The Voice of the
Donor for a Cure

Juvenile Diabetes Cure Alliance
September 14, 2012

Peter Miselis, CFA
Director of Research Analysis

212.308.7433
pdm@thejdca.org

Type 1 Diabetes Research Funding
Infrastructure in the United States
Conclusions:
→

The infrastructure that underlies type 1 research funding is mul-layered and
complex.

→

This complexity creates roadblocks that inhibit the basic groups within the system from working together toward a common goal.

→

Donor philanthropy generates signiﬁcant funds with which to pursue type 1
research. However, an extremely limited poron of those funds are allocated to
projects that target a Praccal Cure outcome.

→

Cure-minded donors have the ability to inﬂuence change in the system. They can
collecvely direct more funds to cure research projects by specifying how their
donaons will be used.

Our Mission:
To direct donor contribu ons to the charitable organiza ons that most
eﬀec vely fund research with the goal of delivering a type 1 Prac cal Cure
by 2025.
The JDCA and its employees seek to maintain independence from organizaons covered in its research
reports. The JDCA and its employees are free from conﬂicts of interest, receive no compensaon from
the organizaons discussed in its reports, and seek to avoid any relaonships with any organizaons that
could inﬂuence its objecvity and independence. Please see Analyst Cerﬁcaon and Other Disclosures
at the end of this report

Type 1 Diabetes Research Funding Infrastructure in the United States

This report provides an introducon to the infrastructure that supports type 1 diabetes research in the United States.
With the donors’ interest in mind, we describe the type 1 diabetes research funding system by following the money trail
from source to laboratory.
The trail will reveal that the research infrastructure is mul-layered and complex. Its labyrinthine structure inhibits
focus, transparency, and construcve collaboraon, which could signiﬁcantly slow progress to a cure. However, donors
can indeed improve the situaon if we work in alliance to counteract the inherent obstacles within the infrastructure.
The report is wri/en in three parts. The ﬁrst gives a big-picture overview of the diabetes research universe. The second
classiﬁes major players in the universe as sources, bundlers, and spenders. The third discusses acons that donors can
take to inﬂuence change.

I.

Overview

The following chart provides a comprehensive and holisc view of the diabetes research system as it exists today. The
chart visually depicts how funding for diabetes research advances from source to applicaon. The money trail originates
with the sources of funding, which appear in the green boxes and include private philanthropy and government grants.
Yellow and blue boxes located in the center of the chart show the posion of the charies and research centers as middlemen, or bundlers that raise funds and direct dollars to projects. The money trail ends at the top bar, entled
“Individual Research Projects,” which reﬂects the thousands of research projects funded by the money sources.
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II. Sources, Bundlers, and Spenders
In simpliﬁed terms, sources, bundlers, and spenders are the three basic groups that make up the type 1 diabetes
research infrastructure. The sources provide the funds; the bundlers collect, package, and redirect the funds; and the
spenders ulize the funds. Each group possesses its own unique complexies, as discussed below.
Sources
Donor philanthropy and government grants together deliver an esmated $700-800 million dollars per year to all types
of acvies related to type 1 diabetes.1 These funds are used for research, educaon, fundraising, and lobbying, with
the research dollars covering all major type 1 diabetes topics, including complicaons, treatment, prevenon, and
cure.2 We esmate that philanthropy raises roughly 50% of the total dollars, while the other 50% derives from
government grants.
Only a miniscule percentage of the total amount raised from philanthropy and government sources is allocated to
Praccal Cure research, i.e. research that would deliver a cure-like outcome for people who are now living with type 1
diabetes.
Bundlers
The major charies and regional research centers are the major bundlers of donated funds. The JDCA closely monitors
the four main charies: JDRF, ADA, DRIF, and Joslin, all of whom are adept at raising funds. Addionally, we have
examined roughly forty research centers that comprise the largest type 1 research programs throughout the United
States. These organizaons collect money any way they can – directly from donors, from grants by the big charies,
and through government grants. All compete with one another for a ﬁnite pool of funds.
The bundlers have the responsibility and authority to allocate the funds as they see ﬁt. Once the bundlers receive a
dollar, it becomes very diﬃcult to determine how the donated dollar is actually ulized, and nearly impossible to track
the results, or lack thereof, that the donated dollar has driven.
Spenders
The sciensts conducng research and performing clinical trials are the spenders in the infrastructure. There may be
more than one thousand type 1 research projects underway in the United States. Most of these projects are in early
stages of development and have yet to reach tesng in humans. Of the projects that are currently in human clinical
trials, only ﬁve have a shot at delivering a Praccal Cure outcome or be/er in the near term. The system, as a whole, is
not driving nearly enough high-quality projects into human clinical trials.

III.

Implica ons for Ac on

The complexity of the type 1 research infrastructure inhibits rapid progress toward a cure. The current funding system
fosters conﬂicts of interest that preclude a united focus on the most promising cure research. While there is clear merit
in funding a wide range of research projects, it is imperave that cure projects with the greatest potenal, i.e. with a
reasonable chance of delivering a praccal cure in the near future, are fully funded. To ensure that such projects
receive the requisite funding, the community must unite with the common goal of ensuring that there is a consistent
deﬁnion of “high potenal projects.”
The compeve nature of the funding structure also creates a situaon where the bundlers and research centers are
incented to withhold informaon from their competors. As a result, there is a disnct lack of transparency in
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communicang details related to the progress of speciﬁc research projects. Improving transparency would result in
donors having a be/er gauge on whether or not their dollars are being used eﬀecvely.
We believe strongly in the value of compeon to spur individuals to excellence. But we also believe that an
appropriate amount of collaboraon, by which the best ideas can be shared construcvely, is essenal to accelerate
collecve progress towards a cure in the near future. As it stands, the structure clearly emphasizes compeon to the
detriment of collaboraon.
If all players in the infrastructure were to establish a strategic priority to fund and support projects which have the best
chance for success in the near-term, it would fundamentally improve the system. To do this, they would need to 1)
adopt a baseline deﬁnion of a cure, which the JDCA suggests is a Praccal Cure or be/er, and 2) introduce a clear
meline to achieve the cure outcome. Without implemenng these changes, the infrastructure will connue to send
researchers down numerous paths toward no parcular goal and without a clear metable.
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Endnotes
1. JDCA esmate arrived at by summing the NIH’s $150 million Special Statutory Funding
Program for Type 1 Diabetes Research, plus esmates of addional regular NIH appropriaons for type 1, state grants, state agency funding, private foundaon giving,
type 1 giving to the ADA/DRIF/JDRF/Joslin, and type 1 diabetes philanthropy given
directly to type 1 research centers by donors.
2. Philanthropy excludes type 1 donaons made to diabetes clinics for paent care
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Analyst Certification
The JDCA analyst responsible for the content of this report certifies that with respect to each organization
covered in this report: 1) the views expressed accurately reflect his own personal views about the organizations; and 2) no part of his compensation was, is, or will be, directly or indirectly, related to the specific views
expressed in this research report.
Other Disclosures
All Rights Reserved. The JDCA and its employees will not be liable for any claims or lawsuits from any third
parties arising from the use or distribution of this document. This report is for distribution only under such
circumstances as may be permitted by applicable law.
All information expressed in this document was obtained from sources believed to be reliable and in good
faith, but no representation or warranty, express or implied, is made as to its accuracy or completeness. All
information and opinions are current only as of the date of this report and are subject to change without
notice.
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