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A recap of some questions from 2014 workshop*

▪ Most patients DO NOT see an OMS specialist

▪ Median time to diagnose in 2014 was > 30 days

▪ Contributing factors include collaborative 
efforts, publications, Board Exams, social media, 
websites, and caregivers’ persistence

Plan of action 
for quicker 
diagnosis

• A consensus on treatment 

• Consensus statement testimonies

• Treatments changed

• Specialists consulted

• Collaboration among medical professionals

Consensus on 
treatment & 

Treating 
physician 
playbook 

* From January 2014 OMS Workshop



A recap of some questions from 2014 workshop*

•NORD information 

•NORD collaboration video 

•Back to School documents

•Consensus statement

•Insurance – insurance letter

•OMS Caregiver Conferences (7 to date)

•Publication Repository

•OMS Box Notes - OMS Publications & Research | Powered by Box

•Bhavna Diaz

Caregiver 
playbook 

Plan of action 
for Latin 

America & 
Guide on Adult 

OMS

* From January 2014 OMS Workshop

https://app.box.com/folder/156927868331


OMSLife Registry

• Grant received from NORD via FDA in 2016

• One of 10 rare diseases to receive the grant

• Patient self-report registry involving fifteen unique 
surveys, with 370 patients enrolled

• Self-report data provides valuable complement to 
clinically-obtained metrics

History

• Parents able to provide rich, detailed insight into 
their child’s OMS characteristics, course of care, 
and day-to-day life

• Doctors are able to see trends over time and 
beyond disease onset

Overview & 
Registry Aims



OMSLife Registry

• Find patients outside of the “specialists” areas

• Large untapped group of patients remains

• Able to ramp up surveys for specific questions
Potential

•Ongoing collaboration between OMSLife and Boston 
Children’s Hospital

•Primary areas of interest: demographics, treatment, and 
time-to-diagnosis 

•Goal will be to examine ongoing disease characteristics, 
treatment trends over time

• Initial manuscript submission expected fall 2022

Boston 
Children’s 

Collaboration, 
Data Analysis & 

Publication
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Patients Countries

The OMS patient network has grown over 12 years*

* Sources includes social media, OMS caregiver conferences, doctor referrals, website, 
NORD, Dr. P’s MCDonald House, OMSLife register, family referrals, etc…



OMSLife Registry Studies

• General demographic data previously published

• Shows that the data can be trusted

• Data updated annually

• Capturing patients from many years

Trio Health, 
NORD, OMSLife
Collaboration  

2019

• General demographic data from 2020 data set of 
patients

• Plans are being developed for continued 
collaborative efforts on trends of OMS patients 
over time

• Opportunities to grow the BCH registry with new 
patients out side the participating group of 
hospitals

Boston 
Children’s 
Hospital  

Collaboration

2022 









And new opportunities for the 2022 workshop

•Can the registry help gather behavioral data?

•Are Sensory Processing Disorders (SPD) being misdiagnosed 
as behavioral issues?

•Are there Occupational Therapy solutions?

Behavioral 
issues

•Collaboration with Latin American doctors

•Development of Spanish publications

•Adult onset of OMS

•Transition of pediatric patients to adult care

Plan of action 
for Latin 

America & 
Guide on Adult 

OMS
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