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• The VA National Registry of Veterans with ALS and VA Biorepository Brain Bank 

(VABBB) were developed by VA in response to findings that linked ALS to 

deployment to the Persian Gulf and military service in general 
 

• The VABBB (CSP 501) is coordinated at the Massachusetts Veterans Epidemiology 

Research and Information Center (MAVERIC) at VA Boston Healthcare 

System(VABHS) 
 

• Veterans/next-of-kin receive regular follow-up from VABBB staff 
 

• Tissue is analyzed, processed and stored at the Southern Arizona Core Tissue 

Laboratory (SACTL) at the Southern Arizona VA Healthcare System (SAVAHCS) in 

Tucson, AZ 
 

• Diagnostic neuropathological analyses are conducted at the VAs in Bedford/Boston, 

MA 
 

• Tissue/data releases to investigators are ongoing 



VABBB has consented Veterans from 47 states 

Red markers – VA pathology department; Blue markers – non-VA diener 



VABBB has a: 

 

55% success rate in consenting referrals 

 

100% success rate in tissue recovery when we have 

been contacted and next-of-kin wants to proceed 

 

88% of recovered tissue is high quality (RIN > 4) for 

research 

• Given the development of the VABBB as a national tissue 

recovery model, this model was adapted to develop the Gulf 

War Veterans’ Illnesses Biorepository (GWVIB) 2-year pilot 

study (CSP501B) 

 

• New challenges for the development of the GWVIB were: 

– GWVIB open to all 1990-1991 Gulf War Veterans regardless of 

whether they receive care at VA 

– Research tissue needs of investigators 

– Recruitment and enrollment procedures 

– Data acquisition and management 

– Ongoing follow-up 

 



* Gulf War Era Veterans Report: Pre-9/11, February 2011 

 

* Gulf War Era Veterans Report: Pre-9/11, February 2011 

 



Red markers – VA pathology department; Blue markers – non-VA diener 



• The value of postmortem CNS tissue had already been 
established via feedback from the RAC-GWVI and the 
literature: 

– Accurate diagnoses of neurodegenerative diseases can only be 
obtained through post-mortem pathology 

– Necessary for clinicopathological correlation  

– Human tissue is required to study human disease and to test the 
relevance of results from animal models 

– High quality DNA, RNA, and protein required for accurate and 
reproducible results 

– May aid in the understanding of disease, the discovery of new 
diagnostic targets, and the development of therapeutics 

• The need for non-CNS tissue had not been established 

• Collecting non-CNS tissue presented considerable 
logistical hurdles 

• Poll conducted of 33 VA Gulf War Researchers did not 
presently support the need to collect non-CNS tissue 

• Based on this feedback it was decided to begin the 
GWVIB as a CNS tissue biorepository 

• Non-CNS tissue collection could be considered in the 
future if the need arises 



• Boston-MAVERIC/Bedford VA  

– Operations and data coordinating center 

– Recruitment/enrollment/follow-up 

– Pager coverage/tissue recovery coordination 

– Medical informatics 

– Data management 

– Diagnostic neuropathology 

• Tucson- SACTL 

– CNS tissue processing/storage 

– CSF processing/storage 

– Tissue data management 

• Web site * 

    (www.research.va.gov/programs/tissue_banking/GWVIB.va.gov ) 

• Brochure 

• Nationwide toll-free number- 855-561-7827 * 

• Postings on GW Veteran web sites and newsletters 

• Outreach to GW Veteran organizations 

 

 * Web site and toll-free number “go live” on 7/9/12 





• Purpose of study 

• Broad based consent 

• Ongoing data collection/recontact 

• Permission to be contacted for other studies 

• Use of results 

• Confidentiality 

• Next-of-kin consent 



• Data collected at enrollment 

– Health history, GW symptom checklists (e.g., Kansas, Fukuda), 
military and occupational neurotoxicant exposures, etc. via mailed 
questionnaire 

– Medical history from VA electronic medical record if present 

 

• Data collected during semi-annual or annual follow-up 

– Updated medical history and contact information via telephone 
and mailed questionnaires 

 

 



Domains assessed: 

– Demographics and physical features 

– Gulf War Veterans’ illnesses symptom checklists 
• Gulf War illness by Kansas case definition and chronic multisymptom 

illness by Fukuda case definition 

– Military and occupational exposures (SNAC-Short Form) 

– Health history and healthcare use 

– Family health history 

– Military service and combat exposure 

– Tobacco and alcohol use 

• Semi annual or annual follow-up to monitor health 

 

• Portfolio development: 

– Contact VAMCs as primary tissue recovery site 

– Private hospitals, dieners, coroners, if VAMC unavailable 

– Employ funeral home for transport 

– Send specimen box to tissue recovery facility 

 

• Brain, spinal cord & cerebrospinal fluid recovery 

– 24/7 coverage with delivery to Tucson by special door-to-door 
courier service 



Specimen Receipt (recording code #, age, gender, PMIs, cause of death) 

Grossing (digital imaging, dry ice freezing, formalin fixation/FFPE blocks)  

Storage ( frozen, FFPE blocks, slides; barcode labeling, database input) 

Distribution (request review, inventory assessment, database tracking) 

Tissue Monitoring (Luxol/H&E slides; QC: tissue pH, RNA integrity)  

Neuropathology report (gross report; diagnostic) 

Donor 

• Age, Ethnicity, Gender 

• COD   

Event 

• i.e. Grossing 

• pH, RIN, PMIs, reports, images  

Sample 

• Sample number/Storage location 

• Anatomic region, FFPE, Frozen 



– Tissue request form 
• Description of review process for investigators 

• Specific aims, IRB approval, analyses to be conducted, tissue needed 

– Review committee composition 
• Standing committee composed of members from all biorepository sites, 

VACO and outside experts 

• Membership is published 

– Review procedures and criteria 
• Initial submissions checked for completeness and forwarded to committee 

• Monthly meeting by conference call to review submissions 

• Committee reviews and scores application 

• Investigator notification timeline 

– Distribution procedures 

Boston 

• Neil Kowall, M.D., Principal Investigator 

• Christopher (Kit) Brady, Ph.D., Co-investigator 

• Maxine Krengel, Ph.D. , Co-investigator 

• Shelley Amberg, M.P.H., Project Coordinator 

• Sally Perkins, M.S., Project Manager 

• Latease Guilderson, M.S.W., Research Assistant 

Bedford/Boston 

• Ann McKee, M.D.,  Site PI and Chief Neuropathologist 

• Thor Stein, M.D., Ph.D., Neuropathologist 

Tucson 

• Stephen Renner, M.D.,  Site PI 

• Katrina Trevor, Ph.D., Co-investigator 

• Jim Averill, Data Manager 

• Sean Walker,  Molecular Biology Specialist 



Thank you! 

The GWVIB (CSP501B) is funded by the  
VA Biomedical Laboratory Research and Development Service 


