
 

 

Participant User Guide 
 

This guide details how to register a new account on the IAMRARE platform. If you already have an account associated 

with another study on the IAMRARE platform, do not create a new account for the Living Rare study. Log in to your 

ŜȄƛǎǘƛƴƎ ŀŎŎƻǳƴǘ ŀƴŘ ǳǎŜ ǘƘŜ ά{ŜŀǊŎƘ {ǘǳŘƛŜǎέ ǘŀō ƻƴ ȅƻǳǊ ŘŀǎƘōƻŀǊŘ ǘƻ ŦƛƴŘ ŀƴŘ ŎƻƴǎŜƴǘ ǘƻ ǘƘŜ [ƛǾƛƴƎ wŀǊŜ ǎǘǳŘȅΦ 

 

LŦ ȅƻǳ Řƻ ƴƻǘ ȅŜǘ ƘŀǾŜ ŀƴ ŀŎŎƻǳƴǘ ƻƴ ǘƘŜ L!aw!w9 ǇƭŀǘŦƻǊƳΣ ŎƭƛŎƪ άҌ /ǊŜŀǘŜ ŀƴ !ŎŎƻǳƴǘέΦ 

 

 

 
 



 

Register for an Account 

¶ Step 1: {ŜƭŜŎǘ ǘƘŜ ŀǇǇǊƻǇǊƛŀǘŜ !ŎŎƻǳƴǘ ¢ȅǇŜΦ LŦ ȅƻǳ ƴŜŜŘ ƳƻǊŜ ƛƴŦƻǊƳŀǘƛƻƴ ǘƻ ƘŜƭǇ ȅƻǳ ŎƘƻƻǎŜΣ ŎƭƛŎƪ άbƻǘ ǎǳǊŜΚ 

IŜƭǇ ƳŜ ŎƘƻƻǎŜέΦ  

o If you have been diagnosed with or are suspected to have a rare disease, select Participant Account.  

o If you are entering information for someone else who has been diagnosed with or is suspected to have a 

rare disease, select Caregiver Account.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

¶ Step 2: Read the Terms and Conditions and Privacy Policy and attest to the statements provided. When you are 

ŦƛƴƛǎƘŜŘ ǿƛǘƘ ǘƘƛǎ ǇŀƎŜΣ ŎƭƛŎƪ άbŜȄǘέΦ 

 

¶ Step 3: Enter your personal information in the spaces provided. When you are finished with this page, click 

άbŜȄǘέΦ 

  



 

 

 

¶ Step 4: Select whether you are interested in being contacted by NORD regarding available studies. When you are 

ŦƛƴƛǎƘŜŘ ǿƛǘƘ ǘƘƛǎ ǇŀƎŜΣ ŎƭƛŎƪ άbŜȄǘέΦ 

  

¶ Step 5: Click άbŜȄǘέ ǎƻ ǘƘŀǘ ŀƴ ŀŎǘƛǾŀǘƛƻƴ ƭƛƴƪ ƛǎ ǎŜƴǘ ǘƻ ȅƻǳǊ Ŝ-mail to complete registration. 

 

 

 

 

 

 

 



 

¶ Step 6: Click the link you are sent via e-mail. Please check your Spam folder if you do not see the e-mail. You will 

be taken to the following screen in a new tab within your browserΦ {Ŝǘ ȅƻǳǊ ǇŀǎǎǿƻǊŘ ŀƴŘ ŎƭƛŎƪ ά{ǳōƳƛǘέΦ 

 

¶ {ǘŜǇ тΥ ¸ƻǳǊ ǾŀƭƛŘŀǘƛƻƴ ƛǎ ƴƻǿ ŎƻƳǇƭŜǘŜΦ {ŜƭŜŎǘ άDƻ ǘƻ [ƻƎƛƴ tŀƎŜέΦ 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

¶ Step 8: Log in using your e-mail and new password. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

Add a Participant 

¶ Step 1: LŦ ȅƻǳ ŎǊŜŀǘŜŘ ŀ tŀǊǘƛŎƛǇŀƴǘ ŀŎŎƻǳƴǘΣ ŎƭƛŎƪ ά/ǊŜŀǘŜ bŜǿ tǊƻŦƛƭŜέ ǘƻ ǎǘŀǊǘΦ LŦ ȅƻǳ ŎǊŜŀǘŜŘ ŀ /ŀǊŜƎƛǾŜǊ 

ŀŎŎƻǳƴǘΣ ŎƭƛŎƪ ά¸ŜǎΣ ǊŜƎƛǎǘŜǊ ƴŜǿ ǇŀǊǘƛŎƛǇŀƴǘέΦ 

Participant:       Caregiver: 

 

 

¶ {ǘŜǇ нΥ Cƛƭƭ ƻǳǘ ǘƘŜ tŀǊǘƛŎƛǇŀƴǘΩǎ ƛƴŦƻǊƳŀǘƛƻƴΦ  

 

 

 

 

 
 



 

Consent to the Study 

¶ Step 1: LŦ ȅƻǳ ŀǊŜ ǘƘŜ tŀǊǘƛŎƛǇŀƴǘΣ ŎƭƛŎƪ ά¸ŜǎΣ ŎƻƳǇƭŜǘŜ ŎƻƴǎŜƴǘ ŦƻǊ ǘƘƛǎ ǎǘǳŘȅΦέ LŦ ȅƻǳ ŀǊŜ ŀ /ŀǊŜƎƛǾŜǊΣ ŎƭƛŎƪ ά¸ŜǎΣ 

complete consent for this participant. 

Participant:      Caregiver: 

 

 

 

¶ {ǘŜǇ нΥ {ŎǊƻƭƭ Řƻǿƴ ŀƴŘ ǊŜŀŘ ǘƘǊƻǳƎƘ ǘƘŜ ŎƻƴǎŜƴǘ ŦƻǊƳ ǘƘƻǊƻǳƎƘƭȅΦ hƴŎŜ ȅƻǳ ŦƛƴƛǎƘ ŜŀŎƘ ǇŀƎŜΣ ŎƭƛŎƪ ǘƘŜ άbŜȄǘέ 

button. Once you reach the Authorization form, read through the statements thoroughly. If you are comfortable 

consenting to participate in the study, please read each statement and authorize your consent. After checking 

ǘƘŜ ōƻȄŜǎΣ ŎƭƛŎƪ άbŜȄǘΦέ 

 

   

 

 

 

 

 

¶ {ǘŜǇ оΥ hƴŎŜ ȅƻǳ ŎƭƛŎƪ άbŜȄǘέ ŀƴŘ ǊŜŀŎƘ ǘƘŜ next screenΣ ŎƭƛŎƪ ά/ƻƴǘƛƴǳŜ ǘƻ hǇǘ-LƴǎέΦ 



 

 

 

 

¶ {ǘŜǇ пΥ hƴŎŜ ȅƻǳ ŎƭƛŎƪ ά/ƻƴǘƛƴǳŜ ǘƻ hǇǘ-Lƴǎέ ǊŜŀŘ ǘƘǊƻǳƎƘ ǘƘŜ ƻǇǘ-ins thoroughly. If you would like to receive 

ƛƴŦƻǊƳŀǘƛƻƴ ŀōƻǳǘ ǘƘŜ ǘƻǇƛŎΣ ŎƘŜŎƪ ǘƘŜ ōƻȄΣ ŀƴŘ ŎƭƛŎƪ ά{ŀǾŜ ŀƴŘ wŜǾƛŜǿέΦ 

 

¶ Step 5: Once youΩǾŜ ǊŜǾƛŜǿŜŘ ȅƻǳǊ ŎƻƴǎŜƴǘΣ ŎƭƛŎƪ ά/loseέ. You will then have access to start taking surveys. 

 

 

 

View Responses and Reports  

¶ Once you have submitted a survey, you are able to view your responses to that survey as well as the graphs for 

ŀƴȅ ǉǳŜǎǘƛƻƴǎ ǘƘŀǘ ŀǊŜ ǇǊƻƎǊŀƳƳŜŘ ǘƻ ǎƘƻǿ ƎǊŀǇƘǎΦ /ƭƛŎƪ ά±ƛŜǿ wŜǎǇƻƴǎŜǎέ ǘƻ ǎŜŜ ȅƻǳǊ ŎƻƳǇƭŜǘŜŘ ǎǳǊǾŜȅΦ /ƭƛŎƪ 

άwŜǇƻǊǘǎέ ǘƻ ǎŜŜ ŀƴȅ ŀǾŀƛƭŀōƭŜ ƎǊŀǇƘǎΦ 

 



 

 

 

View Consent and Opt-Ins 

¶ hƴŎŜ ȅƻǳ ƘŀǾŜ ŎƻƴǎŜƴǘŜŘ ǘƻ ǘƘŜ ǎǘǳŘȅΣ ȅƻǳ ŀǊŜ ŀōƭŜ ǘƻ ǾƛŜǿ ȅƻǳǊ ŎƻƴǎŜƴǘ ŀǘ ŀƴȅ ǘƛƳŜΦ /ƭƛŎƪ ά/ƻƴǎŜƴǘǎκhǇǘ-Lƴǎέ 

to see your consent and opt-ƛƴǎΦ ¸ƻǳ Ƴŀȅ ǊŜǾƻƪŜ ȅƻǳǊ ŎƻƴǎŜƴǘ ŀǘ ŀƴȅ ǘƛƳŜ ōȅ ŎƭƛŎƪƛƴƎ άwŜǾƻƪŜέΦ ¸ƻǳ Ƴŀȅ ŀƭǎƻ 

edit your Opt-Lƴǎ ōȅ ŎƭƛŎƪƛƴƎ άhǇǘ-InsέΦ   

 

 

 

 
 

 

 

Dark Mode Settings  

¶ Step 1: You can view the platform in Dark Mode. First, click Settings. 

 



 

 

¶ Step 2:  Select Dark Mode. 

 

¶ Step 3:  Exit the Settings menu, and your selection will be saved. 

 

 

 

 

 

 

 

 

Display Settings  

¶ Step 1: You can change the platform display settings. First, click Settings. 

 

 



 

¶ Step 2:  Select a color theme, a font size, or language preference. 

  

¶ Step 3:  Exit the Settings menu, and your selection will be saved. 

 

 

 

 

  

Language Selection 

¶ To change your platform language selection on the login/register page, select the dropdown that says 

άEnglishέΣ and choose your preferred language. 



 

 

 

 

¶ To change your platform language selection ŀŦǘŜǊ ȅƻǳΩǾŜ ƭƻƎƎŜŘ ƛƴΣ ŎƭƛŎƪ άSettingsέ, and choose your 

preferred language. 

 

 

Need Assistance? 

¶ Step 1: If you need help while using the platform, click Help. 

¶ Step 2: Select an Inquiry Type and type a message.  

 
¶ Step 3: Click Submit. 

¶ You may also contact the study sponsor directly by using the contact information shown on your 

dashboard or the study website.  


