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Blogs:

e Institutional Review Blog - http://www.institutionalreviewblog.com/




e Social Science Research News - http://ssresearchnews.blogspot.com/

Books:

Chasing Medical Miracles: The Promise and Perils of Clinical Trials by Alex O’Meara -
http://www.amazon.com/Chasing-Medical-Miracles-Promise-

Clinical/dp/0802716962/ref=sr 1 1?ie=UTF8&s=books&qid=1247525099&sr=1-1

Clinical Trials Handbook by John Wiley and Sons Ltd. -
http://www.researchandmarkets.com/research/484571/clinical_trials ha

Examining Tuskegee, The Infamous Syphilis Study and its Legacy by Susan Riverby -
http://uncpress.unc.edu/browse/book detail?title_id=1672

On Being a Scientist: A Guide to Responsible Conduct in Research by the Committee on Science
Engineering and Public Policy, National Academy of Sciences, National Academy of Engineering and
Institute of Medicine - http://www.nap.edu/catalog.php?record id=12192

Clinical Trial Volunteer Registries:

Army of Women — specific to breast cancer studies. www.armyofwomen.org

International Spinal Muscular Atrophy Patient Registry - https://smareqistry.iu.edu/

Michigan Institute for Clinical & Health Research - https://www.umms.med.umich.edu/registry/index.htm
Oklahoma Diabetes Center - http://www.ouhsc.edu/odc/Clinical%20Trials/Clinical%20Trials.asp
ResearchMatch — www.researchmatch.org

Vanderbilt Clinical Trials - https://www.vanderbilthealth.com/clinicaltrials/13133

Washington University School of Medicine - https://vfh.wustl.edu/

Internet resources:

2009 International Compilation of Human Research Protections — from the Office for Human Research
Protections. http://www.hhs.gov/ohrp/international/HSPCompilation.pdf
Agency for Healthcare Research and Quality —

0 Informed Consent and Authorization Toolkit for Minimal Risk Research.

http://www.ahrq.gov/fund/informedconsent/

0 Research Activities Online Newsletter. http://www.ahrg.gov/research/resact.htm
Catholic Health Institutional Review Board — research checklist for physicians detailing elements the IRB
will consider in protocols, consent forms and related documents.
http://www.chsbuffalo.org/PhysicianRecruitment/Education/InstitutionalReviewBoard
Center for Information & Study on Clinical Research Participation — www.ciscrp.org information for
research participants including educational materials, statistics, surveys, and more.

0 African Americans and Clinical Research brochure - http://www.ciscrp.org/e-store/brochure-
aa.aspEducation Before Participation (Hispanic Version) - http://www.ciscrp.org/e-
store/brochures/ciscrp _hispanic_brochure.pdf
Children and Clinical Studies brochure - http://ciscrp.org/e-store/brochure-childrens.asp
Educational DVDs - http://www.ciscrp.org/e-store/dvd.asp
Hispanics and Clinical Research Brochure - http://ciscrp.org/e-store/brochure-latin.asp
Medical Heroes Membership Packet — information for research participants designed to enhance
connections to research. http://ciscrp.org/e-store/medhero_memberpack.aspThe Participant
Newsletter — August 2009 Edition http://ciscrp.org/quarterlyupdate/aug2009/Participant0809-
all4.pdf

0 Posters — “Behind every new medicine are the volunteers who take part in clinical research

studies” (English and Spanish). http://ciscrp.org/e-store/posterl.asp

O What is a Placebo Controlled Trial Brochure - http://ciscrp.orgle-

store/brochures/placebo_english_web.pdf
Clinical Research Ethics — Education Materials — Resources compiled for the purpose of responsible
conduct of research teaching practices. http://twiki.library.ucsf.edu/do/view/ResearchEthics/WebHome
Coast IRB informational website — created and compiled by the Citizens for Responsible Care and
Research. http://www.circare.org/info/coastirb.htm
Cognitive Science Network — announcements, job postings, research paper service, etc by the Social
Science Research Network http://www.ssrn.com/csn/index.html
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Consent form templates from the Hastings Center -
http://www.thehastingscenter.org/Publications/IRB/Detail.aspx?id=3744
Ethics Share — research and collaboration web site for scholars working in the field of ethics.
https://www.ethicshare.org/
How Grantees Manage Financial Conflicts of Interest in Research Funding by the National Institutes
of Health — report from the Office of Inspector General, Department of Health and Human Services
http://www.0ig.hhs.gov/oei/reports/oei-03-07-00700.pdf
Human Tissue Guidance — Generated by the University of British Columbia Research Ethics Policy
Advisory Board.
http://www.ors.ubc.ca/ethics/forms/UBC%20REPAB%20HUMan%20Tissue%20Guidance_Version%201 Ma
rch_2005.pdf
Informed Consent and Authorization Toolkit for Minimal Risk Research — Developed by the Agency for
Healthcare Research and Quality. http://www.ahrqg.gov/fund/informedconsent/
Institute of Translational Health Sciences — resources for investigators. www.iths.org
Introduction to the Principles and Practice of Clinical Research — video and handout archive for NIH
Clinical Center courses in 2009 and 2008. http://ippcr.nihtraining.com/
“Jerry Notes” — teaching resources from the Journal of Empirical Research on Human Research Ethics.
http://www.csueastbay.edu/JERHRE/notes/
Juvenile Diabetes Research Foundation Clinical Trials Connection — a web site designed to help
patients with Type 1 Diabetes access and evaluate clinical trials.
https://jdrf.optimalcare.com/patient/index.cfm
Lab Management Video Vignettes — by the Office for Research Integrity for development of management
skills regarding authorship, stolen methodologies, ethics and more. http://learning.ucdavis.edu/LabAct/
Lupus Foundation of America — www.lupus.org

0 Center for Clinical Trials Education - http://www.lupus.org/clinicaltrials/

0 FAQ on Participating in Clinical Trials - http://www.lupus.org/clinicaltrials/media/docs/fag-clinical-

trials.pdf

Medical Research: A Consumer’s Guide for Participation — Health Lawyers’ Public Information Series.
http://www.healthlawyers.org/Resources/Pl/InfoSeries/Documents/MedicalResearch09.pdf
National Cancer Institute - Clinical Trials Promotional and Educational Materials including pins, handouts,
print ads, PowerPoint presentations, etc. http://ncipoet.cancer.gov/CTES/promoTools.cfm
A Patient’s Guide to Clinical Trials — 16 page guide from curetoday.com.
http://www.curetoday.com/assets/documents/pocketquide _clintrialsweb.pdf
Principles on Conduct of Clinical Trials: Communication of Clinical Trial Results — principles of
conduct from the Pharmaceutical Research and Manufacturers of America (PhRMA).
http://www.phrma.org/files/042009 Clinical%20Trial%20Principles FINAL.pdf
Readability Toolkit — from the Project to Review and Improve Study Materials (PRISM) from the Group
Health Center for Health Studies.
http://www.centerforhealthstudies.org/capabilities/readability/readability _home.html
Report of the Public Responsibility in Medicine and Research (PRIM&R) Human Tissue/Specimen
Banking Working Group: Part 1, Assessment and Recommendations -
http://www.primr.org/uploadedFiles/PRIMR_Site_Home/Public_Policy/Recently Files Comments/Tissue%?2
0Banking%20White%20Paper%203-7-07%20final%20combined.pdf
Research Conflicts of Interest Training — Online course by the University of Texas Health Science Center
at Houston. https://apache.hsc.uth.tmc.edu/rcoi/index.jsp
Research that Benefits Native People: A Guide for Tribal Leaders — from the National Congress of
American Indians Policy Research Center. http://www.ncaiprc.org/research-curriculum-guide
Research Toolkit — developed to help researchers create and sustain multisite research collaborations.
www.researchtoolkit.org
State of Research Integrity and Misconduct Policies in Canada — commissioned by the Canadian
Research Integrity Committee.
http://www.hal.ca/HAL%207807%20State%200f%20Research%20Integrity%20Policies%20in%20Canada.p
df
Understanding Consent in Research Involving Children — from the Murdoch Children’s Research
Institute (Australia). Includes case studies, handbook for researchers and human research ethics
committees (Australian IRB equivalent), international guidelines, etc.
http://www.mcri.edu.au/projects/consentinresearch/




e You Want to be an IRB Community Member... Now What? — provided by the University of Southern
California.
http://www.usc.edu/admin/provost/oprs/private/docs/oprs/brochures/community member_ web.pdf

Publications:

e AAHRPP Advance Newsletter — Quarterly newsletter from the Association for the Accreditation of Human
Research Protection Programs. http://www.aahrpp.org/www.aspx?PaqgelD=142%7

e Association of Academic Health Centers — www.aahcdc.org

= Report — Clinical Trials Offices: What's New in Research Administration by Elaine Rubin, PhD and
Danielle Lazar, MA.
http://www.aahcdc.org/policy/reddot/AAHC_Clinical Trials Offices Whats New.pdf

= Clinical Trials Administration Toolkit - http://www.aahcdc.org/toolkit/

e Beyond the HIPAA Privacy Rule: Enhancing Privacy, Improving Health Through Research — from the
National Academies Press. http://www.nap.edu/catalog.php?record id=12458

e Conflict of Interest in Medical Research, Education and Practice — Institute of Medicine committee report
to examine COI and recommend steps to identify, limit and manage COI.
http://www.iom.edu/CMS/3740/47464/65721.aspx?utm_medium=etmail&utm_source=Institute%200f%20Medi
cine&utm_campaign=05.09+IOM+News&utm_content=IOMNews&utm_term=

e Investigator Conflict of Interest: An IRB Case Study — FDA News, June 4, 2009, Vol. 6(108)
http://www.fdanews.com/newsletter/article?articleld=117636&issueld=12715 (subscription required)

e Public Health: Ethical Issues by the Nuffield Council on Bioethics — while not strictly about institutional
review boards or clinical trials, case studies examine issues of consent, risk and vulnerable populations.
http://www.nuffieldbioethics.orgffileLibrary/pdf/Public_health - ethical issues.pdf

e Report of the International Bioethics Committee of UNESCO (United Nations Educational, Scientific
and Cultural Organization) on Consent — report contains general information about the consent process,
situational consent categories, applications and conclusions.
http://unesdoc.unesco.org/images/0017/001781/178124E.pdf

e The Participant — Center for Information and Study on Clinical Research Participation (CISCRP) newsletter.
http://www.ciscrp.org/information/participant.asp

e Understanding Clinical Trials: Why They are Done and What is Learned by Gary Cutter, PhD and Brian
Waldersen, BS — reference for multiple sclerosis patients and their families considering enroliment in a clinical
trial. Includes descriptions of controls, placebos, randomization, inclusion/exclusion criteria, etc.
http://www.unitedspinal.org/msscene/2009/08/27/understanding-clinical-trials-why-they-are-done-and-what-is-
learned/

Training and Certification:

e Association of Clinical Research Professionals — online clinical courses

0 CRA Curriculum -
http://www.acrpnet.org/MainMenuCategory/Education/online/OnlineClinicalCourses/CRACurriculu
m.aspx

0 CRC Curriculum -
http://www.acrpnet.org/MainMenuCategory/Education/online/OnlineClinicalCourses/CRCCurriculu
m.aspx

0 GCP Curriculum -
http://www.acrpnet.org/MainMenuCategory/Education/online/OnlineClinicalCourses/GoodClinicalPr
actice.aspx

0 Investigator Curriculum -
http://www.acrpnet.org/MainMenuCategory/Education/online/OnlineClinicalCourses/InvestigatorCur
riculum.aspx

0 Regulatory Affairs Curriculum -
http://www.acrpnet.org/MainMenuCategory/Education/online/OnlineClinicalCourses/RequlatoryAffai
rsCurriculum.aspx

0 Leadership Courses -
http://www.acrpnet.org/MainMenuCategory/Education/online/OnlineLeadershipCourses.aspx

e Your Role in Cancer Clinical Trials — Free, online interactive courses for patient advocates, community
leaders, primary care providers and cancer clinical trials staff. http://www.enacct.org/our-programs/your-
role-cancer-clinical-trials




