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Message from the President 
 

This year I have become 50 years of age. 
My wife and my children gave me a 
wonderful present. They obviously knew it 
has always been for me a sort of childhood 
dream to fly an airplane by myself. So they 
gave me a trial lesson on a Cessna 172, the 
Volkswagen beetle amongst airplanes.  
  

Two weeks ago I found the opportunity to make the 
appointment to take off from Rotterdam airport. I was 
even allowed to taxi, take off and land myself, 
unfortunately, not because I showed much knowledge of 
flying, but just due to the favourable weather. I really had 
the time of my life. In the air at the wheel it struck me 
actually how easy it was to handle the airplane. As a 
matter of fact, it flew all by itself. It only needed small 
corrections for side wind and little turbulence. 
  
This flight makes also good comparison with my ISBER  
presidency. Actually due to the optimal organisation in 
ISBER I can work with an executive office and a council 
full of wonderful people. In addition, we have a variety of 

Editor’s Corner 
 

As I write this, our meeting in Portland 
was just four quick months ago, and my 
own planning to attend the next ISBER 
meeting in Rotterdam can’t get started 
too soon.  Activities have continued for 
our ISBER working groups, and I look 

forward to learning about even more substantial 
achievements in the coming year.  Some major new 
repository project contracts are being awarded, for 
activities planned to encompass 30 plus years of 
specimen collection and storage.  Virtual repositories 
(specimens stay where they were collected, but specimen 
information and access is shared in a common database 
among consortium members) are becoming more 
common.  One of our serious problems is now not simply 
convincing  
researchers to store specimens and showing them how to 
do it, but instead deciding when to “sunset” collections 
that seem no longer to be useful, or affordable.  Or, could 
those collections possibly be used for an entirely different 
purpose by somebody else, if possible?  New storage 
matrices such as dry storage at ambient temperature may 
change how repositories are designed in the future.   
Progress really keeps things interesting! 
 

 Elaine Gunter 
Specimen Solutions, LLC 
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committees and working groups, which are all working in 
their specific necessary directions. On top of that I also 
really have the time of my life. 
 
Seeing new opportunities for ISBER also actually needs 
only slight corrections on the ISBER yoke and there we 
go in the right direction. As long as the weather is good 
with slight turbulence and side wind it is easy to do. My 
experience so far is that it is a lot of nice work to do with a 
large group of absolutely wonderful colleagues having the 
same target: to create an atmosphere for biobankers to 
exchange and generate knowledge not only during the 
annual meeting, but also outside this period. The 
committees are all performing their specific tasks, 
whereas the working groups are full of activity the one 
more than the other.  
 

(Continued on page 2) 



although Rotterdam is a very active city with many 
beautiful places, it is a relatively small city with a center 
where about one million people live. Counting also the 
suburbs, we come to a mere two to three million 
inhabitants. The moderate prices will surely have a 
compensating effect on the currency differences that have 
been building up around the strong Euro over the past 
years. 
 
In addition, many constructions in the area that are now 
stimulated due to the economic depression will be 
finished by the time the meeting will take place. So the 
city will be ready to welcome you all to Rotterdam. It will 
of course not only be my pleasure, but the pleasure of 
many to welcome you to the 2010 annual meeting in 
Rotterdam. 
 
At this moment I am flown by professional pilots from 
Schiphol airport to Seoul, and the day after tomorrow I will 
be one of the persons speaking at the grand opening of 
the first meeting of the ISBER Asian chapter, organized 
by Professor Yeonhee Lee together with a wonderful 
team from the ANRRC (Asian Network of Research 
Resource Centers). The program looks fabulous, as does 
the venue. I have already thought about the words to say, 
but I am sure it is going to be a fruitful meeting for all 
attendees. Also here, the venue looks very promising as 
do the number of participants and the number of countries 
involved. This actually is the result of the work Robert 
Hewitt put in, together with Professor Yeonhee Lee, which 
can actually alter the future of biological resources in the 
region. The coming week will be full of surprises for me 
and I will meet a lot of interesting people during the 
meeting. Therefore, I am glad I do not have to navigate 
this airplane myself. First, it would probably be too difficult 
causing danger to many, and second, I want to go to 
sleep now. Although the opportunity to sleep in economy 
class while the seats are all filled is not very tempting. 
The pilot seat is probably much more comfortable. 
 

Peter H.J. Riegman, PhD 
Erasmus MC Tissue Bank  

ISBER President 
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Message from the President (continued from page 1) 
 
I can see, being 
part of the 
program 
committee, the 
next annual 
ISBER meeting 
in Rotterdam in 
May 2010 is 
taking shape. A 
few weeks ago I 

have had the privilege to visit the “De Doelen,” which will 
be the venue where the meeting will take place. Dr. Mark 

Sobel (ISBER Executive 
Director) came over to also visit 
the venue to take home an 
impression of where all the 
ISBER activities would be held. 
At that moment I really felt 
proud the ISBER meeting was 
coming here to my hometown 
making use of one of the best 
venues Rotterdam has to offer. 

It is really a wonderful place where only the best of the 
best meetings are 
held. All the 
different halls we 
can use, 
entrances, 
hallways and 
places for the 
exhibitions of the 
vendors and the 
poster sessions 

allows us to have as much interaction and exchange of 
information as possible with all our guests.  
 
As I was flying towards the river, which splits the city of 
Rotterdam in two, north and south, in its beautiful waving 
pattern as it fades on the horizon, I had a good clear view 
on the meeting venue again, but now from above. Its 
location is close to the Rotterdam centre and right 
besides the 
Central station. 
Coincidentally, 
this month a 
fast direct train 
connection 
opened up 
connecting 
Amsterdam 
Schiphol 
Airport directly to this station in less then 30 minutes 
every hour, and by the time the meeting will take place it 
will have even doubled the frequency. One of the hotels 
has an inside connection with the venue, whereas most of 
the others are in short walking distance. The prices of the 
hotels are very acceptable for the quality offered, because 
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Registration Now Open! 
Early (Reduced) Registration Deadline 

March 5, 2010 
www.isber.org/mtgs/2010rotterdam/ 

 
ISBER 2010  

Annual Meeting & Exhibits 
May 10-14, 2010 

Rotterdam, The Netherlands 
De Doelen Concert Hall and Congress Centre 



2009 Annual Meeting Recap  
2009 ISBER Annual Meeting & Exhibits — ISBER, 
Celebrating a Decade of Growth and Development in 
International Biorepository Excellence 
 
The ISBER 2009 Annual Meeting & Exhibits was held on 
May 12-15, 2009 in Portland, Oregon, USA at the Marriott 
Portland Downtown Waterfront Hotel.  The meeting 
featured plenary sessions, interactive workshops, 
commercial workshops, contributed papers, poster 
sessions, focused round table lunch discussions, and 
subgroup and working group discussions.  Aside from 
meeting with colleagues from around the world, attendees 
were able to view the latest products, services, and 
technology in the field of repository and specimen  
collection from a variety of vendors.   
 
 
Session Topics and Presentation Areas: 
  
• The Challenges of Biobanks for Preservation of 

Global Resources  
Practical Biobanking Challenges and Solutions  

• Issues in International Collaborations, (e.g. cross 
border sample exchange, requirements for access)  

• Collecting and Processing in Times of Scarce 
Resources  

• Legal and Ethical Issues (e.g. commercialization, 
benefit sharing) 
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2009-2010 ISBER Council: 
 

Peter H.J. Riegman, PhD, Erasmus MC Tissue Bank, 
Rotterdam, The Netherlands, President 
Robert Hewitt, MBBS, BSc (Hons), PhD, Integrated Biobank 
of Luxembourg (IBBL), Past President 
Scott Jewell, PhD, The Ohio State University, Columbus, 
OH, USA, President-Elect 
Phil Baird, MS, Kendle International., Rockville, MD, USA, 
Secretary-Treasurer 
 

Councilors: 
Fay Betsou, PhD, Biobanque de Picardie, Saluex, France 
Marianne K. Henderson, MS, NCI, Bethesda, MD, USA 
Cheryl Michels, Dataworks Development, Inc., Mountlake 
Terrace, WA, USA 
Lisa Miranda, Biobusiness Consulting, Inc. Lowell, MA, USA 
Rebecca Pugh, MS, NIST, Charleston, SC, USA 
 

Ex Officio: 
Eng Chon Boon, PhD, National University of Singapore, 
Singapore, Chair of Marketing Committee 
Mark E. Sobel, MD, PhD, ASIP, Bethesda, MD, USA, 
Executive Officer 
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• Cutting Edge Developments in Biospecimen 
Research  

• Innovations in Informatics and Repository Automation 
Technologies  

• Specimen and Cell Preservation Techniques  
• Quality Management Systems and QA/QC 
• Human Biobanks and Non-human Biobanks 
 
 
2009 Special Award Winners:  
 
 

 
Fay Betsou (Special  

Service Award)  
and  

Elaine Gunter  
(Distinguished  

Leadership  
and Service Award) 

 
 
 
 
 
 
 
Kathy Sexton  
(Special  
Service Award),  
presented by  
Robert Hewitt,  
ISBER President 
 
 
 
 
 
 
 
 
2009 Meeting Statistics:  
 
• Exhibitors: 48 exhibiting companies including 50 

booth spaces 
• Total Number of Attendees: 407 

SAVE THE DATE! 
ISBER 2010 Annual Meeting & Exhibits 

May 10-14, 2010 
Rotterdam, The Netherlands 

De Doelen Concert Hall and Congress Centre 
 

www.isber.org/mtgs/2010rotterdam/ 
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WHAT ARE  
ISBER  

WORKING GROUPS? 
 

ISBER Working Groups are organized around timely, 
challenging issues relating to biobanking and are 
composed of ISBER members with expertise and 

experience in the subject areas and who are committed 
to producing outcomes to the discipline of biobanking.  

 

The goal of these Working Groups is to identify and 
tackle important, unresolved issues related to specimen 
banking that could benefit from broader discussion, with 

the ultimate goal of creating white papers or other 
publications that would discuss the issues and propose 

strategies for addressing them. 
 

• Automated Repositories 
• Biorepository Funding and 

Promotion 
• Biospecimen Science 
• Informatics 
• Non-Human Specimens  
• Rights to & Control of Human  
 Tissue Samples 
• Informed Consent Procedures for the 

Collection of Biospecimens 
 

For more information, visit the ISBER website at: 
www.isber.org/wg/workinggroups.html 

ISBER Rights to & Control of Human 
Tissue Samples Working Group — Recap  
 
The Rights to & Control of Human Tissue Samples 
Working Group met for a one-hour breakfast session in 
Portland at the 2009 ISBER annual Meeting & Exhibits.  
This followed a very nice roundtable luncheon earlier in 
the week hosted by Nicole Sieffert of MD Anderson 
Cancer Center, where control issues related to 
participant-initiated requests were discussed and which 
dovetailed nicely with the morning Workgroup's talks.  At 
the morning meeting, in addition to welcoming returning 
and new members to the group, the two ongoing projects 
of the group were discussed: the ISBER member survey 
(results to date were distributed to attendees) and the 
white paper (draft version was distributed).  The Working 
Group will continue to develop its white paper on the topic 
(which will also contain the survey results) and hopes to 
have a final product to present to ISBER leadership within 
the next six months.  It's not too late to pitch in and 
contribute--if interested, please contact either co-chair, 
Rajiv Dhir (dhirr@upmc.edu) or Ty Hoover 
(thoover@worldbiobank.net), to be added to the group 
listserv. 
 

Rajiv Dhir 
Ty Hoover 

ISBER Rights to & Control  
of Human Tissue Samples Working Group 
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IOM Report Finds HIPAA Privacy 
Rule Impedes Important Health  
Research — Editorial 
 
The Institute of Medicine (IOM), of the National Academy 
of Science recently issued a report on the impact of the 
Health Insurance Portability and Accountability Act 
(HIPAA), both in protecting patient privacy and on 
research.  This report is required reading for anyone who 
is conducting human subjects research on patients and 
using identified health information or operating a 
repository that accesses patient information.  While the 
recommendations are complex and would require action 
by both the U.S. Congress and the Department of Health 
and Human Services, the report is well considered and 
the recommendations should, at a minimum, provide 
information that will be useful in helping IRBs and 
institutions understand better the needs of researchers. 
 
The U.S. Department of Health and Human Services 
Privacy Rule regulation was implemented on April 14, 
2003 as mandated by the Health Insurance Portability 
and Accountability Act of 1998.  The Privacy Rule was 
intended to set minimum federal standards to ensure the 
privacy of individually identifiable health information.  The 
regulation required organizations and individuals that 
routinely share patient information to follow common 

practices to prevent information from being 
inappropriately used or disclosed.  The Privacy Rule 
covers research use and disclosure of the identified 
health data that often accompanies human specimens. 
Thus, the regulation is important to many human 
specimen repositories and banks. 
 
Even before the Privacy Rule was implemented, many 
scientists, including those at the NIH, expressed concern 
about the broad scope of the regulation and the criminal 
penalties that attached to violations.  During the comment 
period, many stakeholders challenged aspects of the rule 
and it gradually was modified in response to those 
concerns.  Unfortunately, the research community’s voice 
was not heard.  This resulted in reducing the protection of 
patients, while not mitigating the impact on research.  The 
Privacy Rule imposed a new set of human subject 
regulations in addition to the Common Rule (45CFR46).  
This inevitably led to differences in the requirements of 
the two rules, while requiring researchers to abide by 
both. 
 
While the focus of the NIH and DHHS was primarily on 
making clear what the requirements of the Privacy Rule 
were and how it differed from the Common Rule, few 
were looking at the question of whether the rule actually 

(Continued on page 5) 
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ISBER Self-Assessment Tool (SAT) 
 

The ISBER Education & Training Committee has 
created a Self-Assessment Tool (SAT) to assist 

repository operators in determining how well their 
repository follows the ISBER Best Practices for 

Repositories. The assessment is confidential and 
aimed at helping specimen collection centers 

strengthen their practices through the identification of 
areas in need of improvement. 

 

www.isber.org/sat.html 
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IOM Report (continued from page 4) 
 
protected patient privacy.  After it was finalized, a number 
of organizations analyzed the impact of the rule and 
concluded that it created significant difficulties for  
researchers.  The IOM report documents some of the 
conclusions of these evaluations as shown in Box 5-1:  

These conclusions did not come as a surprise to those of 
us who were charged with helping the National Institutes 
of Health develop guidance for researchers on how to 
apply the Privacy Rule while we were observing the 
variability of institutional and IRB response to the 
regulation. 
 
The IOM was charged with two principal tasks: 1)  to 
assess whether the HIPAA Privacy Rule is having an 
impact on the conduct of health research, defined broadly 
as “a systematic investigation, including research, 
development, testing and evaluation, designed to develop 
or contribute to generalizable knowledge” and 2)  to 
propose recommendations to facilitate the efficient and 
effective conduct of important health research while 
maintaining or strengthening the privacy protections of 
personally identified health information.  The process that 
the IOM used to generate the recently released report 
was very rigorous.  Beginning with a workshop in 2006, 
which generated enough information to strongly suggest 
that a deeper study was justified, that was followed by the 
creation of a blue ribbon committee to look at the impact 
of the Privacy Rule in depth and to develop 
recommendations, providing the basis for the IOM report. 
 
The IOM report is available online either as a readable 
document that can be viewed without charge, or as a hard 
copy/.pdf file available for a small charge.  Go to       
http://www.nap.edu/catalog.php?record_id=12458 to 
access the report.  The Institute of Medicine Committee 
on Health Research and the Privacy of Patient Data 
concluded that “the HIPAA Privacy Rule does not protect 
patient privacy as well as it should, and that, as currently 

implemented, the HIPAA Privacy Rule impeded important 
health research.”  The most important recommendation is: 
 
The committee’s first and foremost recommendation is 
that Congress should authorize HHS and other relevant 
federal agencies to develop a new approach to protecting 
privacy in health research that would apply uniformly to all 
health research. When this new approach is 
implemented, HHS should exempt health research from 
the HIPAA Privacy Rule. The new approach should 
enhance privacy protections through improved data 
security, increased transparency of activities and policies, 
and greater accountability, while also allowing important 
health research to be undertaken with appropriate 
oversight. 

 
The remaining recommendations are intended to help 
institutions and researchers understand the requirements 
of the Privacy Rule, to improve access to data and to 
increase privacy protections for data accessed for 
research purposes.  Overall, this report is a very 
important step since it is the most authoritative evaluation 
of the impact of the HIPAA Privacy Rule on research and 
of the degree to which the additional restrictions on 
research add to or don’t add to patient privacy 
protections. 
 
Since I am currently a patient, I can add a personal 
perspective.  None of the health care workers that I have 
been in contact with think that the Privacy Rule is 
effective in protecting patient privacy.  As a patient, I am 
not greatly concerned with protecting my own privacy, 
particularly since I do not have any financial privacy.  
What is undoubtedly true is that the Privacy Rule 
regulations have added to the burden of the health care 
establishment, patients and researchers.  Hopefully, the 
IOM report will be the start of positive change. 
 
1Beyond the HIPAA Privacy Rule: Enhancing Privacy, Improving 
Health Through Research.  IOM page 201, 2009. 
2ibid, Executive Summary page 2.  
3ibid, Executive Summary page 2. 

 
Roger L. Aamodt 

Aamodt Enterprises 

BOX 5-1 
 
Health Researchers’ Experience with the Privacy Rule: 
Survey Results in 2003–2004 and 2007–2008 
The Privacy Rule has increased the cost and time it takes to 

conduct a research project from start to finish (AAMC, 
NCAB, AHRQ, Ness, AcademyHealth, HMORN, AHA/ACC, 
AAHC) 

Institutional differences in interpretation of the Privacy Rule 
have made conducting health research more difficult than 
in the pre-Privacy Rule era (AAMC, NCAB, AHRQ, Ness, 
AcademyHealth, HMORN, AAHC) 

The Privacy Rule has made recruitment of research participants 
more difficult and has increased the likelihood of selection 
bias (AAMC, AHRQ, Ness, AcademyHealth, AHA/ACC, 
AAHC) 

The Privacy Rule has increased research participants’ 
confusion regarding their rights and protections (NCAB, 
Ness, HMORN) 
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Registration Now Open! 
ISBER 2010 Annual Meeting & Exhibits 

May 10-14, 2010 
Rotterdam, The Netherlands 

De Doelen Concert Hall and Congress Centre 
Abstract Submission Deadline Jan 29, 2010 

www.isber.org/mtgs/2010rotterdam/ 
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University of Minnesota’s Tissue 
Procurement Facility (TPF) 
 
The mission of the University of Minnesota’s Tissue 
Procurement Facility (TPF) has been to procure and 
distribute human tissue and other biological samples in 
support of basic, translational, and clinical cancer 
research at the University of Minnesota Cancer Center.  
Since the 1996 inception of the TPF, over 61,000 tissue 
samples including well-preserved samples of malignant 
and benign tumors, organ-matched normal tissue, and 
other types of diseased tissues, have been collected from 
surgical specimens obtained at the University of 
Minnesota Medical Center-Fairview (UMMC-F) University 
Campus.  The TPF is a centralized resource with 
standardized patient consent, sample collection, 
processing, storage, quality control, distribution, and 
electronic record maintenance. 
 
TPF personnel work closely with pathologists and 
pathology residents, fellows, and medical students.  
Surgical pathologists are intellectually engaged in TPF 
functions, providing researchers with specimen-oriented 
medical consultation to facilitate research productivity.  
Prior to surgery, TPF personnel identify and consent 
patients for procurement of tissue, blood, urine, saliva, 
and ascites fluid.  Within the integrated working 
environment of the surgical pathology laboratory, freshly 
obtained tissues not needed for diagnosis are selected 
and provided by pathologists to TPF personnel.  Tissue 
samples are then assigned an independent code and 
processed by: (a) freezing in liquid nitrogen followed by 
storage in the vapor phase of liquid nitrogen, (b) 
embedding in O.C.T. compound on dry ice followed by 
storage at -80°C, (c) fixing in formalin and subsequently 
embedding in paraffin, or (d) providing as fresh tissue for 
immediate use.  Processing can be customized 
depending on specific protocols provided by individual 
researchers.  Tissue is distributed only to researchers 
who have obtained IRB approval.  Thus, TPF personnel 
provide assistance to researchers during the process of 
applying for Institutional Review Board (IRB) approval for 
tissue use.  
  
In 2009, the TPF became part of the University of 
Minnesota Biological Materials Procurement Network 
(BioNet).   BioNet serves as a centralized biorepository 
and bioregistry for patient consent and for the collection, 
processing, and distribution of de-identified tissue 
samples, blood and body fluids, and specimen-matched 
clinical data for research.  BioNet is becoming a major 
translational research resource that links clinical 
medicine, pathology, and basic and applied research to 
facilitate high quality and cost-conscious clinical and 
translational research.  Divisions of BioNet include the 
Tissue Procurement Facility, the Histology and 
Immunohistochemistry Laboratory, and the Digital 
Imaging Facility.  BioNet leverages the current strengths 

of the TPF by providing: 
(a)  an optimized consenting process 
(b)  collection of tissue, blood, and fluid samples 
(c) computerized specimen tracking systems that link 
specimens to clinical data and other databases 
(d) addition of core pathologist-supported facilities for 
histological interpretation of immunohistochemistry, 
laser capture microdissection, and slide digitalization 
(e) seamless links to DNA and cell purification 
facilities 
(f) establishment of a facility for long-term 
biospecimen storage 

 
Amy P.N. Skubitz, Ph.D., a Professor in the Department 
of Laboratory Medicine and Pathology, established the 
TPF in 1995 and serves as its Director.  Dr. Skubitz has 
been a member of ISBER since 2001, where she serves 
on the Education and Training Committee, and as an 
Associate Editor of both editions of ISBER’s “Best 
Practices for Repositories.”  Her research interests are 
focused on ovarian cancer biomarkers identified by gene 
microarray expression and complementary mass 
spectrometry-based proteomic techniques. 
 
Steve Schmechel, M.D., Ph.D., an Assistant Professor in 
the Department of Laboratory Medicine and Pathology, is 
the Medical Director of the TPF and the Director of 
BioNet.  Dr. Schmechel has 11 years’ experience in 
diagnostic pathology and is board certified in Anatomic 
Pathology, Clinical Pathology, Cytopathology and 
Molecular Diagnostics.  His laboratory’s focus is directed 
toward a better understanding of genetic determinants of 
poor outcome in prostate cancer. 
 
Other key TPF personnel include: Sarah Bowell, who 
serves as Coordinator and has been working with the 
TPF since 1997; Diane Rauch who serves as Scientist 
and has been working with the TPF since 1996; and 
Marissa Makey who serves as Principal Laboratory 
Technician and has been working with the TPF since 
2008.   In addition, oversight of the TPF is provided by the 
TPF Advisory Council, which is chaired by Dr. Skubitz 
and comprised of seven University of Minnesota faculty 
members from a broad range of disciplines.  The TPF 
Advisory Council is responsible for the selection of 
successful applications; appraisal of ongoing projects; 
and periodic review of the operations and policies of the 
TPF. 



activities of ORDR to accomplish its goal are:  
• Advising the Director, NIH, on an agenda for 

conducting rare diseases research and reports to 
Congress and the public about NIH-supported 
scientific rare diseases research advances and future 
plans.  

• Coordinating and encouraging cooperation and 
collaboration in rare diseases research.  

• Identifying and responding to scientific opportunities 
and building international research collaborations.  

• Supporting the development and implementation of a 
publicly accessible database of human biospecimen 
repositories.  

 
Many of the problems and difficulties associated with 
biorepositories for common diseases also apply to rare 
diseases (RD) biorepositories. In the latter, however, 
these problems are more acute, because of the additional 
challenges that uniquely pertain to research in rare 
diseases. Currently, there is no central database or 
network for these repositories to share and exchange 
biomaterial, data and information. Biospecimens, to the 
extent that they are available, are widely dispersed across 
geographical regions and among various government 
supported and private biorepositories. 
 
Moreover, since there is no national patient registry for 
RDs, existing registries are not linked to biobanks and 
utilize different formats and mutually incompatible 
software, which makes data sharing difficult. In addition, 
lack of a consensus on human subject issues and ethical 
and legal regulations (informed consent, ownership, and 
patient privacy) interferes with global sharing of material, 
information, and final outcomes data.  
 
Currently there are two main organizations that are 
dedicated to collecting and biobanking of rare disease 
biospecimens. The Genetics Alliance and the National 
Disease Research Interchange (NDRI). The Genetic 
Alliance BioBank works in partnership with academic and 
industrial collaborators to develop novel diagnostics and 
therapeutics to better understand and treat these 
diseases.  The National Rare Disease Biospecimen 
Resource (NRDBR) at NDRI is at the forefront of 
providing researchers with organs, tissues, blood, and 
DNA or cell lines donated from people with rare diseases.  
 
Several main ORDR activities on the Biorepositories are: 
 
ORDR staff members participate in a cooperative 
agreement with the National Center for Research 
Resources (NCRR) for continued support of the NDRI 
Rare Disease Initiative. Tissues and medical histories are 
collected from consented donors with strict researcher-
specified procurement and preservation guidelines either 
during unrelated surgical procedures, explanations, or 
after death. 

(Continued on page 8) 

The Office of Rare Diseases Research 
(ORDR)  

 
The major focus of the Office of 
Rare Diseases Research at the 
National Institutes of Health 
(NIH) is stimulating research 
with rare diseases and 
developing information about 

rare diseases and conditions for the rare diseases 
community. To help identify research opportunities and 
establish research priorities, the Office has co-sponsored 
over 6,000 rare diseases-related scientific conferences 
with the NIH Research Institutes and Centers. Current 
activities include maintaining the Rare Diseases Clinical 
Research Network (RDCRN), developing genetic tests for 
rare diseases, creating an inventory of bio-specimen 
repositories for research purposes, developing an 
educational module on rare diseases for middle school 
children, maintaining a public information center on 
genetic and rare diseases, and providing a special 
emphasis clinic with senior clinical staff for patients with 
undiagnosed diseases at NIH’s Clinical Research Center 
Hospital.  Dr. Steve Groft is well known and respected in 
the rare disease scientific and patient advocacy 
community, in the USA and around the world. 
 
The Office of Rare Diseases Research (ORDR) was 
established in 1993 within the Office of the Director of the 
National Institutes of Health (NIH), the Federal focal point 
for biomedical research. ORDR coordinates and supports 
rare diseases research, responds to research 
opportunities for rare diseases, and provides information 

The ORDR Staff  
 

on rare diseases. Public Law 107-280, the Rare Diseases 
Act of 2002, established the ORDR by statute. 
 
A rare disease (also called an orphan disease) is a 
disease or condition affecting fewer than 200,000 persons 
in the United States. An estimated 25 to 30 million people 
in the United States have a rare disease or condition. 
                                                              
The goals of ORDR are to stimulate and coordinate 
research activities, to foster collaboration on rare 
diseases, and to support research to respond to the 
needs of patients who have any one of the more than 
6,800 rare diseases known today. Among the various 
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Apply for ISBER  
Membership Today! 

www.isber.org/membership.html 
 

Membership Benefits Include: 
 

• Discounted meeting registration for ISBER  
meetings and the ASIP Annual Meeting  

 
• Members-only access to the ISBER listserv 

and online searchable member directory. 
 

• Members-only free access to the  
 Self Assessment Tool for Best Practices 

 
• Members-only free access to 

Biopreservation and Biobanking (B&B) 
online, the official journal of ISBER. 

Members may upgrade to a print 
subscription for a discounted fee. 

 
• Members-only subscription rates for       
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and Biorepositories (OBBR/NCI), serve as an educational 
and tutorial vehicle for disseminating information, best 
practices, regulations, and ethical/legal information 
formulated and issued by various NIH offices, federal 
agencies and other leading Biospecimens organizations. 
Dr. Carolyn Compton was the first to address the group 
(on May 26, 2009), presenting: “High-Quality Human 
Biospecimens: The Key to Molecular Medicine.  Slides 
from the presentation are available at: http://sigs.nih.gov/
biospecimens/Pages/Archives.aspx. 
 
A meeting on September 16, 2009, of the Biospecimens 
group featured joint presentations on Mystery Diagnosis 
— the Undiagnosed Diseases Program, given by Dr. 
Steve Groft (Director of ORDR/NIH), Dr. William Gahl 
(Clinical Director of NHGRI and ORDR intramural 
research program), and Dr. John I. Gallin, (Clinical Center 
Director and Associate Director for Clinical Research, 
NIH).  To join the biospecimens interest group, please log 
into http://sigs.nih.gov/biospecimens/Pages/default.aspx. 
 
ORDR is planning a workshop to discuss the process and 
timeline for the establishment of an infrastructure for 
patient registries for rare diseases. The Mission of Our 
Patient Registry, a research resource serving as a 
recruitment tool for clinical studies and clinical trials to 
enhance access to state of the art early diagnosis, 
treatment, care and management and disseminate 
information and educational material for the rare disease 
population. The plan is to link this patient registry to rare 
diseases biorepositories. 
 
The urgency of accelerating research and the 
development of treatments for rare diseases has been 
recognized by Congress, which recently devoted $24 
million for the establishment of the “Therapies for Rare 
and Neglected Diseases Program (TRAND)” to bridge the 
drug development pipeline, specifically to produce 
treatments for rare or neglected diseases.  
 
Check the ORDR website to learn more about the ORDR 
activities and initiatives at http://rarediseases.info.nih.gov. 

 
 Yaffa R. Rubenstein 

and  
Steve Groft 

Office of Rare Diseases  
Research (ORDR) 
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ORDR (continued from page 7) 
 
ORDR, through the RAND corporation, initiated a project 
to establish a Web-based, searchable database of 
biospecimens collected, stored, and distributed by 
biorepositories for research purposes.  The intent is that 
this web-based database will be a comprehensive 
reference for biospecimens in the United States and other 
countries. Because of the rarity of these biospecimens, 
global sharing and collaboration is imperative. The goal 
was that this database will provide up-to-date information 
for biomedical researchers, and for other segments of the 
biomedical research community including research 
funding entities, professional societies, patient advocacy 
groups, research administrators, and the biotechnology 
and pharmaceutical industry.  
 
Currently, ORDR is participating with NCI-OBBR and 
NCI-CBIIT in creating requirements for a next generation 
Specimen Resource Locator to address the need for 
assisting researchers with finding biospecimens. 
 
The NIH biospecimens interest group, jointly coordinated 
in collaboration between the Office of Rare Diseases 
Research (ORDR/NIH) and the Office of Biospecimens 
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and services at the Annual Meeting and on the 
ISBER website; providing unparalleled 
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grants at three levels of support: 
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the hallway, all of the remaining walls of the lab were 
blown 4-8" off of their foundations. All of the windows, 
save one that was open, were blown out into the 
courtyard. 
 
No one seems to have heard the celebrations, but 
someone noticed that the building's water pressure had 
gone a little wimpy and went to investigate, which I'll bet 
was a real eye-opener.  I get the impression that they're 
still trying to track down the Mr. Fix-It who inadvertently 
rigged the tank for takeoff.  The company engineer who 
came in to investigate noted that he's seen these kinds of 
"repair" jobs before, generally after they've powered 
through something. 
 

Derek Lowe 
http://pipeline.corante.com/archives/2006/03/08/

how_not_to_do_it_liquid_nitrogen_tanks.php 
derekb.lowe@gmail.com 

International Society for Biological and Environmental Repositories Volume 9, Number 3, November 2009 

Safety Reminder (From the Editor) 
Please note: this article originated as an internet posting 
in a blog on the website:  www.corante.com.   
 
A colleague of mine forwarded a copy of an accident 
report from Texas A&M.  It seems that in mid-January 
they had a bit of a blowout there, thanks to a big liquid 
nitrogen tank.  Now, liquid nitrogen cylinders are normally 
fairly benign, as long as you don't freeze your external 
organs off with the stuff or leave the liquid sitting around 
where it can condense oxygen out of the air. But idiocy 
will find a way — note the regular cylinder on the right and 
the new, improved model next to it. 
 

These guys are usually equipped 
with pressure relief fittings, since 
nitrogen does tend to want to be a 
gas, and gases do tend to want to 
expand quite a bit.  This tank, 
though, which seems to have been 
kicking around since 1980, had 
been retrofitted by a real buckaroo. 
Both the pressure relief and 
rupture disks had failed for some 
reason in the past, so they'd been 
removed and sealed off with metal 
plugs.  You may commence 
shivering now.  

 
Why it didn't blow long ago is a real stumper, but 
presumably people were taking nitrogen out of it quickly 
enough to keep things together.  Not this time, though: at 
around 3 a.m., things came to a head as the internal tank 
(these things are double-walled) expanded until it pressed 
against the outer one.  That kept it from expanding 
anywhere else except on the ends, and as fate would 
have it, the bottom blew out first.  The engineer's best 
guess is that this took place at around a 1200 psi load. It 
must have been quite a sight, although it's a damn good 
thing that no one was around to see it.  I'll let the 
engineer's report take it from here: 
 
The cylinder had been standing at one end of a ~20' x 40' 
laboratory on the second floor of the chemistry building. It 
was on a tile covered 4-6" thick concrete floor, directly 
over a reinforced concrete beam. The explosion blew all 
of the tile off of the floor for a 5' radius around the tank 
turning the tile into quarter sized pieces of shrapnel that 
embedded themselves in the walls and doors of the lab. 
The blast cracked the floor but due to the presence of the 
supporting beam, which shattered, the floor held. Since 
the floor held the force of the explosion was directed 
upward and propelled the cylinder, sans bottom, through 
the concrete ceiling of the lab into the mechanical room 
above. It struck two 3 inch water mains and drove them 
and the electrical wiring above them into the concrete roof 
of the building, cracking it. The cylinder came to rest on 
the third floor leaving a neat 20" diameter hole in its wake. 
The entrance door and wall of the lab were blown out into 
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Rotterdam 
Rotterdam is an open and 
hospitable city, easily 
accessible by water, rail, road 
and air. The largest port in 
Europe, Rotterdam is one of 
the most important drivers of 
the Dutch economy. The River 
Maas, to which Rotterdam 
owes its existence, is an 
attraction in itself. The climate 
in May is mild, approximately 
18-20oC and breezy. 
 
Hotels are abundant, with  
4-star hotels in the direct 
surroundings. A 5-star hotel is 
connected to the De Doelen by 
a skywalk. Social activities with 
a  “Rotterdam” theme, such as 
a harbor-boat tour, are 
abundant. Public transport in 
Rotterdam is well organized:  
bus, tram and metro-lines.  
 
A wide variety of locally and 
internationally oriented 
restaurants can be found within 
the center.  Many Rotterdam 
museums are in walking 
distance of both venues and 
include the Boijmans-van 
Beuningen Museum, the NAi 
(Netherlands Architecture 
Institute), the Historisch 
Museum (Historical museum), 
the Volkenkundig Museum 
(foreign peoples and cultures), 
the Kunsthal and the Schielandhuis. Find more 
information at www.rotterdam.info. 
 
Schiphol International Airport 
Schiphol Airport is the largest airport in The Netherlands 
and one of the largest in Europe. Most U.S. based airline 
companies with Trans-Atlantic services have Schiphol – 
or sometimes called Amsterdam Airport – as one of their 
destinations. Connections to and from other parts of the 
world are wide-spread.  Schiphol Airport is connected to 
most large European airports. It offers all major facilities 
of a modern airport (www.schiphol.nl).  
 
Connection Schiphol Airport – Rotterdam 
The most practical and economic way to travel from 
Schiphol Airport to Rotterdam Central station (Centraal) is 
by train. The train station at Schiphol Airport is located 
inside of Schiphol Plaza, the main entrance hall. Signs 
will guide you to the Plaza and the train station. 

There are several train services that may differ in time 
and costs. The most used services are the direct intercity 
trains that depart every hour at 10, 13, 40 and 43 minutes 
after (from time-table valid until December ’09). The 
journey will take about 50 minutes, with stops at Leiden 
(not all services) and The Hague. Most trains in The 
Netherlands offer a choice for travelling in first or second 
class, with the first class being a bit more spacious and 
comfortable. A one-way ticket Schiphol – Rotterdam 
Centraal will cost €18,20 for first class and €10,70 for 
second class (prices acquired in September ’09). Tickets 
can be purchased at ticket machines near the luggage 
retrieval belts, in Schiphol plaza and ticket offices also in 
Schiphol Plaza. More info on the Dutch railway network 
and updated time-tables can be found at www.ns.nl.  
 
Since September 1, 2009 a non-stop high-speed 
connection has started that will bring you from Schiphol to 
Rotterdam in 26 minutes. As of January, 2010 even faster 
trains will come into service that will reduce the travel time 
to just 19 minutes. These trains will reach a top speed of 
300 km/h (over 186 m/h) on designated tracks. Tickets for 
this service are more expensive and must be booked in 
advance at www.nshispeed.nl/en. 

Taxis are located in front of the exits of Schiphol Plaza. 
They are quite expensive — a trip from Schiphol to 
Rotterdam may easily exceed €100, though specialized 
airport taxi services may be cheaper. 
 
Rotterdam Airport 
Rotterdam Airport is small with several connections to 
other European airports.  There are no direct flights to 
and from outside Europe.  Find more information at 
www.rotterdam-airport.nl, located at the north border of 
Rotterdam. The easiest way to travel downtown (centrum) 
is by bus (Line 33) or taxi. 
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