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The SPSRF Origin:
 

• My Trigger

• My Odyssey

• My Why
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MY TOOLBOX

Medical Providers

Education

Advocacy

Stress 
Management

Psychological 
Support

Physical Therapy

Nutrition

Mindset
Purpose

For more, join us tomorrow!

SPS Toolbox
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ABOUT
THE SPSRF

Our Mission: 
We exist to raise awareness of Stiff Person Syndrome 
(SPS) and support research funding for better 
treatments and a cure for SPS, while strengthening 
our community through education and collaboration.

Our Vision: 
We envision a world where all people with Stiff Person 
Syndrome receive a prompt diagnosis, compassionate 
care, effective treatments, and a cure.
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WHY THE SPSRF

BROAD GLOBAL REACH

TEAR DOWN SILOS

BRING TOGETHER THE BEST

01

02

03

We serve a vital role for SPS patients and 
families around the world with resources, 
support, and a sense of community. 

The SPSRF has a wider reach than any 
single academic institution – We’re not 
constrained by administrative red tape.

The SPSRF strives to increase awareness 
about SPS, facilitates collaboration, and 
pushes the research for a treatment.

Whatever we do as an organization, whatever 
decisions we make, we always ensure it 
supports our mission. 

We’re committed to keeping SPS patients at 
the center of our efforts.
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THE SPSRF TODAY

AWARENESS ADVOCACY FUNDING

• News of Celine Dion
• Good Morning 

America, National 
Geographic 
highlighting Dr. Jim 
Weiss and son 
Michael, People 
Magazine. 

• TV Interviews 
• New England 

Journal of Medicine 
(Upcoming)

• Connecting with 
Patients Globally

• SPS Patient 
Symposium

• Established a 
Patient Advisory 
Committee

• Established a 
Medical Advisory 
Board with leading 
experts on SPS

• Achieved NORD 
Platinum status

• $97,500 donated to 
The Johns Hopkins 
Center for Stiff 
Person Syndrome.

• Chan Zuckerberg 
Initiative RAO Grant

• Kicked off two 
important initiatives 
to support SPS 
global research 
(more on this!)

The Stiff Person Syndrome Research Foundation (SPSRF) is dedicated to driving awareness, advocating 
for patients, and raising funds to support crucial research. Through its efforts, The SPSRF strives to 
create a brighter future for those affected by SPS.
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THE SPSRF BOARD OF 
DIRECTORS

Tara Zier, DDS
FOUNDER & CEO

James Weiss, MD
Board Member

Lara Vujovic, PhD
SECRETARY

Helena Zec, PhD
Board Member

Vidyashankar Krishnan
TREASURER
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THE SPSRF MEDICAL 
ADVISORY BOARD

James Weiss, M.D.
Advisory Board 

Chair

Marinos Dalakas, 
M.D.

Duarte Machado, 
M.D.

Andrew McKeon, 
M.B., B.Ch., M.D.

Scott Newsome, 
D.O.

Amanda L. Piquet, 
MD, FAAN

Isharat Yusuf, 
Ph.D.
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THE SPSRF PATIENT ADVISORY 
COMMITTEE

Overview:
Our Patient Advisory Committee 
was launched last year to ensure 
the patient voice is represented in 
our initiatives.

Impact:
This group will lead our efforts to 
support patients, spearhead 
fundraising efforts, and advocate 
for research to improve treatment 
options and ultimately find a cure 
for SPS.

Lahoma Nachtrab
Chair

Mynde SmithTom Wilson

Khita Whyatt

Jodi Peck
Moderator



OUR PATH TO END SPS

01 • Patient Advisory Committee
• Medical Advisory Board

Community Support

03 • Patient Registry & 
Natural History Study

• Consensus on SPS 
Diagnostic Criteria 
Initiative 

Drive Research

05 Support our research partners 
through clinical trials.

Clinical Trial

04 Facilitate preclinical studies, 
support the repurposing of existing 
drugs.

Develop Treatment

02 • SPS Symposium
• Website

Educate & Empower

06 Bring a treatment for SPS 
to our community.

Treatment Approval
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WHAT IS IT?
The symposium gives patients a voice 
and strengthens our community 
through mutual learning, education, 
and collaboration. 

WHY IS IT IMPORTANT
• Enables clinicians and researchers to 

learn from patient experiences. 
• Facilitates the exchange of knowledge 

and education among patients and 
caregivers.

• Provides an opportunity for SPS 
patients to travel and network.

• Gives us a sense of purpose and hope.

Community 
Support Educate & 

Empower

This initiative supports the following 
strategic goals:
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CONNECTING THE 
GLOBAL SPS COMMUNITY
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FUND

$40,000 donated to The Johns Hopkins 

Stiff Person Syndrome (SPS) Center 

(raised $62,815).

2021

PRIORITIZE

The SPSRF was advised by research partners to prioritize two 

research initiatives: 1) The SPS Patient Registry and Natural 

History Study and 2) The Consensus on SPS Diagnostic 

Criteria Initiative.

2022

LAUNCH

With board approval, we've 

launched these crucial initiatives to 

accelerate research.

2023

Based on our broad reach, The SPSRF is prioritizing two essential research initiatives, ensuring the 
availability of data to all researchers, not just those within a single research center.

KICK-OFF

The SPSRF donated $50,000 to The 

Johns Hopkins Stiff Person Syndrome 

(SPS) Center (raised $53,251).

2020
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OUR STRATEGIC RESEARCH PRIORITIES

Expand The SPSRF Team to 
Support Research

Consensus on SPS 
Diagnostic Criteria Initiative

The SPS International Patient 
Registry & Natural History 
Study
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WHAT IS IT?
The Registry provides researchers 
with valuable data from SPS patients. 
It is led by The SPSRF with input from 
global experts, researchers, 
statisticians, and data analysts.

WHY IS IT IMPORTANT
The International Patient Registry and
Natural History Study will provide a
more thorough understanding of SPS
based on a more diverse patient
population, accelerating clinical
trials for better treatments.

THE SPS INTERNATIONAL PATIENT REGISTRY 
& NATURAL HISTORY STUDY

Educate & 
Empower

Drive 
Research

Develop 
Treatment

This initiative supports the following 
strategic goals:



STEPS TO DEVELOP THE SPS INTERNATIONAL 
PATIENT REGISTRY & NATURAL HISTORY STUDY

1 Develop Protocol

Phase 1 - Development

• Identify and define our objectives. Provide a framework and detailed plan for 
the registry.

• Act as a manual for the registry team

• Monitor the registry and evaluate outcomes

• Enable review bodies, partners and collaborators to fully understand the 
registry

2 Develop Registry Patient Surveys

3 Develop Informed Consent Form

4 Develop Participant Recruitment Material

5 Inform SPS Community and promote

6 Launch Registry Launch

7 Recruit Participants

Phase 2 - Recruitment & Retention8 Support patient engagement and retention

9 Secure long-term funding

10 Conduct data analysis and produce outcomes reports
Phase 3 - Research & Collaborate

11 Share data and collaborate with experts.
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THE HARD TRUTH – NONE OF THIS IS FREE

2020 2021 2022 2023 2024 2025 2026 2027
 Funding (Actual) Cumulatiive Annual Expeneses (Projected)

Registry & Natural History Studies 
Multi-Year Investment Totaling:

Our commitment includes funding for institutional reviews, 
legal fees, patient biorepositories, integration of patient 

records, data sharing, and software platforms. 

Cumulative Annual The 
SPSRF Expenses 

(Projected: $5M+)

Cumulative Funds Raised (Actual)

Expenses for our Registry and Natural 
History Study represent just a portion of 

our projected expenses, which also 
include the Consensus on SPS Diagnostic 
Criteria Initiative and operating expenses.  
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THE SPSRF REGISTRY 
STEERING COMMITTEE
• Stacey Clardy, MD, PhD - Neurologist
• Shannon Gibbons, Au.D. - SPS Caregiver
• Tory Johnson, PhD - SPS Researcher
• Jacqueline Kraska, MA - Co-chair and 

Secretary
• Duarte Machado, MD - Neurologist, The 

SPSRF Medical Advisory Board
• Scott Newsome,  DO – Neurologist, The 

SPSRF Medical Advisory Board
• Moira Scully Papp - SPS Patient
• Amanda Piquet, MD - Neurologist, The 

SPSRF Medical Advisory Board
• Amber Salter, PhD - Biostatistician and 

MS Registry

• Lara Vujovic, PhD - SPS Patient, The 
SPSRF Board

• Masha Vujovic, PhD - Data Scientist
• Jeannine Weimar-Fitzpatrick, MD - 

Primary Care Physician
• Jim Weiss, MD - Chair, The SPSRF 

Medical Advisory Board, The SPSRF 
Board

• Anastasia Zekeridou, MD., PhD - 
Autoimmune Neurologist

• Tara Zier, DDS – Principal Investigator, 
The SPSRF Founder and SPS Patient



SPS Patient Registry
Steering Committee
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QUESTIONS
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www.stiffperson.org tzier@stiffperson.org

Tara Zier
Founder, The SPSRF


