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A hero is an ordinary 
individual who finds the 

strength to persevere and 
endure in spite of 

overwhelming obstacles.” 

– Christopher Reeve



2015-2020
New research proves that 

stimulation can lead to 
stepping in SCI; 100,000 
families received direct 

assistance through the PRC

2005-2010
The Reeve Foundation’s 

rehab network and clinical 
trials network are launched 
to speed the development 

of treatments and cures

1995-2000
Christopher Reeve sustains 

a SCI and launches the 
Christopher Reeve 

Foundation to unite 
researchers worldwide

2010-2015
Groundbreaking research: 
Individuals paralyzed for 
years can now stand and 
move their legs thanks to 

epidural stimulation

2000-2005
Paralysis Resource Center 

(PRC)  is established to 
provide free resources and 
vital programs to families 

impacted by paralysis 

The Legacy: The Past 40 Years

Throughout these 40 years, SCI foundations and funders have supported many 100s of 
projects without a globally coordinated research agenda that spans bench to bedside.

2015-2020

New research proves that 

stimulation can lead to 

stepping in SCI; 100,000 

families received direct 

assistance through the 

PRC.

2005-2010

The Reeve Foundation’s 

rehab network and 

clinical trials network are 

launched to speed the 

development of 

treatments and cures.

1980-1995

Christopher Reeve 

sustains a SCI and 

launches the Christopher 

Reeve Foundation to 

unite researchers 

worldwide.

2010-20152000-2005

Paralysis Resource 

Center (PRC)  is 

established to provide 

free resources and vital 

programs to families 

impacted by paralysis. 

Stifel Paralysis Fdn created in 

1982 after Henry Stifel sustains 

injury. Miami Project formed in 

1985 after Marc Buoniconti’s 

injury. Stifel Foundation and 

APA merge in 1986.
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We hypothesize 
that the wagon 
wheel for other 

SCI funders would 
look similar. 
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The Research Spend

$138,091,424

Therapy Delivery & 
Infrastructure
$5,290,534

Axon Guidance, Synapse 
Formation & 
Neurotransmission
$13,676,247

Cell Transplantation 
(including stem)
$10,390,135

Growth Inhibition
$12,345,327

Neuroprotection
$9,426,897

New Tools for Spinal Cord 
Research

$1,221,862

Promotion of Axon 
Growth & 

Remyelination
$18,555,058

Rehabilitation
$12,414,636.84

Secondary 
Complications

$7,155,934
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Government and non-profits are making significant annual 
investments in SCI research …

… but the increase in scientific understanding has not yet 
impacted the SCI community.
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Summary of Findings
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Growing at a rate of 4 percent, SCI funding is showing signs of potential growth, outpacing other fields, like Cystic Fibrosis, 
which is starting to decline at a rate of 1 percent…
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SCI science is evolving with new models to support R&D, allowing for 
commercialization and enabling us to deliver patient impact

SCI science is 
developing and 
maturing

• Neuromodulatory therapies are expected to be commercialized in ~3-5 years
• Several neuroprotectants are currently in clinical trials
• Neuroregeneratory therapies are progressing rapidly due to advances in stem cell 

biology and genetics, although still ~5-10 years away from commercialization

• Foundations are transitioning away from traditional grant models, due to 
frustration with low translatability of basic science

• Multiple options have emerged (e.g. academic-industry partnerships, 
milestone payment grants) to help catalyze the bench-to-bedside process

Industry is focusing 
on delivering 
impact and returns

• Large private donors are becoming more outcomes driven
• Investors / donors have increasing expectations in terms of ROI and are demanding 

more robust processes to identify the most promising opportunities, as well as 
tighter governance

New operating and 
partnership models 
catalyzing growth
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3 critical elements of go-forward plan to transform the SCI 
research agenda: 

3. Design the 

roadmap

2. Assemble a global 
alliance

1. Define the 

ambition
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Lack of connectivity with potentially synergistic technology 
platforms due to small base of  current research / poor 
knowledge sharing 

Lack of standardized tools, platforms and models to 
accelerate the development process

Inadequate funding to accelerate development of more 
novel, high-risk therapeutic approaches 

Multiple barriers have 
historically impeded 
progress in advancing the 
SCI research agenda . . . 

Lack of cohesive vision on a technical roadmap that 
encompasses the care-to-cure continuum

Lack of robust patient recruitment systems and registries 
to match patients with clinical trials
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….but a global SCI alliance 
can play critical role in 
helping to overcome them. 

Lack of connectivity with potentially synergistic technology platforms due to small 
base of  current research / poor knowledge sharing
• Establish cross discipline collaborations to transfer technologies from ancillary fields to SCI, 

and vice versa

Lack of standardized tools, platforms and models to accelerate the development 
process
• Collaborate with external partners to develop foundational research tools and platforms that 

can be broadly shared (i.e. genetically modified animal models, delivery technology 
platforms)

Inadequate funding to accelerate development of more novel, high-risk therapeutic 
approaches
• Ability to create a dynamic and independent scientific review process that pushes on new 

modalities and approaches to key SCI technical challenges

Lack of cohesive vision on technical roadmap that encompasses the care-to-cure 
continuum
• Leverage brand name and reach within community to act as "orchestrator" – bring together 

various stakeholders to establish go-forward plan for SCI research

Lack of robust patient recruitment systems and registries to match patients with 
clinical trials
• Share patient registry/data accumulated through research assets and deep connections within 

SCI patient community with R&D stakeholders (providers, biopharma) recruiting for clinical trials
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Currently, no individual stakeholder is playing the "orchestrator" role in the SCI R&D 
ecosystem

• Fund research 
testing novel 
hypotheses

• Provide funding to 
younger researchers 
and true innovators

• Facilitate consortia 
focused on key 
technical challenges 
to be addressed

• Share open-source 
clinical data

• Identify most 
promising 
therapies for 
clinical trials

• Ensure quality 
control for 
therapies enter-
ing clinical trials

• Award seed 
funding

• Develop 
standards and 
protocols for 
clinical trials

• Connect startups 
with expertise and 
resources

• Assist with patient 
recruitment

• Facilitate 
partnerships with 
industry

Foundation role 
less relevant –
pharma / biotech 
players drive 
commercial-
ization 

Discovery Preclinical Phase I Phase IIa / IIb Post proof-of-concept 
studies

Opportunity space
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Success Factors 

We propose four primary building blocks to enable us to deliver on a more 
ambitious R&D agenda:

Sustained Funding

Capital raising model to 
provide sustained funding 
over an extended period 
across a mix of R&D 
projects.

Primary role as an 
accelerator & funder of 
foundational science 
others won't/can't fund, 
and translational research

Right Talent

High caliber team of 
passionate scientific 
experts to drive the 
R&D agenda, cultivate a 
dynamic network of 
external experts and 
place & monitor a 
portfolio of R&D 'bets'

Alliance of Partners 

An ability – built over 
time based on earned 
trust – to serve as an 
orchestrator and 
navigator for all key 
stakeholders in the SCI 
R&D ecosystem

Strong Governance & 
Operating Model 

A governance and 
operating model that 
facilitates a highly 
disciplined, yet agile 
approach to funding, 
scientific review and  
identification of 
promising new 
technologies
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Leading R&D focused foundations typically follow three- stage path from genesis 
to maturity:

Form and Endow

Build Core Expertise

Bring in Large Donors

Families affected by the 
disease, frustrated with 
scientific progress, create 
an organization with an 
ambitious vision to find a 
cure

Big donors are 
attracted to the 
mission as they trust 
in the organization's 
ability to drive impact 
by pushing the R&D 
agenda and bringing 
viable therapies to 
patients

Organization 
quickly builds R&D 
capabilities by 
bringing in top 
scientific talent, 
growing 
reputation and 
influence within 
the scientific 
community

3
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Grant Funding Co-development and partnerships Mature Venture Philanthropy

Typical step-wise build of R&D funding models with opportunity to accelerate:

Capability Buildup

• Governance mechanisms
• Full research team
• Partnership and alliances

• Scientific capabilities
• Funding

• Marketing and communication 
to donors

• Deal sourcing

Accelerators to leapfrog

Venture Philanthropy

Traditional Grants

Milestone Grants

Academic-industry Partnerships

15



Key accelerators have enabled foundations to move more rapidly on 
continuum and deliver patient impact quickly.

Attracting exceptional talent to join the organization, while concurrently 
nurturing the next generation of scientists in academia.

Acting as the focal point of the research community, uniting all stakeholders 
working towards a cure under one umbrella. 

Building consortia around specific biological problems in the broader DA, and 
providing resources/guidance to scientists tackling them.

Accelerators Exemplars

Tapping leading specialists in the field to build a technical roadmap of key 
biological challenges within the field, and plans to address.

Having deep relationships across the ecosystem and cross-visibility into 
progress and challenges.

6

5

4

3

2

1

Setting up comprehensive research infrastructure spanning discovery-clinical, to 
push on all parts of the R&D funnel.
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Scientific roadmaps have been proven to play a critical 
role in accelerating R&D innovation 

Numerous organizations have developed scientific roadmaps to identify and systematically 
address barriers that were impeding the development of new treatments and therapies

Roadmaps deliver significant impact in large part by enabling broad-based coordination 
across the R&D ecosystem and facilitating more efficient allocation of limited resources

First tissue 
bank with 
>4,000 
samples

Discovered 
myeloma 

gene 
sequence

75+ clinical 
trials and 

hundreds of 
grants funded

Developed drug 
pipeline to track all 

therapies that 
target CF

Path to a cure 
agenda plans to 

allocate $500M by 
2025 for a CF cure

"Our roadmap brought CHDI to a 
better place in terms of executing the 
work in a global fashion and bringing a 
'One Team' mentality to the space"

- Former CHDI VP, Clinical Research
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Roadmaps have served as catalysts 
to accelerate innovation for 
numerous medical communities

Accelerating Medical 
Partnership (AMP)

AMP utilized roadmaps to build 
coalitions spanning industry, non-
profit, and government

• Enabled significant pooling of 
funds

• Created multiple tools to unlock 
more rapid advancement of 
basic science

JDRF utilized a roadmap to guide 
decisions around R&D partnerships 
and collaborations

• Enabled foundations to focus on 
distinct parts of the ecosystem

• Led to the creation of key 
accelerators, e.g., T1D Exchange 
created a patient registry

18
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Case study: AMP's scientific roadmaps have served to 
accelerate basic science research in multiple disease states

• Alzheimer's
• T2 diabetes

• RA and lupus
• Parkinson's

Created a joint RA/Lupus biobank initiative to 
procure, store, and analyze tissues affected 
by diseases for biomarkers
• The findings emerging from the AMP 

RA/Lupus Network provide important 
insights into the underlying 
mechanisms of lupus nephritis and 
identify new opportunities for 
intervention 

– LRA CSO

Established a Parkinson's Knowledge Portal 
to store and combine complex data, as well 
as provide the tools to analyze that data
• The AMP model has provided a unique 

platform for bringing together diverse 
patient cohorts, advances in 
technology and scientific expertise to 
study Parkinson’s disease on a scale 
that has not been attempted before

– SVP FNIH

Context: The AMP brought 
together 3 groups around technical 
roadmaps to tackle 4 diseases

Outcome: Roadmaps facilitated 
targeted investments to address 
critical knowledge gaps

Impact: Identifying and 
addressing scientific gaps 
accelerated innovation

FDA, NIH, 
and FNIH

12 industry 
partners

13 non-profit orgs

4 Diseases were chosen based on 
critical need for pre-competitive 
basic science

Disease area Total funding ($M)

Alzheimer's $185M
(88% from NIH)

T2 diabetes $53M
(58% from NIH)

RA and Lupus $53M
(47% from NIH)

Parkinson's $22M
(55% from NIH)

Accelerating Medical 
Partnership (AMP)
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Case study: JDRF's scientific roadmap has led to more 
efficient allocation of scarce resources across the T1D landscape

Context: The T1D ecosystem had 
multiple foundations all working 
towards a common goal

Outcome: T1D Exchange leveraged 
JDRF's roadmap to complement 
JDRF's efforts

Impact: Tools developed by T1D 
Exchange allow researchers to 
conduct clinical trials more quickly

Established a biobank to collect 
biological samples that enabled 
scientists to advance new therapies
• Samples from 2,200 unique 

participants have been collected

Established a patient registry that 
recruits and connects T1D patient data 
and/or participants to researchers
• T1D Exchange manages the 

recruitment of and data collection of 
T1D participants, freeing up time 
and cost researchers would 
otherwise have to incur

T1D Exchange utilized JDRF's 
roadmap to identify areas where they 
could drive distinct impact on the T1D 
scientific landscape

JDRF had not focused on creating 
tools that could accelerate the speed 
of clinical trials, so T1D exchange was 
able to invest in solutions that could 
solve this roadblock for researchers

JDRF is the largest foundation in the 
T1D disease ecosystem, accounting for 
the majority of the non-profit funding 
• Invested heavily in building out a 

sophisticated R&D roadmap

T1D Exchange is smaller and wanted 
to efficiently allocate their time and 
funds to drive the most impact
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Selection of experts for inclusion in the expert panel is critical to the 
success of roadmap development

Several key traits to screen for in experts 
who are being considered for inclusion…

JDRF uses a scientific panel for each focus 
area given breadth / size of their org

"Each of the individual research groups had their own 
set of advisors to work closely on the individual 
components… A top level advisory board helps us 
balance across and see the big picture"

Immunotherapies

Metabolic control

Beta cell replacement

Complications

Beta cell regeneration

Prevention

Artificial pancreas

Behavioral health 
and psychology

Curing lives Improving lives

• World leading experts with and strong 
reputations within the scientific community

• Strong ability to think about and contextualize 
their focus area within the broader picture

• Capable of working egolessly with scientific 
experts across the research community

• The panel has person(s) who understand both the 
academic and patient perspectives

• Significant breadth of options is required to cover 
all facets of the SCI landscape
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SCI roadmap collaboration aimed at accelerating 
the pace of innovation

Bring leading scientific 
voices into agreement on 
the current state of SCI 

scientific landscape

Publish a scientific 
roadmap as a public 

resource for the global SCI 
community

Harmonize organizations 
to drive complementary 

progress towards  a 
common goal

Goals for community collaboration
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Our collaborative roadmap 
initiative would be…

Our collaborative roadmap 
initiative would not be…

• A "whitepaper" for broader SCI ecosystem that is an 
assessment of the current scientific landscape

• An objective assessment of current state of SCI care, 
highlighting the greatest unmet needs of patients

• A perspective on the basic science, pre-clinical, and 
clinical challenges slowing development of new 
treatments

– E.g., need for new knowledge of relevant 
biological pathways or clinically-relevant animal 
models

• A method to spread awareness about SCI within the 
broader SCI ecosystem and beyond

• An obligation to form a formal coalition with other 
organizations at any time before, during, or after 
the development process

• A set of governance rules and processes that 
dictate how organizations behave or make 
decisions

• An obligation to expend funds as a result of the 
findings from the research
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Adapt roadmap for a broader range of audiences
• Draft version of the roadmap for researchers (e.g., whitepaper 

for website, academic journals etc.), patients and broader life 
sciences community

Define metrics for success
• Define metrics to evaluate progress and success in the short-

and long- term

Define mission and vision
• Define initial, high-level scope on areas of focus, and consider 

opportunity prioritization only after roadmap drafted

Assemble a Community of Experts (CoE)
• Select experts across SCI ecosystem (e.g., academia, industry) to 

include in small expert panel and broader advisory group

Draft, workshop, and revise roadmap
• After writing initial draft, refine roadmap through workshops and 

email outreach to ensure key opportunities identified

Define how community will collaborate
• Engage with partners, both formally and informally, to agree on 

process for developing roadmap together

1

2

3

4

5

6

Review of best 
practice learnings 
suggest 6 key 
actions to develop 
a technical 
roadmap
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Stronger together

• SCI is a global problem that belongs to no territory

• The research funds raised and spent have fallen 
short of what is needed

• A bold alliance would accelerate interest and buy-in 
from biotech investment community and biopharma 

• An ambitious, global Road Map will succeed where 
the trickle funding of individual science projects has 
so far failed

• A global network of families and foundations is 
emerging with the ambition to outline a 20-year plan 
to reach the finish line.

• The ambition is to assemble the leading NGOs –
Reeve, ISRT, WfL, CHN and others into an effective 
coalition.

• This is not an attempt to reproduce other efforts at 
collaboration – umbrella organizations, joint-funding 
of individual projects, the endless rounds of 
symposia – all of which have failed to improve the 
quality of lives.
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Funding follows the plan
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“Imagining a world without SCI” panel discussion
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