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Go to: https://pmsfx.acrossmatrix.com/#/user-request

Choose an option
*this applies to the person filling out the information

To create an account:

Google Chrome and Safari are the preferred browsers for the DataHub. 
Firefox is not supported

https://pmsfx.acrossmatrix.com/


If you are the person with PMS (patient), this screen will 
come up:

Fill out your information and hit “Sign Up”.

The following applies to continuing to create a new account



If you are a caregiver or someone representing the person with PMS, this 
screen will come up.

Enter information for both the caregiver (top) and patient(s) (bottom):

Caregiver DOB

Person with PMS DOB

Caregiver info



Don’t forget to select the number of people with PMS and add their information.



After signing up, you will receive this screen:

You will receive an email like this: (***this may take anywhere from 1-10 minutes!)

Click create password



Enter in your email and click “Send verification code”.



Enter the code on the previous DataHub screen.

You should receive an email like this:



Create a new password and click “Continue”.



Enter your email and new password and click “Sign In”.



All progress can be saved on the DataHub platform! 

If you are logging back in after creating an account 
signing out of the DataHub, please go to:

https://pmsf.acrossmatrix.com/

https://pmsf.acrossmatrix.com/


Read through the End-User License Agreement. Click Accept or Deny 



If you clicked Accept, a document will appear which explains the benefits and risks in 
participating in the DataHub (informed consent).

Please scroll (along 
the righthand side) 
and hit “Next”.



You will be asked a series of questions about you understand the consent and agree 
to participate in the DataHub:

Please answer the questions and 
click “Next” when ready. If you 
answer “No” to 
understanding/agreeing to key 
points of the consent (ex –
questions 1 & 2), you will not 
have consented to the DataHub
and the platform will not 
proceed. This is to protect your 
rights since this is a voluntary 
exercise.



If you consent to joining the DataHub, please select who you are in order to sign.

This applies to you, the 
person filling out this 
information – either the 
person with PMS, or the 
person representing 
someone with PMS.



Please sign and date if you consent to join the DataHub. Both the printed name and 
signature will be typed in.



Please fill out some general information about yourself. If you are a caregiver, this 
section will be about you, and not the person with PMS.

Your name 
will already 
be populated 
from login.



Enter in information about the person with PMS:

Their name 
will already 
be populated 
from login.



The 
“clinician” 
field should 
be grayed out 
and you do 
not need to 
enter 
anything 
here.



At the bottom of the 
screen, it will ask you if 
you want to share 
“patient tool data.” This 
is any information aside 
from genetics and 
general health history 
covered under the 
consent. This will include 
any additional 
information you want to 
enter on the platform 
menu, such as 
medications, symptoms, 
activities, and other 
categories you want to 
track. These areas are 
included for the benefit 
of rare disease research, 
but the most important 
pieces of information are 
genetic reports and 
general health 
information.

Please click “Save” to continue.



Please upload any genetic reports for the person with PMS. 



Please fill out the general health survey. This includes general questions about major body systems. It is 
designed to be general to be easy to analyze, especially across diseases. 

Questions 
refer to the 
person with 
PMS



If you answer 
yes to having 
issues in a 
category, 
specific 
questions will 
be asked 
about that 
category later, 
including 
diagnoses, 
and when 
they were 
diagnoses.



Why does the General Health Survey seem non-specific to PMS? Is there a place for 
me to add more detail about medical issues?

This survey is standardized so it can be used across diseases, to learn more about 
similarities and differences between PMS and other neurodevelopmental disorders, and 
other rare diseases. We have received feedback from researchers that this is a powerful 
method to understand underlying factors in disease. More surveys specific to PMS will 
be added in the future to dig deeper. If you wish to add a condition that is not listed, or 
add more detail, there are free text fields where you can add this information at the 
bottom of the page for each specific system – e.g., digestive system.

When you are done with all questions in the General Health Survey, please click “Complete”. 



Please fill out which medications the person with PMS is on, by typing in the name and 
finding it on the list. If your medication does not pop up, don’t worry! Fill in as many as 
you can. This is a government-generated list and is not perfect. 



Please include information on the 
type of medication and dosage. If the 
type of medication or correct dosage 
is not listed, please select the closest 
answer. As mentioned previously, this 
list is automatically generated and is 
not perfect, but can still be very 
helpful for research. The medication 
itself is the most important piece of 
information.

The “Refills” section is optional for 
those who want reminders.

In “Special Instructions”, you can 
enter more details on dosage, etc.



To view your completed surveys, click 
Surveys/Studies on the left menu, and 
click “View” for the specific survey.



You can analyze de-identified results of the General Health Survey. You can see how many people answered 
Yes/No alongside you for specific questions.

To do this, click the Surveys tab on the lefthand menu

Click the completed tab



Click the three dots next to the General Health Survey

Click “Analyze”



Go to the question that you want to analyze and look at the data!



This concludes the data which is most helpful for researchers

Feel free to look along the menu for other sections you are interested in filling out. 
This information can be helpful for your own tracking, and helpful across rare disease 
research. Anything in addition to genetic reports, general health, and medications, is 
considered a bonus.



To stay up to date on survey updates and 
recruitment for new research studies:

Click the person icon in 
the upper righthand 
corner.

Turn on notifications for new surveys and messages 
by toggling on text and/or email. 

Click “Settings” and then 
“Edit” at the bottom of the 
page.



https://pmsf.acrossmatrix.com/

Your progress can be saved at any time! 

If you are logging back in after creating an account 
signing out of the DataHub, please go to:

pmsf.org/datahub

For more information, please go to: 

For questions, please contact 
Datahub@pmsf.org

http://pmsf.org/datahub


Thank you for 
helping advance 
research in 
PMS!


