
The ASH Research Collaborative (ASH RC) was 
established by the American Society of Hematology 
(ASH) in 2018 to foster collaborative partnerships to 
accelerate progress in hematology, with the ultimate 
goal of improving the lives of people affected by 
blood diseases.  

THE ASH RC DATA HUB
FACILITATING THE SHARING OF DATA

The foundation of the ASH RC is its agile data repository, 
the Data Hub. This technology platform, developed by 
our informatics partner Prometheus Research, facilitates 
the exchange and repurposing of health information by 
aggregating and making available for inquiry complex 
real-world data on hematologic diseases.

For hematologic diseases, particularly for rare diseases, 
it is difficult to bring together a critical mass of data, as 
the patient populations are small and their information 
is stored in locations around the world. Questions about 
the populations, the natural history of disease at the 
individual patient level, practice patterns, and the quality 
of care are often left unanswered.

Recognizing that this limitation inhibits the pace of 
discovery, ASH invested in the creation of the ASH RC 
Data Hub to facilitate the sharing of data on hematologic 
conditions in support of scientific inquiry. ASH is uniquely 
positioned as a trusted convener to collaborate with 
different stakeholders to grow the data in the Data Hub 
and provide access to researchers and clinicians working 
to conquer blood diseases.

AGGREGATING DATA FROM ALL SOURCES
The Data Hub is able to ingest a wide variety of data 
(e.g. clinical and laboratory data, genomic or molecular 
correlates, patient-reported outcomes, population health 
and social determinants data) from disparate US- and 
international-based sources (e.g. inpatient and outpatient 
clinical systems, industry and government datasets, other 
registries, directly from patients) and can accommodate 
data in different formats (e.g. structured and unstructured 
data from electronic health records, trial datasets, patient-
reported instruments, manual chart abstraction, legacy 
dataset import). Both retrospective and prospective data 
are supported. The Data Hub’s technology automates data 

collection wherever possible (to minimize the burden on 
data partners); can scale up (in the type of data captured, 
and by adding new diseases); and can readily draw from 
the data it contains to answer research questions (e.g. 
through data exploration, advanced querying, generation 
of clean analytic data sets, and integration with tools for 
graphically displaying data).

Access to the data and analyses housed in the Data Hub 
will be governed by policy and overseen by project 
leadership. Initially, clinical researchers and industry 
are expected to submit proposals for data access. As the 
resource grows, bioinformaticians and clinicians are also 
anticipated to have an interest in accessing data.

Hematology encompasses both malignant and non-
malignant diseases; accordingly, the initial focus areas of 
the Data Hub, multiple myeloma and sickle cell disease, 
are representative of these two domains. It is anticipated 
that additional diseases will be added in the future.

For more information about the Data Hub, please visit   
www.ashresearchcollaborative.org/data-hub. 

CONTRIBUTING TO THE DATA HUB
To learn about contributing data assets to ASH RC Data 
Hub, or accessing its data sets, please contact the ASH 
Corporate Relations team.

THE ASH RC SICKLE CELL DISEASE 
CLINICAL TRIAL NETWORK
BUILDING THE INFRASTRUCTURE FOR INNOVATION
The first research initiative of the ASH RC is a Sickle Cell 
Disease Clinical Trials Network, which will launch in 
2019 to optimize the conduct of clinical trials research 
in sickle cell disease (SCD). The Network will provide the 
infrastructure for identifying patient cohorts for trials, 
matching trial sponsors with sites, facilitating recruitment 
of eligible patients, and ensuring optimally designed trials 
and an efficient, coordinated approach. It will leverage the 
Data Hub to collect key information and identify gaps that 
will help advance SCD research and treatment. 

RESPONDING TO THE CHALLENGE
A robust drug development pipeline is poised to drive 
demand for SCD clinical trials to a new level, providing 
a prime opportunity to advance treatment and care of 
those affected by SCD. At the same time, there are many 
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challenges in conducting clinical trials for SCD, including 
a shortage of primary investigators, clinical trial sites, 
and enrolled patients; lack of access to a centralized data 
repository; poor coordination among sites; and flawed 
study designs. In addition, the voice of the patient has 
been largely absent in decisions about clinical trials in 
SCD, which has led to failures in patient enrollment and 
support. 

KNOCKING DOWN BARRIERS IN CLINICAL 
RESEARCH
The mission of the ASH RC SCD Clinical Trials Network 
is to improve outcomes for individuals with SCD by 
expediting therapy development and facilitating 
innovation in clinical trial research.

While traditional responsibilities for running a clinical 
trial will remain with the participating sites and industry, 
the Network’s activities will address many of the common 
barriers faced in clinical trials research, including: patient 
engagement, education, and recruitment; matching 
sponsors with trial sites; and ensuring an efficient 
coordinated approach to clinical trials research.

ENGAGING AND RECRUITING PATIENTS
By cultivating a strong network of SCD community 
opinion leaders, the Network empowers people living 
with SCD to set the agenda for advancing the treatment of 
their disease and identifies needs, gaps in research, and 
research priorities. At the same time, it avails sponsors 
and sites with valuable insights:

• Unmet needs among patient subgroups

• Therapeutic burdens

• Benefit-risk perceptions 

• Opportunities to expand research that hold the most 
promise for patients

Establishing partnerships for the development of 
educational materials incorporating the patient voice 
enables patients themselves to identify and fill gaps in 
knowledge and dispel myths. Effective patient-driven 
resources support sites as they educate their own patients, 
caregivers, and patient groups, and a well-informed 
patient base lends itself to a higher level of clinical trial 
participation.

Leveraging the ASH RC Data Hub to evaluate patients’ 
eligibility for a specific trial enhances a site’s patient 
recruitment performance by assessing patient data against 
inclusion/exclusion criterion. With a ranked cohort in 
hand, a site has a targeted list of patients to engage for 
participation. The Data Hub is leveraged by sponsors to 
identify sites that not only meet protocol requirements, 
but also have adequate patient populations.

MATCHING TRIAL SPONSORS TO SITES
In a competitive and dynamic clinical trial environment, 
the SCD Clinical Trial Network’s site identification 
service quickly and effectively matches sponsors to 
qualified sites with resources and patient populations 
necessary for conducting their trials. The service, in turn, 
provides opportunities for research sites to seek out new 
studies and make introductions to new sponsors.  

ENSURING AN EFFICIENT, COORDINATED 
APPROACH
The resources required to design and implement a 
successful clinical trial necessitates efficiency. The 
SCD Clinical Trial Network’s approach is intended to 
streamline a number of processes.

• Review of study protocols—valuable input on 
protocols and potential amendments prior to IRB 
submission

• Feasibility assessments—feedback from SCD experts, 
sites, and patients enables timely protocol revisions.

• Best practices for SCD research—centralized, shared 
practices to help sites maximize study efficiency and 
productivity

• Central IRB— a simplified review process for 
multisite trials with a single entity, eliminating 
redundancies, saving time, and reducing costs.

• Specialized training—clinical staff learn innovative 
and efficient trial processes 

• Promotion of quality and patient safety—tailored 
informed consent process with comprehensive 
information about the study as well as possible risks 
and benefits is at the root of a trusting relationship 
among patients, sites, and sponsors.

For more information about the Clinical Trial Network, 
visit www.ashresearchcollaborative.org/network. 

PARTICIPATING AS A SPONSOR
To learn more about the ASH RC SCD Clinical Trials 
Network, contact the ASH Corporate Relations team.

PROMETHEUS RESEARCH AGILE DATA HUB 
SOLUTIONS
To learn more about Prometheus Research and its work  
with mission-driven organizations like ASH, please visit  
www.prometheusresearch.com or call (203) 672-5800.
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