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GOAL

To facilitate research leading to treatments and
cures for rare diseases, as well as more common

diseases, by improving researchers’ access to
needed human biospecimens

RAND
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OBJECTIVES

* Create a publicly available, searchable, Web-based
database of biorepositories

* Facilitate researchers' access to human
biospecimens by providing a system that provides
access to information about repositories and their
collections.

* Identify unmet needs of researchers in obtaining
human biospecimens for research on rare diseases.

* Provide information to researchers, the wider
research community and other interested parties
about biorepositories and biospecimens
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Human Biospecimen Collections

* > 307 million specimens stored in the United States*
— Accumulating at a rate of > 20 million per year

* > 30 million specimens have been collected
specifically for research purposes:

— Stored at >300 biorepositories in the United States

* > 250 million specimens originally collected for
diagnostic or therapeutic reasons

— Stored in pathology labs

* From: Eiseman, E and Haga S. Handbook of Human Tissue Sources: A National
Resource of Human Tissue Samples. RAND MR-954-S&TPI (September 1999)
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Human Biospecimen Collections

* > 30 million specimens have been collected
specifically for research purposes:

— Stored at >300 biorepositories in the United States
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Information in the Database

* General information about each biorepository

* Number and type(s) of biospecimens stored at each
repository

* Processing methods (e.g., paraffin blocks, slides, snap
frozen)

* Storage conditions (e.g., room temperature, frozen in
liquid nitrogen) and length of storage

* Type of informed consent
* Limitations associated with the use of biospecimens

* Costs of obtaining biospecimens
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Human Biospecimen Database
- Timeline -
* Year 1 (completed):

— Construct and pilot test database, data collection website,
and XML schema

— Construct search interface and website

* Years 2 & 3 (Fall 2007 — Fall 2009):
— Expand information in the Human Biospecimen Database
— Invite biorepositories outside of U.S. to participate

— Track unmet needs of the research community in obtaining
human biospecimens for research purposes

— Update and maintain database
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Data entry page:
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Overview

Welcome to the Human Biospecimen Data Collection Web site. This Web site contains data entry screens to collect information from biorepositories about the types
of human biospecimens they collect, store, and distribute for research use. The Web site was developed under contract with the National Institutes of Health (NIH)

Office of Rare Diseases (ORD).

We are contacting biorepositories in the United States to obtain information about the types of human biospecimens that they collect, store, and distribute for
research purposes, The information we collect will be used to create an interactive, comprehensive database that is accessible via a Web browser, is searchable
online, and contains detailed information about human biospecimens that are collected, stored, and distributed by biorepositaries for research use in the United
States. The purpose of this project is to facilitate research leading to treatments and cures for rare diseases, as well as more common diseases, by improving
researchers' access to needed human biospecimens by providing a system that enables them to access information about biorepositories and their collections.

This Web-based, searchable database of biospecimens collected, stored, and distributed by biorepositories for research purposes will be the first of its kind and will
be extremely useful as a comprehensive reference source of human biospecimens in the United States. The new database will contain up-to-date information first
and foremost for biomedical researchers, but also for other segments of the biomedical research community (e.g., research funding entities, professional societies,
patient advocacy groups, research administrators, and the biotechnology and pharmaceutical industries). all interested parties will be able to use the database to
identify and obtain resources for basic and translational research as well as drug development in rare diseases, genetics, rare and common cancers, immunology,
physiology, and cell biology, among other disciplines. Beyond providing information about the availability of biospecimens, this database will also provide information
about repositories that collect, store, and distribute biospecimens that will be invaluable to the planning and implementation of biomedical research on rare
diseases and orphan drug development.
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Welcome

Thank you for logging into the Human Biospecimen Data Collection Web site. This Web site contains data entry
screens to collect information about the types of human biospecimens that your facility collects, stores, and
distributes for research use. The Web site was developed by RAND ISE under contract with the National
Institutes of Health (NIH) Office of Rare Diseases {(ORD).

For instructions on how to enter your data, click here,
To visit your repository home page, click here.

If you wish to upload your data as XML, click here for a copy of the official XML schema.
(You may need to "view source” or "Save as" because most browsers cannot render an XML schema

document.)

For general information about this project, click here,
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RAND = RAND ISE > Hurnan Biospecimen Data Collection > Database Entry

Repository Home

Name: ’Demo User ‘
Username: DEMO
NIH Institute: ’Ngt Applicable vl

Telephone: (l I) | | -| |, % | ‘

Faxe hL 4] |
Address 1: ’

Address 2: ’

|
|
Address 3: [ ]
|

Address 4: ’

Room, Suite, Floor: ’ ‘

City: ’

,State:\:,ZIP+4:| I-I I

Web Site: ’ ‘

Please provide a short overview of your repository that includes things
such as the purpose of the repository, a brief description of the types
of biospecimens in your collection, and the availability of the biospecimens for research.

save | | reset

Contacts

Add new

No contacts to edit.



'3 RAND ISE: Tissue Repository DB: Edit a Contact - Microsoft Internet Explorer

J File Edit View Favorites Tools Help

J GBack v = v ) at | ‘Qisearch  [jFavorites  EfMedia {3| S = E a

J Links @RAND Intranet Home Page @Online Computing Helpdesk @RAND Delivers Objective High-Quality Research and Analysis @Customize Links @] Free Hotmail @Windows Media 2%

JAgdress I@ http:/fsmapp.rand.org/biospecimen/repositoriesfcontact_edit.php j .()? Go

' 4} RAND Home [=] Stay Informed & Search Reports ¥ View Cart ;I
| SearchRanD

Human Biospecimen Data Collection [ searchise |
A JOINT PROJECT OF RAND ISE AND THE NIH OFFICE OF RARE DISEASES

Human Biospecimen Iction

RAND = RAND ISE > Hurman Biospecimen Dats Seetiaiiaths maid

Add a Contact

Name [EISEMAN - Elisa Eiseman El
Title [Senior Scientist
Telephone (jong 4555 _[1212 | x[555
Fax (l ) | _|

E-mail Address |eiseman@rand.0rg|

save | reset I

<« Back to repository home

ISE Horme | About ISE | ISE Programs | ISE Centers | ISE Projects | Publications
RAMD Home | About RAND | Research Areas | Reports & Bookstore | RAND Divisions | News & Events Beack to Top
RAND Infrastructure, Safety, and Environment is a research division of the RAND Corporation. RAND® is a registered tradernark, Copyright @ 1994-2006

&) Done [ || |4 mnternet
S



RAND Biosp
File Edit View Favorites Tools Help ,','
@ Back ~ \_) @ @ ih /:) Search \;‘\\‘(Favorites &) Lé' i;.' Lil] < J ﬁ ‘3
: Address @http:,f,l’smapp.rand.orgj'biospecimen,frepositories,l’repository_home.php v| =] Go
: Links @ Customize Links Free AOL & Unlimited Internet @ Free Hotmail @ Online Computing Helpdesk @ RAND Computing @ RAND Delivers Objective High-Quality Research and Analysis 2%
EPSON Web-To-Page ~ | (E)Print | Zl)Print Preview
-~

Contacts

Add new

| show deleted |

[ { Name [ Title E-mail Address Phone Fax

’ﬂ ’ Eiseman, Elisa { Senior Scientist | eiseman®@rand.org | 908 - 555 - 1212 ext. 555

Specimens

Add new by hand
Upload XML

No specimens to edit,

ISE Home | About ISE | ISE Programs | ISE Centers | ISE Projects | Publications
RAND Home | About RAND | Research Areas | Reports & Bookstore | RAND Divisions | News & Events
RAND Infrastructure, Safety, and Environment is a research division of the RAND Corporation. RAND® is a registered trademark, Copyright @ 1994-2006

Back to Top

=

@) Trusted sites



3 RAND ISE: Biospecimen Repository Data Collection: Add New Specimens - Microsoft Internet Explorer

J File Edit VYiew Favorites Tools Help

| &Back + = - D 4} | ‘Qsearch [GFavortes PMedia (4 EN- S =1 5 &L

J Links & ]RAND Intranet Home Page & | Online Computing Helpdesk & RAND Delivers Objective High-Quality Research and Analysis & | Customize Links & |Free Hotmail & Windows Media

JAC_Idress I@ http:/{smapp.rand.org/biospecimen/repositories/specimen_new.php LI WG':'

-~

4} RAND Home [=] Stay Informed & Search Reports ¥ View Cart —

Search RAND

VAANIPE Human Biospecimen Data Collection | searchise |
A JOINT PROJECT OF RAND ISE AND THE NIH OFFICE OF RARE DISEASES

ND > RAND ISE > Human Biospecirnen Data Collection > Database Entry

Add New Specimens

Hurnan Biospecirmen Data Collection Web site
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wish to select, please click here,
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* If you do not find the disease name you wish to enter and cannot use an OMIM Number or if you cannot find the type of biospecimen that you wish to select,
please click here,
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RAND ISE: Biospecimen Repository Search: Results

Our database has no specimens that match your search criteria.

Please return to the search page and try a new search or click here for additional information.

Search tips:

e Try being less-specific with your search term.

e Try selecting fewer criteria, For instance, search for just disease instead of disease and tissue.
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RAND ISE: Biospecimen Repository Search: Specimen Request

To provide information about the type of biospecimenis) you are searching for or to submit feedback or comments, send an e-mail message using
the following form.
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