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NORD has provided a five year grant to The OMSLife Foundation to 
develop the Patient Registry

The OMS Registry is stored in a NORD database and follows all the 
standard practices of a medical database

All surveys, graphs, reports, etc… are approved by Hummingbird IRB

The charts represent simple graphs and analytics with minimal amount 
of data - Detailed data analytics will be forthcoming in the future once 

we acquire more data!!!!
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The issue:
We need a cure for OMS!!!

What if we really need consistent 
application of diagnosis, treatment, and 

therapies for many OMS warriors?

Discussion on first impressions of the Registry Data….
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The issue:
We need a cure for OMS!!!

What if we have the cure and need consistent application 
of diagnosis, treatment, and therapies?

Collecting data over a long period of time can help us see 
trends in quality of life.  That is the purpose of a patient 

reported registry

Discussion on first impressions of the Registry Data….



The Registry is not…
A one time and done survey

The Registry is…
A Natural history study over time chronicling changes in 
treatments, therapies, behaviors, relapses, education, 

and overall quality of life

The OMS Patient Reported Outcomes Registry



So let’s look at some of the initial findings….



Question 1: What is the gender of the OMS Patients? -102 responses
58 Girls – 57% 44 Boys – 43%



Question 2:What was the age of the patients at onset of OMS?  -
93 responses



Question 2:What was the age of the patients at 
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Question 3: What was the length of time to 
correctly diagnose OMS? – 90 responses

What 
happened 

after 2014 to 
create the 

dramatic drop 
in time to 
diagnose 

OMS?
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Question 3: What was the length of time to 
correctly diagnose OMS? – 90 responses

The median 
shows steady 

dramatic 
improvement 
during each 
time period



Question 4:  Was the initial diagnosis correct? 
87 responses



What factors determine a 
patient’s long term quality of life?

Treatments?
Therapies?

Time to Diagnose OMS?
Severity Scores?

So what does that have to do with Outcomes???



Let’s look at OMS Severity Scores



Question 7:  What is the OMS Severity Score? 
95 responses
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Question 7:  What is the OMS Severity Score? 
95 responses

Mean – 11.4

Mean – 10.9



Question 7:  What is the OMS Severity Score? 
95 responses



What factors determine a 
patient’s long term quality of life?

Treatments?
Therapies?

Time to Diagnose OMS?
Severity Scores?

And what should we consider regarding therapies???



Were Therapies Beneficial???



Therapies Used…..
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Therapies Used…..



Will faster diagnosis and lower severity scores 
lead to better quality of life?

Would behavioral therapies lead to better 
quality of life?

In closing…..



Thank you!



For more information on the 
OMS Patient Registry – Natural History Study

To join the OMS patient Registry, go to 
https://oms.iamrare.org

https://oms.iamrare.org/

