Strategic Projects:
Bringing New Treatments to Patients Faster
Genotype-Tissue Expression Project (GTEx)
NIH’s Genotype-Tissue Expression (GTEx) Project will help researchers study how genetic variation may relate to gene
expression and its correlation with disease. NDRI is helping NIH capture and characterize more than 30 tissue types from
several hundred surgical and post mortem donors, which will be part of the GTEx resource database and tissue bank.

Treatment for Cystic Fibrosis
Using lungs recovered from Cystic Fibrosis patients who received lung transplants, researchers developed the first drug
that targets the underlying cause of Cystic Fibrosis. Kalydeco® is an oral medication developed by Vertex and approved
by the FDA in 2012 for people ages 6 and older with the G551D mutation. Vertex researchers have also developed the
pipeline Cystic Fibrosis drug, VX-809.

LungMAP
NHLBI's Molecular Atlas of Lung Development Program, or LungMAP,
is a major initiative aimed at critically evaluating the processes of normal
lung growth and development. Research using lungs provided by NDRI
that develop during early childhood, and help inform the development
of novel treatments and therapies.
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Why Choose NDRI?

Meeting the Needs of Researchers

Human biospecimens from NDRI are:

NDRI specializes in meeting researchers’ needs for specific organs and tissues in critical, high-demand areas of

Customized: Acquisition and processing tailored to specific requirements

donor medical-social histories for select human biospecimens.

research. Human biospecimens from autopsy, surgery, and transplant are available. NDRI also provides de-identified

Timely: 24/7 response to requests and distribution of tissue

Brain and Neurologic Tissue

Diverse: Retrieval of normal and diseased organs and tissues from every
part of the body

NDRI is an excellent resource to support neurologic disease and pain research. Currently we are developing

Ethical: Compliance with privacy, informed consent, and biomaterials

programs to collect traumatic brain injury (TBI) and autism brains. NDRI is able to identify donors with brain and

handling regulations; distribution only to approved researchers

neurologic diseases to match your project requirements. NDRI also has the ability to recover brains from patients

State-of-the-Art: Multiple tissue types, formats, and preservation

participating in various studies after death, which is exemplified by our partnership with two ALS studies funded

methods available

by the Center for Disease Control and United States Veterans Affairs. All donors are highly annotated and allow for
access to complete health records. The collection of non-diseased control brains is also an option for investiga-

NDRI also provides de-identified donor medical-social histories for select

Empowering Research and Discovery
For 35 years, National Disease Research Interchange has revolutionized the progress of scientific research by partnering
with organ and tissue donation programs to procure and distribute human biospecimens to biomedical researchers.

Human Tissues and Organs for Research Resource (HTORR)
The NIH-supported Human Tissues and Organs for Research Program
(HTORR) makes human biospecimens available to researchers in academia

The National Institutes of Health has provided funding to NDRI since 1987.

and non-profit organizations.

Partnering for Progress

Corporate Life Science Program

Researchers in academic medical centers, non-profit research organizations, as well as pharmaceutical, biotechnology,
and medical device companies rely on NDRI for access to quality human biospecimens and data in critical,
high-demand areas of research. They have reported findings from research with NDRI biospecimens in more than
2,500 articles published in peer-reviewed scientific and medical publications.

“One of the main challenges in pharmaceutical

tors. NDRI serves pain management studies by collecting dorsal root ganglia as well as other peripheral nerves.

human biospecimens.

By partnering with NDRI’s Corporate Life Science Program, pharmaceutical,
biotechnology, and medical device companies can accelerate drug

Five years ago Sarah gave birth to twin boys Callum
and Thomas. Thomas died six days later due to
anencephaly, a serious birth defect and fatal genetic
condition, where the brain and skull don't fully develop.
Sarah and Ross Gray made the selfless decision to
donate Thomas’s organs and tissue to research.

“We need each other.

NDRI has a highly trained staff with expertise in organ and tissue recovery,

find hope in the midst of a crisis.

Biospecimens from healthy and diseased eyes:

will work closely with corporate partners to tailor retrieval protocols and
provide priority access to high-demand human biospecimens.

Researchers need tissue in order
to advance medicine and science.”
Sarah Gray

• More than 7,000 fixed and frozen biospecimens
representing:

Diseases:

• Normal tissues with a low post mortem to
preservation interval suitable for exacting
molecular analysis

• Age-related macular degeneration

• Common diseases, including cancer

Customizable Biospecimen Collection
Resources

• Over 160 rare diseases
• HIV/AIDS samples from over 100 donors

• Research specific authorization/consent language

(LAM), and von Hippel-Lindau disease.

• Project specific IRB approval

• 15,000 specimens from donors with LAM

• Establishment of new tissue source networks

• Plasma and DNA from more than 100 donors
with 60 rare diseases

NDRI:

also donate tissues or organs after death, including those that cannot be used for transplant.

health organizations

Online Biospecimen Catalogue

rare diseases such as Cystic Fibrosis, amyotrophic lateral sclerosis (ALS), lymphangioleiomyomatosis

NDRI Supports Breakthrough Research

• Works with more than 160 organ procurement organizations, tissue and eye banks, hospitals, and voluntary

Banked Biospecimens

• 300,000 DNA and cell line aliquots from members
of over 500 families with Type 1 diabetes

Private Donors: NDRI works with patients and families who want to help others by donating organs or tissues for research.

• Facilitates research annually for: 500 corporate and academic partners in pharmaceutical, biotech, and medical device companies

• FFPE, OCT, and whole eye sections

• Glaucoma

cures offers comfort and hope. NDRI empowers research in many areas, including diabetes, HIV, and

• Offers an Online Biospecimen Catalogue (OBC) with more than 7,000 fixed and frozen biospecimens

• Whole eyes, posterior poles, and sub-structures

• Diabetic retinopathy

For patients and families, the opportunity to donate for research that may lead to new treatments or

• Rare disease biospecimens, including
Cystic Fibrosis, LAM, neurofibromatosis,
Type 1 diabetes, and von Hippel-Lindau disease
• HIV-positive biospecimens

Ocular Tissue

NDRI - Working with Patients and Their Families

• Distributes more than 29,000 human biospecimens each year

Rare Diseases and HIV

A tiered cancer program captures tumors
post-surgery and offers escalating levels of medical
and social history annotation and peripheral blood

Bereaved families need a way to

samples. NDRI has greatly facilitated
Andrew Simmons, PhD
Senior Scientist
Preclinical Research
Takeda Pharmaceutical Company
San Francisco

Cancer Biospecimens

discovery and development to bring their products to market faster.

discovery is obtaining clinically relevant
that process.”

Human Biospecimens

• Targeted donor/patient recruitment projects

Individuals can donate tissues from surgery, such as tumors, or diseased organs removed during transplant surgery. They can

National Rare Disease Partnership of Voluntary Health Organizations: NDRI establishes partnerships with Rare Disease
Voluntary Health Organizations to facilitate donation for research.
Joslin Medalists Program: Researchers at Harvard University’s Joslin Diabetes Center are conducting research to identify the
factors that protect against the adverse effects of hyperglycemia for patients who have had insulin-dependent diabetes for
more than 50 years. These patients, known as “Joslin Medalists”, are enrolled in a registry managed by NDRI, which coordinates
organ and tissue recovery after death.
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several hundred surgical and post mortem donors, which will be part of the GTEx resource database and tissue bank.

Treatment for Cystic Fibrosis
Using lungs recovered from Cystic Fibrosis patients who received lung transplants, researchers developed the first drug
that targets the underlying cause of Cystic Fibrosis. Kalydeco® is an oral medication developed by Vertex and approved
by the FDA in 2012 for people ages 6 and older with the G551D mutation. Vertex researchers have also developed the
pipeline Cystic Fibrosis drug, VX-809.

LungMAP
NHLBI's Molecular Atlas of Lung Development Program, or LungMAP,
is a major initiative aimed at critically evaluating the processes of normal
lung growth and development. Research using lungs provided by NDRI
that develop during early childhood, and help inform the development
of novel treatments and therapies.

Treatment for LAM
Preclinical testing of the drug Sirolimus, using LAM cells from NDRI by
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researchers at the University of Pennsylvania School of Medicine led to a
clinical trial, which found that the drug stabilized lung function and
improved quality of life in patients with moderate to severe LAM.

How Researchers are Using
NDRI Resources
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will aid in the understanding of serious and often fatal lung diseases

Sirolimus is now used to treat LAM worldwide.
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From Bench to Bedside:
Helping CF Patients
Breathe Easier
Capri Faulk participated in a clinical trial of

• Discover new cancer drug targets and biomarkers

Kalydeco®, a new Cystic Fibrosis treatment,

• Understand mitochondrial molecular genetics in ALS

at the East Tennessee Children’s Hospital.
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Empowering Research and Discovery

Advancing medical research through organ and tissue donation
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Current Federal Funding
National Institutes of Health:

• Develop PET imaging agents for Alzheimer’s disease

• National Eye Institute

• Minimize the impact of side effects of AIDS therapy

• National Heart, Lung and Blood Institute

• Determine whether stem cells can be used to regenerate
articular cartilage

• National Human Genome Research Institute
• National Institute of Allergy and Infectious Diseases

• Develop diagnostic tools for CNS diseases

• National Institute of Arthritis and Musculoskeletal
and Skin Diseases

• Engineer tissue for vascular grafts
• Develop cellular replacement therapy for spinal cord injuries
National Disease Research Interchange
8 Penn Center, 15th Floor
1628 JFK Boulevard
Philadelphia, PA 19103

www.ndriresource.org
(215) 557-7361
(800) 222-NDRI (6374)
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• National Institute of Diabetes and Digestive
and Kidney Diseases
• National Institute of Mental Health
• Office of the Director
Department of Veterans Affairs
Henry M. Jackson Foundation for the Advancement
of Military Medicine, Inc.
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