SUMMARY OF ACCOMPLISHMENTS

July 1, 2014 – June 30, 2015

IMPROVING PATIENTS’ LIVES
The CIBMTR is dedicated to improving survival, treatment,
and quality of life for transplant patients. With >1,000
publications, the CIBMTR conducts practice-changing
research that helps patients and physicians:
SELECT DONORS AND GRAFTS
CIBMTR studies have established the paradigm for
selecting the best donor and graft:
• Optimal human leukocyte antigen (HLA) matching
• Impact of donor characteristics
• Cord blood vs bone marrow vs peripheral blood

MISSION
The CIBMTR® (Center for International Blood and Marrow
Transplant Research®) collaborates with the global scientific
community to advance hematopoietic cell transplantation (HCT)
and cellular therapy worldwide to increase survival and enrich
quality of life for patients. A research collaboration between the
National Marrow Donor Program® (NMDP)/Be The Match® and
the Medical College of Wisconsin (MCW), the CIBMTR facilitates
critical observational and interventional research through
scientific and statistical expertise, a large network of transplant
centers, and a unique and extensive clinical database.

VALUE TO THE COMMUNITY
The CIBMTR represents an international network of approximately
350 participating transplant centers that submit transplantrelated data for patients. CIBMTR research involves 6 major
programs:
•
•
•
•
•
•

Clinical Outcomes Research
Immunobiology Research
Clinical Trials Support
Bioinformatics Research
Health Services Research
Statistical Methodology Research

The CIBMTR has been collecting HCT outcomes data worldwide
for >40 years, resulting in a Research Database with
information on >415,000 patients. These data are freely
available to investigators with interest in HCT and treatments
for cancer and other life-threatening diseases. The CIBMTR
has become a respected leader in HCT research by providing a
unique resource of information and expertise to the medical and
scientific communities.

EVALUATE PATIENT RISK
CIBMTR studies have shown which patients:
• Have the highest risk of graft-vs-host disease (GVHD)
and other complications
• Are most likely to benefit from transplant
IDENTIFY LONG-TERM EFFECTS OF TRANSPLANTATION
CIBMTR studies provide insight into:
• Long-term impact of transplant on patients and their
families, including risk of second cancers and other
late complications
• Survivors’ quality of life
PROVIDE MEDICAL CARE GUIDANCE FOR SURVIVORS
The CIBMTR has worked with the medical community to
develop guidelines for optimal long-term care of transplant
survivors to:
• Decrease the rate of late complications
• Preserve patients’ fertility as much as possible
• Identify post-transplant best practice preventive
health behaviors
ADDRESS ACCESS TO CARE AND FUTURE WORKFORCE
NEEDS
CIBMTR studies address the broad range of issues that
influence access to transplant and long-term care after
transplantation, including:
• Disparities in access and outcomes of specific
populations
• Costs of care
• Future work force capacity
Publications establishing the CIBMTR’s research in
each of these areas are listed at www.cibmtr.org/About/
ProceduresProgress/Pages/SummaryPubs.aspx

CLINICAL OUTCOMES
RESEARCH PROGRAM

IMMUNOBIOLOGY
RESEARCH PROGRAM

Clinical outcomes research using the CIBMTR’s Research
Database is a core activity of the organization.

The CIBMTR’s Immunobiology Research Program is facilitated
by its Immunobiology Working Committee, functioning in
collaboration with the NMDP/Be The Match Histocompatibility
Advisory Group.

Fifteen Scientific Working Committees oversee most
of the CIBMTR’s clinical outcomes research. Their
accomplishments this year include:

This year the program’s accomplishments include:
Published 9 manuscripts in peer-reviewed journals
Presented 7 abstracts at scientific meetings
Reviewed and accepted 8 new project proposals
Distributed 13,012 research samples to investigators
Completed HLA and killer-cell immunoglobulin-like
receptor (KIR) typing on >3,400 donor / recipient
research sample pairs
• Curated 11,776 samples in the Research Repository
(129,981 overall)
•
•
•
•
•

• Administered the committees on which 1,700
worldwide researchers participate
• Collaborated with the 54 global experts in the HCT
field who voluntarily chair the committees
• Conducted 197 ongoing studies
• Reviewed 157 new study proposals, 73 of which were
presented and 35 of which were approved at the BMT
Tandem Meetings
• Supported 445 scientific authors at 227
institutions worldwide to publish research findings
• Published 47 manuscripts in peer-reviewed journals,
including the New England Journal of Medicine, JAMA,
and the Journal of Clinical Oncology
• Presented 36 abstracts (25 oral and 11 poster),
including:
• 16 (9 oral and 7 poster) at the American
Society of Hematology Annual Meeting
• 10 (9 oral and 1 poster) at the BMT Tandem
Meetings

Research Repository:
• Added 4,408 unrelated recipient samples
(55,153 overall)
• Added 1,259 related recipient samples
(4,855 overall)
• Added 3,946 adult unrelated donor samples
(56,971 overall)
• Added 1,236 related donor samples (4,595 overall)
• Added 916 unrelated cord blood samples
(8,406 overall)

Numbers of Patients Registered with the CIBMTR Continue to Grow
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CLINICAL TRIALS
SUPPORT PROGRAM
The CIBMTR participates in and supports prospective
research in various ways, including providing data
management resources, access to its Research Database,
and statistical expertise.

BLOOD AND MARROW TRANSPLANT
CLINICAL TRIALS NETWORK (BMT CTN)
Along with NMDP/Be The Match and The Emmes Corporation,
a contract research organization, the CIBMTR serves as the
Data and Coordinating Center for the BMT CTN. The BMT
CTN’s accomplishments over the past year include:
• Opened 5 new trials to accrual, bringing the total
number of launched trials to 38
• Accrued >1,400 patients to trials, increasing the total
number of accrued patients to >8,000
• Managed 10 open protocols with overall accrual for
open studies at about 150% of projections
• Published 8 peer-reviewed manuscripts
• Presented 13 abstracts of study results at national and
international meetings

RESOURCE FOR CLINICAL INVESTIGATIONS IN
BLOOD AND MARROW TRANSPLANTATION (RCI BMT)
The RCI BMT was developed to provide a multi-center clinical
trials and prospective observational research mechanism
complementary to the BMT CTN. This year the RCI BMT’s
accomplishments include:
• Opened 3 new trials to accrual, bringing the total
number of launched trials to 12
• Accrued >3,200 patients to trials, bringing the total
number of accrued patients to almost 25,000
• >20,000 were enrolled in a cohort study
examining long-term outcomes of unrelated donors
• Managed 2 Food and Drug Administration
investigational new drug protocols for NMDP/Be The
Match Operations: the Peripheral Blood Stem Cell
Procurement protocol accrued >2,400 patients,
and the Cord Blood Access protocol accrued >600
patients
• Initiated implementation of Medidata RAVE Electronic
Data Capture and Clinical Trials Management System
platforms
• Completed accrual on 4 trials
• Published 1 peer-reviewed manuscript
• Presented 3 abstracts at national and international
meetings

Survey Research Group

The Survey Research Group was created to assist HCT
researchers in developing and conducting research
involving questionnaires and patient interviews. The Group’s
accomplishments over the past year include:
• Supported 10 active studies
• Participated in the development of 3 upcoming studies
• Developed and launched a study, subject, and contact
management system

BIOINFORMATICS
RESEARCH PROGRAM
The Bioinformatics Research Program provides expertise
in and conducts research on translational and operational
bioinformatics.

The program is currently engaged in projects to:
• Develop pipelines to analyze next generation
sequencing typing data, including full-gene HLA,
KIR, and genome-wide sequencing, to refine our
understanding of genetic matching
• Investigate the role of genetic ancestry in
transplantation, including the best way to match
individuals with multiple races in their family tree
• Develop data standards and tools for making
immunogenetic data portable for research and
clinical use
• Investigate HLA data from other countries to better
understand global frequencies and improve matching
• Develop methods for HLA association studies
This year investigators with the Bioinformatics Research
Program presented 11 abstracts at national and
international conferences and published 9 manuscripts in
peer-reviewed journals, including:
• HLA match likelihoods for hematopoietic stem-cell
grafts in the US registry
• HLA match likelihoods for Indian patients seeking
unrelated donor transplantation grafts
• Fine-mapping of HLA associations with chronic
lymphocytic leukemia in US populations

HEALTH SERVICES
RESEARCH PROGRAM

STATISTICAL METHODOLOGY
RESEARCH PROGRAM

The Health Services Research Program conducts research
on health services and policy topics, such as quality of care,
survivorship, disparities in access, and economic aspects of
transplantation.

The Statistical Methodology Research Program’s goals are
two-fold: develop statistical models to use in HCT research and
compare new models with existing solutions using the Research
Database.

This year the program’s accomplishments include:
• Established the HCT Health Economics Interest Group,
which held its first meeting at the 2015 BMT Tandem
Meetings
• Completed 50 semi-structured interviews as part of
the evaluation phase of the Easy-to-Read Informed
Consent for HCT Clinical Trials study
• Opened a multi-center randomized controlled study
to evaluate the effectiveness of an individualized
survivorship care plan template; 17 centers will
participate in this study
• Conducted a national survey of community
hematologists / oncologists on referral practices,
perceptions of HCT, and education preferences
• Provided technical plain language writing consultation;
developed 3 easy-to-read consent forms and 5 patient
information sheets for 3 BMT CTN protocols
• Published 3 manuscripts in peer-reviewed journals
• Presented 14 abstracts at national conferences

HCT is a complex process with multiple competing risks and
dramatic changes in the risks of specific events over time. The
CIBMTR has developed and evaluated many of the statistical
models used in HCT research while also acknowledging that it
is important to guide the research community in appropriate
application and interpretation of these sophisticated models.
Biostatisticians with the Statistical Methodology Research
Program ensure the statistical integrity of CIBMTR scientific
activities, contribute to results in articles on HCT-related
statistical issues for clinical audiences, and support Working
Committee study investigators in developing scientific study
protocols using CIBMTR data. This year biostatisticians
published 6 peer-reviewed manuscripts and 1 editorial,
including:
• Proportional odds cumulative incidence model for
competing risks
• Proportional hazards regression model for the
subdistribution with covariates-adjusted censoring weight
for competing risks data

Patients in the CIBMTR Research Database by Disease

STEM CELL THERAPEUTICS
OUTCOMES DATABASE

RESEARCH
SUPPORT SERVICES

The Stem Cell Therapeutic Outcomes Database is a national
outcomes registry for allogeneic transplants performed in the
US and any transplants performed with products from the
US. Since 2006, the CIBMTR has held a Health Resources
and Services Administration contract authorized by the
C.W. Bill Young Cell Transplantation Program to manage
the Stem Cell Therapeutic Outcomes Database. This year’s
accomplishments related to the contract include:

DATA MANAGEMENT

• Published data in various formats:
• Annual Center-Specific Outcomes Analyses
• Transplant Center Volumes for 2009-2013
• Transplant Activity Report for transplants performed
between 2008 and 2012
• Implemented recommended changes to tools to enhance
transplant centers’ quality improvement efforts in
response to recommendations from the 2014 Center
Outcomes Forum
• Launched the Survival Outcomes Calculator, which
is available to transplant center medical directors;
the purpose of the calculator is to calculate one-year
survival after allogeneic transplant to help understand
the individual risk of patients being considered for
transplantation and to make clinical decisions
• Continued to build the related sample repository by
collecting pre-HCT biologic specimens of related donorrecipient pairs from 64 centers
• Began analysis on a quality of life pilot project, which is
unique in that the CIBMTR collected data directly from
patients after HCT
• Working with NMDP/Be The Match Patient and Health
Professional Services, published 11 lay summaries
of CIBMTR research publications for patients and their
loved ones

The CIBMTR collects data for approximately 21,000 patients
annually as well as follow-up data on previously reported
transplants. To collect and share data in an efficient manner while
ensuring data quality, this year the CIBMTR:
• Performed on-site audits of 57 transplant centers (45 in
the US and 12 internationally)
• Added autologous HCTs to the Continuous Process
Improvement program; as of the May 2015 report, 96% of
US centers met program standards for allogeneic HCTs and
89% for autologous HCTs
• Added 11 new eLearning modules for a total of 19
modules available in the Learning Center

INFORMATION TECHNOLOGY (IT) SERVICES
The CIBMTR IT team manages CIBMTR data and
information, adapts commercial software products,
develops custom software, and provides technical support.
FormsNet
More than 95% of data collected by the CIBMTR are
submitted electronically via FormsNetSM, which contains
>240 forms to capture HCT outcomes for donors and
recipients. This year the IT team received 236,350 HCT
recipient forms and implemented numerous enhancements,
including a flexible CIBMTR patient identification number
(CRID) to support the long-term strategic goal of supporting
data collection for non-transplant therapies.
Research Database
The IT team upgraded the technical infrastructure that
supports the CIBMTR Research Database and completed
integration of >2,800 revisions to data collection
forms.
Data Sharing
The CIBMTR is committed to sharing data as well as the
information and knowledge produced from data. This year the
IT team completed a data sharing assessment and created a
roadmap and plan to implement data sharing in an Integrated
Data Warehouse.
AGNIS
AGNIS allows electronic data transmission between FormsNet
and transplant centers. This functionality allows centers to
submit data from a local database without manual re-entry. This
year the IT team increased the number of AGNIS production
users from 9 to 14 and collected >26,000 forms from the
European Group for Blood and Marrow Transplantation.

CIBMTR Transplant Centers by Region

Patients in the CIBMTR Research Database by Region
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RECENT PUBLICATIONS
The CIBMTR published 79 manuscripts and 7 other articles
in peer-reviewed journals this year. Some of the CIBMTR’s key
findings were published in the following articles:
• Ciurea SO et al. Haploidentical transplant with posttransplant cyclophosphamide vs matched unrelated donor
transplant for acute myeloid leukemia. Blood. 2015 Aug 20;
126(8):1033-1040. Epub 2015 Jun 30.
• Eriksson F et al. Proportional odds cumulative incidence
model for competing risks. Biometrics. 2015 Sept 1;
71(3):687-695. Epub 2015 May 26.
• Besse KL et al. Estimating demand and unmet need for
allogeneic HCT in the US using geographic information
systems. Journal of Oncology Practice. 11(2):e120-e130.
Epub 2015 Mar 1. PMC4371120.
• Wagner JE Jr et al. One-unit vs. two-unit cord-blood
transplantation for hematologic cancers. [Response to
Letter to the Editor]. New England Journal of Medicine.
2015 Jan 15; 372(3):288.
• Levine JE et al. A prognostic score for acute GVHD based on
biomarkers: a multicentre study. The Lancet Haematology.
2(1):e21-e29. Epub 2015 Jan 1. PMC4340092.
• Eapen M et al. Bone marrow or peripheral blood

•

•

•

•

•

for reduced-intensity conditioning unrelated donor
transplantation. Journal of Clinical Oncology. 2015 Feb 1;
33(4):364-369. Epub 2014 Dec 22. PMC4302216.
Venstrom JM et al. Donor activating KIR2DS1 in leukemia.
New England Journal of Medicine. 2014 Nov 20;
371(21):2042. Epub 2014 Nov 20.
Eapen M et al. Long-term survival after transplantation
of unrelated donor peripheral blood or bone marrow
hematopoietic cells for hematologic malignancy. Biology of
Blood and Marrow Transplantation. 2015 Jan 1; 21(1):55-59.
Epub 2014 Sep 22. PMC4272909.
Bolaños-Meade J et al. Phase 3 clinical trial of steroids/
mycophenolate mofetil vs steroids/placebo as therapy
for acute GVHD: BMT CTN 0802. Blood. 2014 Nov 20;
124(22):3221-3227. Epub 2014 Aug 28. PMC4239331.
Pidala J et al. Nonpermissive HLA-DPB1 mismatch increases
mortality after myeloablative unrelated allogeneic HCT. Blood.
2014 Oct 16; 124(16):2596-2606. Epub 2014 Aug 26.
PMC4199961.
Gragert L et al. HLA match likelihoods for hematopoietic
stem-cell grafts in the US registry. New England Journal of
Medicine. 2014 Jul 24; 371(4):339-348. Epub 2014 Jul 24.
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