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Technical Questions & Answers for the Launch of the Type 1 Diabetes Exchange 
 
What is the Exchange? 
 
The Exchange is designed to harness the power of type 1 diabetes patients to help themselves as 
well as help clinicians and researchers improve patient management and conduct new and 
collaborative research in real time. The Exchange, which aims to have 100,000 members and a 
network of over 60 clinical centers within three years, is comprised of three core components: a 
data repository with patient clinical, biological and real life historical and experiential data; a 
biobank with patient biological samples; and an interactive website with mobile and 
collaboration capabilities for patients, clinicians and researchers.  

What is the role of the Helmsley Charitable Trust? 
 
The Exchange is a project funded by the Helmsley Charitable Trust through the Helmsley Type 1 
Diabetes Program (T1D Program).  The primary goal of the Helmsley T1D Program is to 
advance the understanding of type 1 diabetes and to identify promising new treatments, 
technologies and solutions for patients. In 2010, the Helmsley Trust awarded a three-year $26 
million grant to the Jaeb Center for Health Research for the development of the Exchange. 
 
Why is the Exchange important? 
 
The Exchange is designed to drive a better understanding of type 1 diabetes, improve the care 
and lives of people with type 1 diabetes and accelerate the search for new type 1 diabetes 
treatments and technologies through the promotion of collaborative research and data sharing. 
Longer term, the Exchange platform will be used as a resource to accelerate research for other 
chronic diseases in a similar, comprehensive way.  
 
How is patient privacy protected in the Exchange web portal? 
 
Protecting patient privacy is critical for the long term success of this project. After extensive due 
diligence with privacy experts, the Exchange has been developed to provide data security and 
customizable, state-of-the-art controls to ensure confidentiality. Web portal users will have very 
specific privacy controls letting them choose which information they want to share, with whom, 
and for what purpose. Patients may choose to participate anonymously in research through the 
Exchange platform, or they may choose to allow personally identifying information, such as their 
contact information, to be shared with specific researchers and/or other stakeholders (e.g., 
JDRF). Patients may withdraw from the Exchange at any time.  
 
What is the value of the Exchange for individuals with type 1 diabetes? 
 
Through the interactive website, the Exchange offers individuals with type 1 diabetes the ability 
to import and input their diabetes-related health information and compare it to the information of 
others living with the disease. The Exchange also offers access to educational material, 
information about research studies and clinical trials, and opportunities to engage with the 
Exchange community of type 1 members, caretakers, clinicians and researchers. In the long term, 
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the Exchange aims to improve the care and lives of people with type 1 diabetes by fostering the 
rapid development and dissemination of studies to create a better understanding of how people 
are responding to existing treatments and accelerate the search for new solutions. 
 
What is the value for researchers? 
 
The Exchange will address some of the key barriers to research today by providing easy and 
efficient access to well characterized biosamples, study participants and patient data. Depending 
on the source of information and permissions granted by the participant, data will be coded to 
give researchers access to different types of information, including self-reported patient data and 
data provided by the personnel at clinics. In addition, the Exchange will allow researchers to 
capture, share and evaluate data in a collaborative community to create a better understanding of 
type 1 diabetes.  Strategic funding partnerships will provide collaborative funding opportunities 
for the research community.  
 
 
What is the value for clinicians? 
 
Type 1 diabetes is one of the most challenging diseases for physicians to treat, with day-to-day 
patient management and customization of patients’ therapeutic regimens consuming an immense 
amount of time. Clinicians need better tools and information to guide treatment decisions. The 
Exchange will provide some of these tools and a customized, collaborative space for clinicians. 
 
What steps have been taken to develop the Exchange? 
 
In addition to ensuring data is secure and confidential, a clinic-based registry has been 
established as the first step in creating the Exchange. Through a RFP process, over 60 centers 
have been engaged to commence enrolling approximately 45,000 individuals with type 1 
diabetes, including adults and children, as well as new onset patients and patients living with the 
disease. The centers encompass university-based and community-based sites, urban and rural 
areas and a diverse range of racial and ethnic groups. Over the long term, the goal is to have one 
or more centers in all 50 US states and an international network of clinics participating in the 
Exchange.  
 
What is the clinic-based registry component of the Exchange? 
 
The clinic-based registry will consist of longitudinal participant data collected through patient 
medical records and participant questionnaires. The registry data will be used for research 
purposes and made available for patients to use to improve care and management of their 
diabetes. The initial clinic participants will be the starting point for recruitment for the Exchange 
biobank and patient website services.  
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What is the interactive website component of the Exchange? 
 
A website with mobile capabilities will be established to allow type 1 diabetes patients both 
inside and outside of the Exchange’s clinic system to participate in the Exchange. Through the 
web portal, clinic participants will be able to import their clinical data into a personal account, 
while participants outside of the clinic system will be able to input their patient-reported data, 
adding it both to their personal account and the data repository. Participants will be able to apply 
privacy settings to their data, viewing and sharing information with the Exchange community as 
desired, and will have access to educational materials and information about research studies and 
clinical trials. Web portals designed for clinicians and researchers will enable them to request 
and access data, biosamples and future Exchange services. 
 
What is the data repository component of the Exchange? 
 
The data repository will consist of participant data collected through the clinic-based registry, the 
interactive website and the biobank components of the Exchange. Researchers registered with 
the Exchange will be able to query the data repository through the researcher portal. Data 
requests will also be serviced through the Jaeb Center for Health Research. Access to data for 
research will be governed by patient privacy settings and consent. 
 
What is the biobank component of the Exchange? 
 
The biobank will store samples from a subset of Exchange participants as part of specific 
research studies. These biosamples will be available for follow-up analyses and for use in future 
studies yet to be defined. Before banking the materials, baseline lab measurements will be taken 
on most samples by two to three core labs in the United States to allow targeted selections for 
future studies.  All data from lab tests run on these samples will be added to the Exchange data 
repository. The size of the Exchange biobank will be determined by the number of new studies 
less the depletion that occurs due to requests for samples.  
 
 
What is the role of the Jaeb Center for Health Research? 
 
The Jaeb Center, led by Roy Beck, MD, PhD, is the coordinating center for the clinic-based 
registry and its integration with the interactive website and biobank. Dr. Beck is well respected 
in the diabetes community and has extensive experience in clinical trial coordination and clinical 
registries. Dr. Beck’s focus on diabetes stems from his personal connection through his son who 
has type 1 diabetes. The Jaeb Center has retained Health Advances, LLC, based in Waltham, 
MA, to manage and oversee the Exchange program. The Jaeb Center has also engaged 
Springboard, Inc., based in Cambridge, MA, and Asynchrony Solutions, Inc., based in St. Louis, 
MO, to support the development of the Exchange.  
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How is this different than other research efforts in type 1 diabetes? 
 
The Exchange is a new model that combines the best aspects of traditional clinical research with 
the expanding fields of health information and social networking. The Exchange serves as a 
network for multiple stakeholders in the type 1 diabetes community, providing an open-source, 
comprehensive platform for coordinated, collaborative research and data sharing.  
 
Are other diabetes organizations involved (i.e., JDRF and ADA)? 
 
The Helmsley Charitable Trust initiated the Exchange project after identifying the urgent need 
for a new type of collaborative type 1 diabetes resource after more than a year of due diligence 
with organizations such as JDRF and ADA to define the optimal use of Helmsley funding. The 
Exchange is an open and accessible resource for all type 1 diabetes stakeholders to contribute to 
and benefit from; all stakeholders—industry, academia, nonprofits, clinicians, patients and 
caregivers—have been engaged in the diligence process.  
 
Why focus specifically on type 1 diabetes instead of all diabetes? 
 
The initial Exchange efforts will focus on type 1 diabetes, which is a Helmsley Charitable Trust 
program area and provides a specific population in which to test the Exchange concept and 
platform. In the future, the Trust plans to share the Exchange platform with type 2 diabetes 
partners, as well as with partners working on other chronic diseases.  
 
Can anyone with type 1 diabetes join? 
 
Yes. The Exchange aims to have membership of approximately 100,000 or more people with 
type 1 diabetes in the first three years. A website with mobile capabilities will be established (2nd 
quarter  2011)  to allow patients both inside and outside of the Exchange’s clinic-based registry 
to participate in the Exchange.   
 
Will this be an international effort? 
 
The interactive Exchange website will be available to people with type 1 diabetes across the 
globe. The Helmsley Charitable Trust and Jaeb Center for Health Research are currently in the 
process of identifying international partners. 
 
What are next steps for the Exchange? 

• 1st Clinic-Based Patient Enrollment: Began September  2010—Underway 
• Front-End Architecture Creation: Underway 
• Front-End Beta Test of Patient Enrollment: Fall 2010 
• Biobank 1st Sample Collection: 1st Quarter 2011 
• Patient Portal Website Launch: 2nd Quarter 2011 

 


