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This year will undoubtedly be remembered as a dividing 
line in many of our lives. Life pre-pandemic and life post-
pandemic will forever be di!erent chapters of our stories.

For many in the rare disease community there is another dividing line 
like this: pre-diagnosis and post-diagnosis of a rare condition a!ecting 
you or a loved one. We watched as the world learned what we know all 
too well: disease knows no rules of fairness, and the road can be long 
and isolating. 

But throughout the year, you—our community—were a constant source 
of inspiration in our mission to unlock new treatments for people with 
rare disease.

With all our best wishes for a happy new year,

Nancy Yu 
Chief Executive O"cer &  
Co-founder of AllStripes

Michelle, an AllStripes Ambassador and rare mom who lost her 
two sons to a rare disease, is one of the many examples of the 
perseverance that kept us motivated through this year.

“I have walked the walk that so many fear… I have felt there was no 
one else who could understand my pain,” she shared. Despite it all, 
Michelle kept moving. She put one foot in front of the other each day 
and dedicated herself to helping other parents dealing with her sons’ 
rare disease. 

This year, she partnered with us to establish the AllStripes Lesch-Nyhan 
disease program, one of 16 new research programs we launched in 
2020. With her help, the program hit the community recruitment goal 
in record-setting time, and it will contribute to multiple new studies, 
including one from the Penn Medicine Orphan Disease Center.

Patients and families like Michelle, who support our vision to 
revolutionize rare disease research and give patients more power, 
are why we do this work. You give us a deep sense of purpose and 
urgency. We know the tools we are building are cutting the path to 
faster and more successful treatment research, and I invite you to read 
the highlights from our work this year towards that goal.

We want 2020 to exist as another dividing line, one where obtaining 
treatments for rare diseases becomes a reality for many more families. 
We will continue pushing boundaries in 2021 and beyond to make 
that happen.

A letter to our community

Michelle’s sons, 
Keith and Daniel, 

are her inspiration
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IMPACT BY THE NUMBERS

28

21 6112k

1,700
Research programs launched 

Medical records collected

Patients on the platform

Foundation and patient 
group partners

Published research posters

By the close of 2020, 
AllStripes reached:
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Highlights from 2020 
that brought joy
•    Secured $14 million in Series A financing to scale our  
       impact and continue this important work 

•    Rebranded to AllStripes to honor the rare disease  
       community symbol of the zebra and the strength of     
       this community coming together 

•    Supported five new drug program partnerships 

•    Delivered research insights reports to four condition  
       communities 

•    Worked towards and earned approval to expand into     
       the U.K.! We will be sharing more about this in early  
       2021 so stay tuned...
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We         rare research

This year, AllStripes delivered research insights to four 
AllStripes condition communities, and published posters 
and abstracts presented at some of the most prestigious 
international conferences focusing on rare diseases.  
 
We know a big frustration for families a!ected by rare 
disease is not enough transparency in research, and not 
enough updates on progress. At AllStripes, we want to set 
a new standard by sharing research insights with you even 
faster, and we are growing our team to make that happen. 
We believe the more research published about a condition, 
the more interest from researchers to develop treatments.



AllStripes 2020 in review Unlocking rare disease treatments 6

Identifying gaps in access to research 
in patients with rare diseases using a 
real-world data platform 

Scaling a real-world evidence platform 
for lysosomal storage disorders 

Development of a robust real-world 
data platform for rare diseases

Developing a framework for performing 
genotype-phenotype analyses using a 
real-world data platform

One of the first ever studies to use a real-world-
evidence platform to estimate travel distance to 
care and research in rare diseases. That distance 
has a huge impact on the daily lives of rare 
families.

Demonstrated the ability of the AllStripes platform 
and team to recruit and consent patients to 
participate in research, as well as to collect their 
records and abstract data. This can be used in 
natural history studies, clinical trial design and 
understanding healthcare patterns.

Showed the AllStripes platform and umbrella 
consent can be used to develop the deep real-world 
evidence needed to answer key research questions.

Highlighted our ability to confirm patients’ 
genetic diagnoses and incorporate them with 
other information from medical records. This is 
critical for strong natural history studies and 
clinical trial design.

Development of a real-world evidence 
platform for MPS Type III 

Sheds new light on diagnosis, healthcare 
utilization and symptoms within the U.S. Sanfilippo 
community. The accompanying abstract was also 
published in Molecular Genetics and Metabolism.

ACMG Annual Clinical Genetics Meeting

Rare Fest 2020

Development of a real-world evidence 
platform in NF2 to examine treatment 
patterns and outcomes

Demonstrated that our site-less model allows 
for collection and review of complete medical 
records, regardless of patient geography. We 
were able to glean insights regarding NF2 patient 
diagnosis, healthcare utilization, management 
and tumor burden. 

International Society for 
Pharmacoepidemiology  2020

National Society of Genetic Counselors 2020

AllStripes published 
research posters

WORLDSymposium 2020

NF Conference 2020

https://www.allstripes.com/resource/allstripes_acmg_2020.pdf
https://www.allstripes.com/resource/allstripes_cidp_2020.pdf
https://www.allstripes.com/resource/allstripes_cidp_2020.pdf
https://www.allstripes.com/resource/allstripes_nsgc_2020.pdf
https://www.allstripes.com/resource/allstripes_world_symposium_2020.pdf
https://www.allstripes.com/resource/allstripes_nf2_conference_2020.pdf
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Growing the dream team 
to unlock treatments

In 2020, the AllStripes team grew to over 40 people and 
we’re continuing to expand to meet the tremendous need in 
rare disease research! 

This year we worked to strengthen our platform, records 
operations and research capabilities to power breakthrough 
research. Here’s a look at how that happens, and who 
makes it happen.

The technology and platform 
underpinning everything we’re 

able to do is built by our team of 
10 engineers, like Gino

Our engineers work in 
partnership with our product 

experts, like Ashkan, to make the 
AllStripes platform easy 

and delightful to use

Our tenacious operations team 
of six sta!ers, including Vivian, 

collects and de-identifies records 
from facilities across the U.S.

 and Canada

Brenda leads a team organizing 
those records and abstracting 
critical information, including 

from handwritten doctors’ notes, 
so that researchers can get a 

complete picture of the 
patient journey 

Our growing powerhouse of 
expert researchers, including 

Caitlin, analyze all of that 
information to produce insights 

to support new and existing 
treatment research
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Community is 
powerful
At AllStripes, we are grateful every day to be a part of 
the rare community. We are fortunate to have incredible 
partners and advocates working alongside us.

70 21 15
AllStripes 
ambassadors

Foundation 
partners

‘Key opinion 
leader’ experts
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The AllStripes Ambassador Program includes more than 
70 patients, caregivers and advocates who are passionate 
about raising awareness for rare disease and furthering 
research through AllStripes. Many of them have shared 
their stories with the AllStripes blog, helping other families 
to learn and feel less alone in their struggles. Interested in 
joining? Learn more

“Just keep grinding. Keep doing what you 
want to do. Look forward.” 

Jareb began experiencing symptoms of Wilson disease when he 
was a preteen, always feeling tired and out of breath. He uses 
diet and medication to manage his condition and has forged 
a successful career as an entrepreneur. Jareb joined AllStripes 
to advance research for better, more accessible treatments for 
Wilson disease. He loves connecting with other members of the 
Wilson disease community and o!ers them the advice:

AllStripes ambassador spotlight

Jareb

https://www.allstripes.com/blog
https://www.allstripes.com/blog/allstripes-ambassador-program
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AllStripes has partnered with more than 20 foundations 
and patient advocacy organizations to launch research 
programs in rare. These organizations work tirelessly to 
provide support for their communities, and we’re proud to 
be able to apply our platform capabilities, operations reach 
and research expertise to these programs. Together, we’re 
creating a database of FDA-ready evidence to attract more 
research interest to these conditions and move forward 
existing studies.

“It’s important for patients to engage in the drug 
development process, and this was an obvious way 
to do it. We knew of situations where medical records 
weren’t being shared. We feel that increasing the 
understanding and awareness of the disease, and 
anything we can do to facilitate that, is worthwhile.”

— Christine Waggoner, Founder of Cure GM1 Foundation

Christine Waggoner and her husband Douglas Dooley founded the 
Cure GM1 Foundation in 2015 in honor of their daughter Iris and all 
those a!ected by GM1 Gangliosidosis. In 2020, they joined forces with 
AllStripes and the National Tay-Sachs & Allied Diseases Association to 
create the AllStripes GM1 program, with the goal of attracting more 
research interest from academics and drug companies.

AllStripes foundation partner spotlight

Christine Waggoner 

and Douglas Dooley 

with their daughter Iris
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AllStripes collaborates with an incredible network of some of 
the top experts in rare disease, and top research institutions 
and biopharmaceutical companies. We’ve partnered 
with 15 “key opinion leaders” who are at the forefront of 
understanding and treating the rare diseases they focus 
on. We want as many people, and companies, working on 
treatments for your condition as possible, from all sides of 
the rare research universe.

“We share a common mission—to accelerate therapeutic 
development for rare diseases in which there are few 
resources. This partnership will allow Lesch-Nyhan disease 
and other patients and parents to not only access and own 
their medical records, but importantly also become active 
participants in powering multiple research efforts for these 
life-threatening conditions with limited treatment options.”

The Orphan Disease Center at the Perelman School of Medicine at the 
University of Pennsylvania is working with AllStripes on two disease 
programs, the first of which is for Lesch-Nyhan disease.

AllStripes research partner spotlight

—  Dr.   James  M. Wilson, Director of the Orphan Disease Center
Dr.   James  M. Wilson



If you are interested in partnering with AllStripes in 2021, 
please reach out to partner@allstripes.com to discuss 
how we may be able to support your research. If you run a 
foundation or patient advocacy organization and would like 
to discuss jumpstarting a research program please email  
community@allstripes.com.


