD (disease duration and severity,
disability, medications, age, gender, cognitive status, mood status, sleep co-
morbidities) will be collected. Study procedures (questionnaires, phlebotomy
etc.) will be administered in one visit. The study is minimal risk.

How will your project contribute to the treatment, prevention or cure of a
neurological disease(s)?
Identifying a risk factor for EDS and sleep attacks in Parkinson disease, such
as the HLA DQB1*06:02 could have an immediate impact on patient care. It
could help guide counseling at-risk patients regarding driving. It could also
inform treatment choices with respect to dopaminergic agents more likely to
enhance this potential genetic risk. Most major commercial laboratories offer
HLA DQB1*06:02 testing such that findings of this study could be readily
implemented into clinical practice.
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Project Budget
Total expense budget
An estimated total is acceptable.

38000

Value of existing funding or in-kind support
What portion of the above total expense has funding already received or promised?

10000

Portion to be raised through crowdfunding
How much are you seeking from the crowdfunding platform?

28000

Attachments and Verifications

Please download, fill out, and upload this Financial Disclosures &
Conflict of Interest form.

Financial Disclosures & Conflicts of Interest Form
ADAM Financial-Disclosure-Conflict-of-Interest-Form.pdf

NIH formatted Biosketch of Principal Investigator (3-4 pages max)
Adam_NIHBioskech_050518.docx

NIH formatted Biosketch of Co-Investigator 1 (3-4 pages max)

NIH formatted Biosketch of Co-Investigator 2 (3-4 pages max)

I understand that the American Brain Foundation will not post approved
projects for crowdfunding until documentation of IRB approval or exemption
is provided.
Yes
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ABF Full Application
Applicant Information

Principal investigator's contact information:

Prefix

First Name
Octavian

Last Name
Adam

Suffix

Title

Institution Name
Albany Medical College

E-mail
adamo1@amc.edu

Office Phone
(518) 262-6611

Office Fax
(518) 262-6612

Project Details

Project Title
NARCOLEPSY GENETIC MARKER HLA DQB1*06:02 AND DAYTIME ALERTNESS
IN PATIENTS WITH PARKINSON DISEASE TREATED WITH DOPAMINERGIC
AGENTS

Project Start Date
August 01, 2018

Project End Date
July 31, 2019

Disease focus
Select up to 4 options

Movement Disorders

Specific Disease Focus
Non-motor symptoms in Parkinson disease
There is an opportunity to upload supporting documentation (i.e.

images, graphs, etc.) later in the application.

Project Summary/Abstract
BACKGROUND: Excessive daytime sleepiness (EDS) is a common nonmotor
symptom in Parkinson disease (PD). EDS can have a profound impact on
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quality of life even when motor symptoms are well controlled. EDS can result
in sleep attacks and cause road fatalities. Multiple factors influence EDS in PD
including dopaminergic medications [1]. However, not all patients with PD on
treatment with dopaminergic medications develop EDS. Importantly, reliable
predictors and quantifiers of the risk of EDS are lacking. Genetic risk may
play a role. EDS and sleep attacks are also common in narcolepsy. HLA
DQB1*06:02 is present in 12-30% of the general asymptomatic population
and increases risk of narcolepsy by a factor of 200. Environmental modifiers
such as exposures to certain vaccines and sleep deprivation may unmask
clinical symptoms of narcolepsy in otherwise asymptomatic carriers. We
hypothesize a similar combined effect of PD and dopaminergic agents on HLA
DQB1*06:02. Therefore, patients with PD treated with dopaminergic agents
will be recruited and tested for HLA DQB1*06:02. Clinical symptoms of EDS
and sleep attacks will be compared between HLA positive and negative
subgroups.

STUDY DESIGN: This is a prospective observational study of 160 participants
with PD taking dopaminergic agents. Main outcome variables are the
modified Epworth Sleepiness Scale score and HLA DQB1*06:02 status.
Variables that can influence daytime alertness in PD (disease duration and
severity, disability, medications, age, sex, cognitive status, mood status,
sleep co-morbidities) will also be collected [2]. Study procedures will be
administered in one visit. The study is minimal risk.

Lay Summary
Description of your project for a non-neuroscientist audience

Daytime sleepiness is common in people with Parkinson disease and may
sometimes be so severe that it causes people to fall asleep without warning
(“sleep attacks”). Sleep attacks can be especially dangerous for people with
Parkinson disease who drive. Our study is looking to see if a narcolepsy
genetic marker called HLA DQB1*0602 can help find out who with Parkinson
disease is more likely to experience daytime sleepiness and sleep attacks.
Project Narrative
SCIENTIFIC RATIONALE: Excessive daytime sleepiness (EDS) and sleep
attacks have a significant impact on quality of life in PD. Reliable markers for
the risk of EDS and sleep attacks in PD are lacking.
Sleep-wake dysregulation similarities between PD and narcolepsy/
hypersomnia are the basis for studies that have investigated narcolepsy-
specific markers such as orexin in patients with PD who experience EDS and
sleep attacks [3-5]. HLA DQB1*06:02 is a genetic risk factor for narcolepsy.
It is found in 98% of people with type 1 and in 50% of people with type 2
narcolepsy [6]. HLA DQB1*06:02 is also present in 12-30% of the healthy
population and is predicted to increase the risk of narcolepsy by a factor of
200 [7]. Asymptomatic HLA DQB1*06:02 carriers can develop symptoms of
narcolepsy/hypersomnia given the right environmental stressor, such as
exposure to a specific brand of vaccine against H1N1 [8] or sleep deprivation
[9]. A similar combined effect of PD and dopaminergic agents on HLA
DQB1*06:02 may explain the increased risk of EDS in select individuals. HLA
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DQB1*06:02 in PD patients who experience EDS and sleep attacks has not
been investigated.
STUDY CONCEPT: This is an exploratory study of the association between
narcolepsy/hypersomnia genetic risk factor HLA DQB1*06:02 and EDS and
sleep attacks in PD. Daytime alertness in PD will be measured using clinical
scales (mESS). Mean difference in EDS will be compared between HLA
DQB1*06:02 positive and negative PD individuals. Potential confounding
variables will also be collected and compared between the two groups.

Facilities and Equipment
FACILITIES:
Site: This study will be performed at Albany Medical College, part of the
Albany Medical Center, Albany, NY.
Clinic: Recruitment, enrollment and study visits will take place at the
Parkinson’s Disease and Movement Disorders Center. This fully functioning
clinic space is dedicated to movement disorders, with infrastructure that
supports research onsite.
Laboratory: The HLA DQB1*0602 analysis will be performed in the Albany
Medical Center Transplant Immunology Laboratory. The Albany Medical
College Transplantation Immunology Laboratory is a histocompatibility and
immunogenetics laboratory fully accredited by the American Society for
Histocompatibility and Immunogenetics and the New York State Department
of Health. We have all the necessary reagents, equipment and
instrumentation for providing DQB1*06:02 typing for this study, including a
Promega Maxwell for DNA isolation, a Nanodrop for DNA quantitation, an
Applied Biosystems QuantStudio 6 for RT-PCR-SSP typing using Linkage
Biosciences reagents, or Applied Biosystems GeneAmp 9700 thermalcyclers
and a gel apparatus for micro PCR-SSP typing using One Lambda reagents.
We also have secure -80°C freezers for sample storage.
Computers: Terminals in each exam room and at physician and nursing
workstations provide secure access to the electronic health record, e-mail,
Internet access, and relevant software.
Offices: The investigator’s office is 120 sq ft and located adjacent to the
clinic. Clinic staff and clinical research staff offices are close by. All clinical
research records are stored securely in locked file cabinets in offices with
access limited to research personnel.
EQUIPMENT:
All equipment necessary for efficient conduct of clinical research is
maintained in the clinic.

Specific Aims
Objective: To identify genetic risk factors for EDS and sleep attacks in PD
patients treated with dopaminergic agents.
Overarching Hypothesis: Daytime alertness in Parkinson disease is influenced
by a variety of factors (e.g. disease duration and severity, dopaminergic
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medications, sleep comorbidities etc.). One of these factors is represented by
genetic polymorphism.
Specific Hypothesis: The narcolepsy genetic marker HLA DQB1*06:02 is
associated with reduced daytime alertness in individuals with Parkinson
disease treated with dopaminergic medications.
Specific Aims:
Aim 1) To assess the relationship between HLA DQB1*06:02 status and
performance on the modified Epworth Sleepiness Scale (mESS) score in PD
individuals. mESS is an expanded version of ESS with added specificity for
EDS and sleep attacks in PD [1].
Aim 2) To assess the relationship between HLA DQB1*06:02 status and the
Inappropriate Sleep Composite Score (ISCS) in PD individuals. ISCS is
extracted from the mESS and examines the likelihood of falling asleep during
certain activities.
Aim 3) To assess the impact of dopaminergic medication (converted to
levodopa dose equivalent) on Aims 1 and 2.

Research Strategy
Significance, Innovation, Approach, Timeline

SIGNIFICANCE AND INNOVATION: Identifying a genetic risk factor for EDS
and sleep attacks in Parkinson disease, such as the HLA DQB1*06:02, could
have an immediate impact on patient care. It could help guide counseling at-
risk patients regarding driving. It could also inform treatment choices with
respect to dopaminergic agents more likely to enhance this potential genetic
risk. HLA DQB1*06:02 testing is readily available commercially, currently
being used in clinical practice as an adjunct in the diagnosis of narcolepsy
and hypersomnia in select patients. Findings of this study could be readily
implemented into clinical practice. Future studies may focus on the
relationship between HLA DQB1*0602 status and objective polysomnographic
markers (sleep latency, maintenance of wakefulness) in PD patients. The
interplay between HLA DQB1*0602 and dopaminergic agents in individuals
with PD experiencing EDS and sleep attacks is another area of potential
future research. Results may inform research into other sleep disorders
treated with dopaminergic medications (restless legs syndrome, periodic leg
movements of sleep).
APPROACH: This will be a prospective observational study. The study
population will consist of individuals with Parkinson disease who are on
treatment with dopaminergic medications, independent (Schwab and England
>70%, in order to be most functionally impaired by EDS and sleep attacks)
and cognitively preserved (Montreal Cognitive Assessment >23, in order to
be able to recall information required in the questionnaires), without a
history of narcolepsy, hypersomnia, untreated sleep apnea, or a diagnosis of
a primary psychiatric disorder, significant medical comorbidities, current
substance abuse or deep brain stimulation. Main outcome variables are the
HLA DQB1*06:02 status (independent nominal variable, present or absent)
and mESS score (dependent continuous variable, 0-36). Although the
frequency of HLA DQB1*06:02 in the PD population is unknown, it is
assumed to be comparable to the one in the general population (12-30%). A
sample of 160 subjects will provide 80% power to detect a moderate
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(Cohen’s effect size 0.62) and clinically meaningful three-point difference in
mESS (0.8 point difference in ISCS) between HLA DQB1*06:02 positive and
negative PD groups at a significance level of 0.05. Mean comparison between
the two independent groups (HLA negative and HLA positive) and post-hoc
power calculation will be performed using 2-sided independent sample t test
(or equivalent nonparametric test if dependent variable not normally
distributed). Variables that can influence daytime alertness in PD (disease
duration and severity, disability, medications, age, gender, cognitive status,
mood status, sleep co-morbidities) will also be collected via motor
examination (Unified Parkinson Disease Rating Scale), questionnaires
(Parkinson Disease Sleep Scale, Mayo Sleep Questionnaire) and chart review
(demographic data, medical history, medications etc.). Study procedures will
be administered in one visit. HLA results will not be available at the time of
clinical data collection. Study participation presents minimal risks for
subjects.
TIMELINE: We anticipate completing enrollment within a consecutive 12-
month period, followed by a 6-month period of data analysis, manuscript
preparation and submission for publication.

List up to 5 milestones you will reach within the first 6 months of your study.
1. Reach 50% enrollment
2. Run interim analysis to reassess needed sample size

Age of Population Group(s) that will potentially benefit from this research
(check boxes that apply)

All Ages
Seniors (65+)

Scientific Literature References

Please upload one PDF that includes up to ten scientific literature references.
referencesPDF.pdf

Budget, Attachments and Acknowledgements

Budget
We recognize that changes may have occurred since the time you submitted your
Letter of Intent. Please share the most recent accurate numbers below:
Total Project Budget
38894

Total existing funding or in-kind support

34



10000

Amount to be raised through crowdfunding campaign
28894

Please upload a detailed budget and budget justification
Detailed Budget and Justification.pdf

Additional Attachments
Please consolidate all supporting documentation to be included with your
proposal, i.e. images, graphs, etc. into one PDF and upload here.
LOSVerdile_Crowdfundforcures_06262018_Adam.pdf
Evidence of institutional support. Recommended to have a letter from your
department chair that includes information about the value of the
department's support (in-kind or otherwise).
Institutional and Department Support.pdf

Documentation of IRB/IUCAC approval or exemption, if applicable.

Acknowledgements
I understand that the ABF will not list approved projects for general public
crowdfunding campaigns until documentation of IRB/IUCAC approval or
exemption is provided.
Yes
I understand that approval of the project to be shared on the crowdfunding
campaign site is dependent on providing and working with the ABF staff to
create the requisite materials that present the project in an engaging, easy-
to-understand website presentation. I am amenable to working with the ABF
staff to create such materials.
Yes
I understand that approval once a project has been completed, I will be
required to submit a summary of my findings to be posted online (one page),
and will submit this in a reasonably timely fashion. I also agree to submit a
financial report, and to co-sign a thank you letter with the ABF that will be
sent to donors.
Yes
I understand and agree that the ABF may share the information that I
provide (including but not limited to the project description and relevant
biographical/background details) in conversations with other potential
funders outside the website to bolster fundraising efforts.
Yes

American Brain Foundation Release Agreement

American Brain Foundation
Release Agreement – Research

1. Grant. For good and valuable consideration, the receipt and sufficiency
of which is hereby acknowledged, I grant to the American Brain
Foundation (“ABF”) and to the ABF’s affiliates (including the American
Academy of Neurology), and their respective contractors, agents,
assigns, licensees, and successors (collectively, the “ABF Group”), a
worldwide, royalty-free, perpetual, irrevocable right to take and use my
image, likeness, voice, verbal statements, written testimonials and
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name and all images, videos, sound recordings, and written and verbal

materials that I provide to the ABF (collectively, the “Materials ”), in all
forms and media, including composite or modified representations, for
the purpose of promoting and supporting the missions of the ABF. For
the avoidance of doubt, the Materials include all research project
proposal information, project reports and other research-related
information submitted to the ABF. I understand and agree that the ABF
may publish the Materials on any and all media, including printed
matter, promotional materials, e-mail, websites and social media
platforms.

2. Acknowledgement of Use. I understand that the ABF Group may use
the Materials on any and all media, including printed matter,
promotional materials, e-mail, websites and social media platforms. I
understand that the ABF’s use of the Materials may intentionally or
unintentionally give rise to the impression that either I or a family
member suffers from brain/neurologic disease, and I nevertheless
consent to this use. The ABF is not obligated to utilize any of the rights
granted in this agreement. I waive the right to inspect or approve any
uses of the Materials in connection with this grant.

3. Warranty. I warrant that I have the full power to enter into this
agreement and to grant the aforementioned rights.

4. Release. I release the ABF Group from all liability for any claims that
may arise regarding the use of Materials, including any claims of
defamation, invasion of privacy, or infringement of moral rights, rights
of publicity, or copyright. The ABF is permitted, although not obligated,
to include my name as a credit in connection with any use of the
Materials.I have read and understood this agreement, I
understand that it contains a release of liability, and I am over
the age of 18. This agreement expresses the complete understanding
of the parties and shall be binding on me and my heirs, legal
representatives and assigns. I understand that I am entering into a
legally binding agreement and that clicking “I Accept” below shall have
the same legal effect as my signature on this Release Agreement.

I Accept

Application Fee

There is a $100 non-refundable crowdfunding application fee. Applications
will not be considered until the fee payment has been received. Click on the
link below to submit your payment online or send a check made out to
American Brain Foundation to 201 Chicago Ave, Minneapolis, MN 55415.

Submit my application fee now!
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Funding Agency: American Brain Foundation Crowdfund for Cures

Principal Investigator: Octavian Adam, MD

Study Period: 8/1/2018 Through

Project Title:

Institution: Albany Medical College
Percent Base Salary 13.60% Y1 Project
Effort Salary Requested Fringe Total Total

5% $212,000 $10,600 $1,442 $12,042 $12,042
10% $60,000 $6,000 $816 $6,816 $6,816

$18,858 $18,858
Cost Total Total

$350 $350 $350
$150 $150 $150

Cost Total Total
$16,000 $16,000 $16,000

Direct Total Total
$16,500 $16,500 $16,500

$35,358 $35,358
$3,536 $3,536

$38,894 $38,894

Narcolepsy Genetic Marker HLA DQB1*06:02 and daytime alertness in patients with Parkinson disease treated 
with dopaminergic agents

7/31/2019

Total Direct Costs

HLA marker testing 

Clinical supplies 
Supplies

Personnel  
Name
Octavian Adam, PI
Clinical Research Coordinator (TBN)
Total Personnel

Regulatory binders, other study supplies

TOTAL COSTS

Other Expenses

Total Non Personnel

Indirect Costs (10%)

 
 
 
BUDGET JUSTIFICATION 

Personnel 

Octavian Adam, MD (Principal Investigator).  Dr. Adam is an Associate Professor in the Department of Neurology 
who is fellowship-trained in movement disorders and a member of the faculty practice in the Parkinson”s Disease and 
Movement Disorders Center at Albany Medical College. Dr. Adam will oversee the clinical research and is responsible 
for experimental design, implementation, data analysis, and reporting of the data. He will recruit patients from the 
movement disorders clinic for participation in this study and will provide oversight and guidance to the clinical research 
coordinator.  
 Effort is estimated at 0.6 calendar months. Funds are requested equivalent to 5% of annual salary plus fringe 
benefits (rate 13.6%):  $12.042 

Clinical Research Coordinator.  The Department of Neurology has 4 full-time clinical research coordinators (CRCs) 
contributing effort to various clinical research projects. A CRC will be assigned to assist the PI in identifying patients for 
participation in this study. The CRC will consent subjects for inclusion in the study, collect medical history, 
demographics, medications, etc., schedule and attend all study visits, perform and process blood draws, scales, and other 
data collection, issue study stipends, maintain regulatory records, and follow up with participants as necessary. 
 Effort is estimated at 1.2 calendar months. Funds are requested equivalent to 10% of annual salary plus fringe 
benefits (rate 13.6%):  $6,816 

 TOTAL PERSONNEL COSTS:  $18,858 
 
Supplies 
The supply budget reflects the requirements for the proposed research. Cost estimates are based on current prices, and 
projected quantities of materials are indicated where applicable. 

Clinical supplies are required for one blood draw per subject for HLA DQB1*06:02 testing, including butterflies, gloves, 
and BD 366643 10-ml tubes. Total costs for 160 subjects are estimated at $350. 
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Other supplies include regulatory binders and other organizational tools for use by the research team. Total costs are 
estimated at $150. 

Other Expenses 

Genetic testing. All subjects will undergo HLA marker testing in this study at an estimated cost of $100 per subject. Total 
costs for 160 subjects are estimated at $16,000. HLA testing will be conducted at the Transplantation Immunology 
Laboratory at Albany Medical Center. The Transplantation Immunology Laboratory director is Dr. Amy Hahn and the 
technician is Mr. Don Constantino. HLA testing quotes obtained from several commercial laboratories (which included 
Quest Diagnostics, ARUP Laboratories and Mayo Clinic Medical Laboratories) ranged between $218 and $291. The HLA 
testing by the Albany Medical Center Transplantation Immunology Laboratory for the purpose of this research project 
was priced to reflect only reagent costs and does not represent commercial pricing, which is higher.  

TOTAL NON PERSONNEL COSTS:  $16,500 
 

F&A AND OTHER INSTITUTIONAL COST/PRICE SUPPORT 
Albany Medical College (AMC) is a 501(c)(3) tax exempt organization and is subject to OMB circular A-133 cost 
principals. Non-profit educational organizations including AMC are also subject to OMB circular A-122 and A-21. As a 
result, time and effort certification systems are in place to assure that charges are not made in excess of delivered effort on 
the project. 
Indirect rate: In accordance with the sponsor’s policy, the indirect cost rate for this budget is 10% of base. Base is 
Modified Total Direct Costs consisting of salaries and wages, fringe benefits, materials, supplies, services, and travel, 
excluding equipment and patient care. 
Fringe rate: AMC’s current DHHS fringe benefit rate of 13.6% has been used to calculate fringe costs for this budget. 
Salary: AMC faculty salary levels are determined by academic rank, promotion and tenure guidelines and individual 
faculty contracts. Non-faculty salaries are governed by institutional policies regarding personnel compensation. Salaries 
are not directly contingent upon the awarding of specific grants or contracts. Costs for AMC personnel are based on 
percentage effort subject to the Salary Rate Limitation (PL110-005). 
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Dear Applicant: 
 
In the increasingly complex world of scientific publication, concerns about commercial influence and 
other possible conflicts make it important for authors to disclose all potential sources of bias. Our 
system of reviewing conflicts of interest aligns with the policies of the American Academy of 
Neurology and allows donors to judge whether conflicts exist. Please complete this form, referring to 
the definitions in the beginning regarding commercial entities, compensation, expert witness, and 
"immediate family member." At first glance, this task may seem onerous, but will likely take less than 
10 minutes.  
 
What to expect: You will be asked whether you have disclosures relating to each question (check yes or 
no) and will be provided a field in which to list the disclosures. Filling out the forms on the next few 
screens will be easiest if you have a list of the following items regarding your activity (either commercial 
or non-profit) and that of any immediate family members during the period of your project. Disclosures 
are required for any dollar amount, except for gifts valued under $1000. Names of commercial and non-
profit entities are required along with specific roles, grant numbers for grants, and specific years. No 
dollar amounts need to be included. Please indicate complete names of sponsors or companies.  
 
DEFINITIONS 
 
Personal compensation:  
Serving on a scientific advisory board  
Gifts worth more than $1000  
Travel funded by a commercial entity  
Serving as a journal editor, associate editor, or on an editorial advisory board  
Patents held or pending  
Royalties from publishing  
Honoraria for speaking engagements  
Corporate appointments or consultancies  
Speakers' bureaus   
Clinical, neurophysiology, or imaging studies in your practice and % effort devoted if the result of this 
paper will benefit your practice, affiliated unit, or a sponsor  
 
Research support:  
Commercial research support  
Government research support (including funding organization, grant number, and role)  
Academic research support not attributed in the manuscript  
Support from a non-profit foundation or society  
Stock options for serving on a Board of Directors  
License fee payments  
Royalty payments from technology or inventions  
 
Stocks, stock options, and royalties  
Stock options in a company in which you are (were) an investigator  
Stock options in medical industry  
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Legal proceedings  
Expert testimony for a legal proceeding on behalf of industry  
Affidavit for a legal proceeding on behalf of industry  
Witness or consultant for a legal proceeding on behalf of industry  
 
Optional non-financial  
Non-financial disclosures you wish to share  
 
Definitions of Terms in Disclosure Agreement  
Commercial entity: A for-profit business that manufactures, distributes, markets, sells, or advertises 
pharmaceutical or scientific products or medical devices.  
Compensation: Anything of monetary value including a salary, honorarium, stipend, gift, or payment of 
travel-related expenses.  
Expert witness: A person who has provided expert medical testimony during a trial or administrative 
hearing, in a deposition or an affidavit, or in any other type of legal proceeding.  
"Immediate family member": Any person who would benefit financially from the publication of the 
manuscript because of their relationship to the author. This includes a member of an applicant’s 
immediate family or anyone else who has a significant relationship with the applicant.  
 
Please provide all financial relationships (and those of your "immediate family members") from the past 
two years regardless of whether these relationships are related to the project described in your 
application. 
 
FINANCIAL DISCLOSURE  
Personal Compensation from Commercial and Non-Profit Entities that benefits you directly or indirectly. 
Within the past two years (and during the course of the study under consideration if the study exceeded 
two years), I or one of my "immediate family members" received personal compensation for the 
following:  
 
All compensation received during the past two years regardless of the relationship to your project must 
be disclosed; for the period exceeding two years, only compensation relevant to the topic of the study 
needs to be disclosed.  
 
1. Serving on a scientific advisory board or data safety monitoring board. List specific disclosures in the 
following format: (1) Commercial or non-profit entity (2) Commercial or non-profit entity... If none, 
please say “None”:  
 
 
 
 
2. Gifts (other than travel or compensation for consulting or for educational efforts) worth more than 
USD $1000. List specific disclosures in the following format: (1) Commercial or non-profit entity, brief 
description of gift, (2) Commercial or non-profit entity, brief description of gift... If none, please say 
“None”: 

NONL

µoµL

42



 
 
 
 
3. Funding for travel or speaker honoraria to the individual from a commercial or non-profit entity not 
included in the study funding [Exclude CME activities and Grand Rounds]. List specific disclosures in the 
following format: (1) Commercial or non-profit entity, type of payment, (2) Commercial or non-profit 
entity, type of payment... If none, please say “None”: 
 
 
 
 
4. Serving as a journal editor, an associate editor, or editorial advisory board member. This may include 
a journal published by your national medical/scientific organization. Please include regardless of 
whether you receive compensation. List specific disclosures in the following format: (1) Full journal 
name, role, year(s), (2) Full journal name... If none, please say “None”: 
 
 
 
 
5. Patents issued or pending. List specific disclosures in the following format: (1) Brief description of 
invention/technology, (2) Brief description of invention/technology... If none, please say “None”: 
 
 
 
 
6. Publishing Royalties (do not include honoraria for occasional writing). List specific disclosures in the 
following format: (1) Full title of work, full name of publisher, year(s) of publication (or receipt of 
royalties), (2) Full title of work... If none, please say “None”: 
 
 
 
 
7. Employment. If you are currently employed by a commercial entity, please disclose below. In addition, 
if your past employment at a commercial entity is directly related to this manuscript, please disclose 
below. List specific disclosures in the following format: (1) Commercial entity, position, years (2) 
Commercial entity, position, years... If none, please say “None”: 
 
 
 
 
 
8. Consultancies. List specific disclosures in the following format: (1) Commercial or non-profit entity, (2)  
Commercial or non-profit entity... If none, please say “None”:  
 

NONE

NON {

NON {

NONL

NONL

NONE
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9. Speakers' bureau. List specific disclosures in the following format: (1) Commercial or non-profit entity, 
(2) Commercial or non-profit entity... If none, please say “None”: 
 
 
 
 
10. Other activities not covered in designations above (if in doubt, provide full disclosure). List specific 
disclosures in the following format: (1) Commercial or non-profit entity, brief description of activity, (2) 
Commercial or non-profit entity... If none, please say “None”: 
 
 
 
 
11. Some studies have potential for financial gain for the project investigators or the sponsor. The 
following question seeks to provide transparency regarding any financial benefits to investigators or 
sponsors.  
 
Do you perform clinical procedures or imaging studies in your practice or unit that overlap with the 
content of your proposed project, practice parameter, or clinical practice guideline and would your 
sponsor or this part of your practice or unit benefit if the conclusions were widely followed?  
Note: This is the only item in this Agreement that applies to an interest that is related specifically to this 
particular study, practice parameter, or clinical practice guideline.  
 
List specific disclosures in the following format: (1) Name of Practice or Research Unit, Clinical 
procedure/imaging study, % of effort (e.g. 35%), year(s), (2) Name of Practice or Research Unit, Clinical 
procedure/imaging study, % of effort (e.g., 35%)... If none, please say “None”: 
 
 
 
 
RESEARCH SUPPORT  
Within the past two years and during the course of the study under consideration if the study exceeded 
two years, I or one of my "immediate family members" received financial or material research support 
or compensation from the following:  
 
All support received during the past two years regardless of the relationship to the study must be 
disclosed; for the period exceeding two years, only support relevant to the topic of the study needs to 
be disclosed.  
 
12. Commercial entities. List specific disclosures in the following format: (1) Commercial entity, (2) 
Commercial entity... If none, please say “None”: 
 

NONE

NONL

:
ONE
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13. Government entities. List specific disclosures in the following format: (1) Sponsor/funding source, 
grant number(s), role, year(s), (2) Sponsor/funding source... If none, please say “None”: 
 
 
  
 
14. Academic entities other than those attributed in the manuscript. List specific disclosures in the 
following format: (1) Academic entity, (2) Academic entity... If none, please say “None”: 
 
 
 
 
15. Foundations or societies (include grant number if required by funding agency). List specific 
disclosures in the following format: (1) Full name of Foundation or Society, (2) Full name of Foundation 
or Society... If none, please say “None”: 
 
 
 
 
STOCK, STOCK OPTIONS & ROYALTIES  
In the past two years and during the course of the study under consideration if the study exceeded two 
years, I or one of my "immediate family members":  
 
All revenues during the past two years regardless of the relationship to the study must be disclosed; for 
the period exceeding two years, only revenues relevant to the topic of the study needs to be disclosed.  
 
16. Stock or stock options or expense compensation for serving on a board of directors. List disclosures 
in the following format: (1) Commercial entity, (2) Commercial entity... If none, please say “None”: 
 
 
 
 
17. License fee payments. List specific disclosures in the following format: (1) Invention/technology, 
source of payment, (2) Invention/technology... If none, please say “None”: 
 
 
 
 18. Royalty payments or have contractual rights for receipt of future royalty payments from technology or 
inventions (this does not include royalties from publishing). List specific disclosures in the followin  
format: (1) Technology/invention, source of payment, year(s), (2) Technology/invention... If none, please  
say “None”:  

NON {

NON {

NONL

NONL

NONL

NONL
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19. Stock or stock options in a commercial entity sponsoring research with which the author or 
"immediate family member" was involved as an investigator (Excludes investments in mutual funds held 
by the author or dependents). List specific disclosures in the following format: (1) Company, year(s), (2) 
Company, year... If none, please say “None”: 
 
 
 
 
20. Stock or stock options in a commercial entity whose medical equipment or other materials related to 
the practice of medicine. (Exclude investments in mutual funds held by the author or dependents). List 
specific disclosures in the following format: (1) Company, year(s), (2) Company, year... If none, please 
say “None”: 
 
 
 
 
LEGAL PROCEEDINGS  
In the past two years and during the course of the study under consideration if the study exceeded two 
years, I or one of my "immediate family members" have (whether or not it pertains to the topic of the 
current study):  
 
All compensation received during the past two years regardless of the relationship to the study must be 
disclosed; for the period exceeding two years, only compensation relevant to the topic of the study 
needs to be disclosed.  
 
21. Given expert testimony, acted as a witness or consultant, or prepared an affidavit for any legal 
proceeding involving a commercial entity (do not include proceedings for individual patients). You may 
specify role, e.g., 'expert witness for plaintiff' if desired. (Include year only if activity is directly related to 
the present study.)  
 
List specific disclosures in the following format: (1) Commercial entity, activity, year(s), (2) Commercial 
entity, activity, year(s)... If none, please say “None”: 
 
 
 
 
OPTIONAL: NONFINANCIAL DISCLOSURE  
22. I have chosen to declare one or more non-financial competing interests (e.g., special interest groups 
you represent or others that may be affected if your paper is published or that could be perceived as 
biasing the study; the corresponding author should be aware of conflicts of interest that Co-
investigators or Contributors may have). Non-financial disclosures will not be published.  

NON {

NON L

NONE
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List specific disclosures, if none, please say “None”:  
 
 
 
 
       I have completed this Disclosure Statement fully and to the best of my ability. I understand 
       that all Applicants must complete this Disclosure Statement and that the information disclosed may be 
       published if their project is accepted for crowdfunding. 
 
By my electronic signature                

 
 

Sign

 

Click in the box above to add your electronic signature

Date [MM/DD/YYYY]

NON [

*

Adam 5/7/18

OCTAVIAN ADAM
, MD
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Carol Davila University of Medicine and Pharmacy, 
Bucharest, Romania 

 

M.D. 09/01 Medicine 

University Emergency Hospital, Bucharest, 
Romania 

 

Intern 01/02-12/02 Medicine 

Wyckoff Heights Medical Center, Brooklyn, NY 

 

Intern 

 

07/03-06/04 

 

Medicine 

 

University of Texas Medical Branch at Galveston, 
Galveston, TX 

Resident 07/04-06/07 

 

Neurology 

 

 

Baylor College of Medicine, Houston, TX Fellow 07/07-06/09 Movement Disorders 

 
A. Personal Statement 
 
As a movement disorders neurologist, I specialize in the treatment of patients with Parkinson Disease. After 
finishing my military commitment, I returned to the practice of movement disorders. I am currently one of four 
movement disorders specialists in the Parkinson Disease and Movement Disorders Center at Albany Medical 
Center, Albany, NY under the leadership of Dr. Eric Molho.  
Treating patients with Parkinson disease (PD) has open my eyes to how disabling non-motor symptoms can 
be, even when motor symptoms are optimally treated.  In particular, excessive daytime sleepiness (EDS) can 
have a drastic impact on quality of life.  My research interest in EDS was spurred after witnessing first-hand 
how it affected many of my Parkinson disease patients’ self-esteem, ability to work and inter-personal 
relationships. I can think of at least one of my patients, whose severe EDS made him unable to operate farm 
equipment, drive and run his family business, despite excellent motor control. It was at that time when my 
curiosity regarding a potential link between two disorders that share similar phenomenology (EDS), Parkinson 
disease and narcolepsy, began to grow.  
We are in an optimal position to conduct this research. We are a very busy academic movement disorders 
practice with four specialists. We evaluate over one thousand unique patients with Parkinson disease yearly. 
We have an established research program and great experience in conducting clinical trials. HLA testing is 
available at our institution through the Transplant Immunology Laboratory.  
As junior faculty, I am highly motivated to test this concept under the mentorship of experienced senior faculty 
Dr. Eric Molho. I have experience in investigator initiated research. I have previously overseen a traumatic 
brain injury research project through all stages from concept to publication. I am excited to apply these 
previously learned skills forward. Personally, advancing the understanding of non-motor symptoms in 
Parkinson disease is a career goal as a clinician scientist. It will be very gratifying to be able to bring more 
understanding into this often debilitating non-motor symptom (EDS) and improve the care of my patients. 
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B. Positions and Honors 
 
Academic positions: 
09/2017 – present  Associate Professor, Department of Neurology, Albany Medical College, Albany, NY 
05/2015 – 08/2017  Neurologist, Movement Disorders Clinic and Deep Brain Stimulation Program, Baystate 

Medical Center, Springfield, MA 
05/2014 – 08/2017  Neurologist, Movement Disorders Clinic, Berkshire Medical Center, Pittsfield, MA 
09/2010 – 05/2014 Assistant Professor, Department of Neurology, Uniformed Services University Health 

Science, Bethesda, MD 

07/2009 – 04/2010 Assistant Professor, Department of Neurology, University of Texas Medical Branch at 
Galveston, Galveston, TX 

05/2008 – 06/2009  Clinical Instructor, Department of Neurology, Baylor College of Medicine, Houston, TX 
 
Specialty boards and licensure: Issue Date      Expiration 
American Board of Psychiatry and Neurology 06/2009       12/2019 
Massachusetts License 09/11/2013      05/21/2020   
New York License 01/11/2016      04/30/2019 
Texas License 06/08/2007 05/31/2019 
 
Military research appointments: 
07/2012 - 02/2013 Senior Researcher, Joint Combat Casualty Research Team, Camp Leatherneck, 

Operation Enduring Freedom, Afghanistan 
 
Awards and honors: 
2012 Joint Service Achievement Medal, Joint Combat Casualty Research Team, Operation 

Enduring Freedom, Afghanistan 
2012 Navy and Marine Corps Commendation medal, NATO Role III, Multinational Medical 

Unit, Kandahar Air Field, Operation Enduring Freedom, Afghanistan 
2007 The John R. Calverley, MD Senior Resident Award for Excellence in Neurology, 

University of Texas Medical Branch at Galveston, Galveston, TX 
 
 
C. Contributions to Science 
 
Traumatic Brain Injury 
Blast-related traumatic brain injury is one of the most prevalent war injuries suffered by service members in the 
conflicts in Iraq and Afghanistan. While deployed as an active duty US Navy neurologist, my focus was to 
better understand the extent of blast-related brain injuries. To that end, I initiated a research protocol of clinical 
and MRI assessment acutely after trauma in brain injured service members in Afghanistan. In collaboration 
with a research team at Washington University, St Louis, MO, we found significant cognitive,  psychiatric and 
brain white matter changes (by diffusion tensor imaging) even in the mildest brain injuries. My role as the 
Principal Investigator was the conception, design, regulatory approvals, execution in Afghanistan, post-hoc 
data analysis and generation of manuscripts. Longitudinal follow up of the initial cohort was conducted by my 
colleagues at Washington University, St Louis, MO. Findings showed persistence of cognitive and psychiatric 
impairments 12-18 months later. A long term 5-7 year follow up extension is still under way. Preliminary 
analysis evidences long term persistence of deficits with impact on quality of life, despite what were initially 
considered “mild traumatic brain injuries”. These findings expanded our understanding of both early and long-
term effects of mild traumatic brain injuries sustained by veterans in combat.   
 
1. Mac Donald C, Johnson A, Wierzechowski L. Kassner E, Stewart T, Nelson E, Werner N, Adam O, Rivet 

D, Flaherty S, Oh J, Zonies D, Fang R, Brody D. Outcome Trends after US Military Concussive Traumatic 
Brain Injury. J Neurotrauma. 2017;34:2206-19. 
 

2. Haran F, Dretsch M, Slaboda J, Johnson D, Adam O, Tsao J. Comparison of baseline-referenced versus 
norm-referenced analytical approaches for in-theater assessment of mild traumatic brain injury 
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neurocognitive impairment. Brain Inj. 2016;30:280-6 
 

3. Adam O, Mac Donald C, Rivet D, Ritter J, May T, Barefield M, Duckworth J, LaBarge D, Asher D, 
Drinkwine B, Woods Y, Connor M, Brody D. Clinical and imaging assessment of acute combat mild 
traumatic brain injury in Afghanistan. Neurology. 2015;85:219-27. 
 

4. Mac Donald C, Adam O, Johnson A, Nelson E, Werner N, Rivet D, Brody D. Acute post-traumatic stress 
symptoms and age predict outcome in military blast concussion. Brain. 2015;138:1314-26. 

 
Complete List of Published Works in MyBibliography: 
https://www.ncbi.nlm.nih.gov/sites/myncbi/1vcLJTdook4g9g/bibliography/54897392/public/?sort=date&directio
n=ascending  
 
 
D. Research Support 
 
Ongoing Research 
 
Abbott  Pilitsis (Site PI) 2017-present 
PROGRESS (Post Market Clinical Follow Up Evaluating the Infinity Deep Brain Stimulation Implantable 
Pulse Generator System) 
The purpose of this postmarket study is to support the chronic clinical performance of the Infinity Deep Brain 
Stimulation (DBS) Implantable Pulse Generator (IPG), DBS leads, extensions and related system 
components. This is a prospective, single-blind, observational multicenter 12 month post-market clinical 
follow up study.  
Role: Sub I 

 
Abbott Pilitsis (Site PI) 2017-present 
PREFERENCE-H (Prospective Evaluation comparing the Effects of Constant Current versus Constant 
Voltage in Deep Brain Stimulation using hybrid systems) 
The purpose of this study is to evaluate the subject’s preference for different stimulation modes (i.e. constant 
voltage and constant current). This is a prospective, multicenter, observational, open label, postmarket 
clinical study. 
Role: Sub I 

 
Completed Research 
 
US Navy Adam (PI) 2011-2013 
Clinical and MRI Assessment of Acute Blast-Related Mild Traumatic Brain Injury 
The purpose of this study was to assess clinical outcomes and MRI findings acutely after blast-related brain 
injuries sustained by service members in combat in Afghanistan.  
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