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Cooperative Huntington Observational Research Trial (COHORT): Baseline 
Mental Health Risks 
 
Background 
COHORT is a prospective observational study enrolling research participants with 
manifest Huntington disease (HD), pre-manifest HD, 50% risk for HD, and family 
members with no risk for HD.  Major objectives are to provide systematic clinical 
assessments and associated biological samples for scientific investigation,  expedite 
recruitment for therapeutic trials, and identify emerging clinical risks among COHORT 
participants.  
 
Methods 
We analyzed baseline demographic and clinical data for the four participant groups as of 
September 16, 2008.  We assessed mental health risks by examining Unified Huntington 
Disease Rating Scale ratings for the frequency and severity of depressed mood and 
suicidal thoughts and compared subpopulations with elevated “risk” scores (> 2 on 
depressed mood or > 1 on suicidal thoughts).   
 
Results 
In COHORT, 1523 participants have enrolled at 39 research sites in Australia, Canada 
and the United States.  

 
* p < 0.01 vs. No Risk,     # p = 0.03 vs. 50% Risk  
Conclusion 
Mental health risks including elevated depressed mood and suicidal thoughts are in 
keeping with the genetic risk of inheriting the HD gene. The predominance of women in 
the pre-manifest and at-risk subpopulations compared with manifest HD and family 
members with no risk for HD is consistent with the gender disproportion observed in the 
PREDICT and PHAROS observational trials. 
 
COHORT is supported by the CHDI Foundation. 
 
Appendix 
Huntington Study Group authors of this report include the following: 
 
Steering Committee: S. M. Nicholl (Project Manager), A. Shinaman ( Project Director) I. 
Shoulson (Principal Investigator), T. Foroud (Co-Principal Investigator), J. Gusella (Co-
Principal Investigator), C. Beck, R. Blumenstein, M. Conneally, M. Harrison, M. Morris, 
R. Myers, M. Nance, D. Oakes, J. Stout, O. Suchowersky, T. Tempkin, E. R. Dorsey 
(Medical Monitor), J. Gray, E. Kayson, E. Flagg. 
 

Category Depressed Mood (%) 
Risk Score > 2 

Suicidal Thoughts (%) 
Risk Score > 1 

Total (n) Female (%) 

Pre-manifest 16.8*                5.4*# 152 67.1 
Manifest 14.2*                3.1* 777 52.5 
50 % risk                11.8                1.6 267 65.5 
No Risk 8.0                0.6 327 52.0 
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Participating Site Investigators/Coordinators (affiliation at time of study): 
F. Marshall, P. Como, K. Biglan, K. Kieburtz, A. Chesire, C. Hickey, C. Zimmerman, 
University of Rochester; K. Marder, S. Frucht, E. Louis, C. Moskowitz, R. Clouse, P. 
Wasserman, L. Muratori, Columbia University Medical Center; K. Shannon, J. Jaglin, 
Rush University Medical Center; J. Jankovic, W. Ondo, S. Halton, Baylor College of 
Medicine; M. Harrison, E. E. Rost-Ruffner, R. Davis, S. Dietrich, E. Snelling, University 
of Virginia; C. Singer, M. Quesada, University of Miami; S. Hersch, J. Cha, D. Rosas, A. 
Young, A. Bender, Massachusetts General Hospital; A. Colcher, A. Siderow, L. Altin, 
University of Pennsylvania; J. Sanchez-Ramos, M. McCall, A. Guyer, University of 
South Florida; S. Kostyk, K. Thomas, A. Seward, Ohio State University; J. Paulsen, L. 
Beglinger, K. Duff, R. Rodnitzki, E. Uc, A. Leserman, N. Doucette, S. Vik,, University 
of Iowa; J. Perlmutter, S. Tabbal, S. Barton, Washington University; C. Ross, A. 
Rosenblatt, R. Margolis, A. Agarwal, B. Shpritz, C. Welsh, N. Yoritomo, Johns Hopkins 
University; R. Dubinsky, G. Gronseth, J. Broyles, H. Dubinsky, C. Gray, University of 
Kansas Medical Center; R. Jones, C. Testa, S. Factor, J. Greene, L. Miyatake, Emory 
University School of Medicine; J. Morgan, K Sethi, B. Dill, S. Banks, Medical College of 
Georgia; D. Higgins, E. Molho, C. Nickerson, S. Evans, Albany Medical College; S. 
Frank, M. Saint-Hilaire, M. Diggin, Boston University; F. Walker, C. O’Neill, V. Hunt, 
Wake Forest University School of Medicine; K. Quaid, J. Wojcieszek, M. Wesson, 
Indiana University School of Medicine; M. LeDoux, C. Lohnes, J. Dennhardt, University 
of Tennessee Health Science Center; S. Perlman, Y. Bordelon, A. Lo, A. Gratiano, P. 
Lee, S. Patterson, N. Szumski, P. Young, University of California Los Angeles;  J. 
Corey-Bloom, M. Jacobson, G. Peavy, D. Song, J. Goldstein, University of California 
San Diego; R. Kumar, D. Miracle, D. Erickson, Colorado Neurological Institute; L. Dure, 
D. Pendley, University of Alabama at Birmingham; V. Wheelock, T. Tempkin, M. 
Sanders, J. Bautista, R. Hupcey, University of California Davis; M. Nance, D. Radke, 
Hennepin County Medical Center; A. Boxer, MM. Diamond, J. Robinson-Teran, 
University of California San Francisco; U. Kang, J. Young, University of Chicago; W. 
Mallonee, G. Suter, Hereditary Neurological Disease Center, Kansas; F. Revilla, M. 
Gartner, M.B. Bialick, University of Cincinnati/Cincinnati Children’s Hospital; K. 
Tanev, M.J. Fitzpatrick, A. Gainey, B. Henning, E. Preen, University of Connecticut; B. 
Scott, L. Gauger, S. Wyne, M. Stacy, Duke University Medical Center; K. Anderson, W. 
Weiner, E. Gordon, R. Mullins, C. Nickerson, University of Maryland School of 
Medicine; T. Ashizawa, P. Stanton, Sh. Subramony, University of Texas Medical Branch 
at Galveston; R. Moore, T. J. Greenamyre; N. Lucarelli, L. Ivanco, University of 
Pittsburgh; O. Suchowersky, S. Furtado, M. L. Klimek, C. Pantella, University of 
Calgary, Canada; J. Adams, M. Guttman, D. David, A. Sheinberg, A. Singer, The Center 
for Addiction and Mental Health, Toronto, Canada ; L. Raymond, B. Leavitt, M. Hayden, 
A. Goumeniouk, A. Coleman, J. Decolongon, University of British Columbia, Canada; S. 
Chouinard, M. Panisset, M. Charest, H. Poiffaut, A. Parapuf, D. Lamoureux, Hotel-Dieu 
Hospital-CHUM, Canada; E. McCusker, J. Griffith, K. Richardson, B. Bibb, S. Graham, 
Westmead Hospital, Australia; E. Chiu, D. Ames, O. Yastrubetskaya, A. Churchyard, P. 
Chua, B. Mannaa, A. Goh, C. Lemmon, St. George’s Health Center (Melbourne), 
Australia;  
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Biostatistics/Coordination Center:  University of Rochester - C. Beck, S. Nicholl, S. 
Daigneault, K. Eaton, E. Kayson, A. Shinaman, A. Ettaro, P. Lindsay, L. Preston, L. 
Rumfola, G. Trimble, A. Watts. 
 
Medical Monitoring: E. R. Dorsey, Coordination Center 
 
DNA Genotyping Center: M. MacDonald, Center for Human Genetic Research, 
Massachusetts General Hospital 
 
 
 


