
  
 

 

 

 

 

 

UK FSHD Patient Registry 
User Guide 

 

 
 

How to register and share updates with the UK FSHD Patient Registry  

as a patient, or as the parent/carer of a patient .  

 

A separate user guide exists for clinical users –  contact the registry team for details.  
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Step 1 – Set up your user account 

 
• Go to the registry website - https://www.fshd-registry.org.uk/   

• Click ‘Register as a patient or parent’ 

• You will see the registration page that looks like the image below. Add your information, then 

click the blue ‘Continue’ button.  

 

 
 

• Please ensure you keep your email address and password somewhere safe – you will need to 

remember the details you have used in order to log in to the registry to provide updates in 

future. 

  

 

 

 
 

 

https://www.fshd-registry.org.uk/
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Step 2 – Add a patient 
 

• Tell us if you are registering yourself or your child as a patient on this page. 

• If you are registering both yourself and a child, please register yourself first, then create a 
patient profile for your child afterwards. 
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Step 3 – Complete the patient consent form 
 

• Please read through the 

consent form on this page. 

If you are registering a 

child, please ensure they 

understand all the 

information provided 

• If you or the patient have 

any questions about 

anything in the consent 

form, please contact the 

registry team before 

continuing.  

• If you need to pause 

registration at this stage, 

you can pick up the 

process from this page and 

won’t need to start from 

the beginning. 

• Take your time to read 

through the whole page… 

 

 

 

• When you reach the bottom of 

the page, please enter your initials in 

each text box to indicate you agree 

with each statement. 

• If you do not enter your initials 

in each box, you will be unable to 

continue with your registration. 

• Press the blue ‘Next’ button to 

proceed. 
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Step 5 – Add your/your child’s personal details 
 

• The next step is to complete some personal details. 

 
• Questions that contain an asterisk (*) at the end are mandatory and must be answered to 

proceed: 

• At the bottom of this page there is an option to share details of a friend or family member who 

can be contacted if we are unable to get in touch with you. If you wish to do this and have their 

permission, toggle the question on and enter their information.  

• Once the mandatory fields are complete, click the blue ‘Register’ button. 
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Step 6 – Adding another patient 
 

This step is only required if you will be providing information for at least one child patient aged 15 or 

younger (i.e., if you are a patient also registering their affected child, or an unaffected parent registering 

two children with the condition).  

 

 

Adult patients should always complete their own initial registration. If they wish, they can then 

nominate someone to assist them with entering their patient questionnaire answers.  

Click ‘Yes’ if you wish to add another user and complete the consent and registration (steps 2-5) again. 

• You can add as many child patients for whom you are a parent or carer as you want by 

repeating this step. You will be responsible for keeping the information updated for any 

patients you have added.  

• When a patient turns 16 years old, they must complete the consent process again as an adult. 

They will then create their user registration and take ownership of their patient record. 

 

If you are only registering yourself, click ‘No’. 

 

 

Please contact us if you have any questions about registering or 

assisting another patient. 
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Step 7 – Confirm your email 
 

• After pressing ‘Continue’, your user account will be set up and you will receive a confirmation 

email, but your registration is not yet complete. 

• Please verify your email address by clicking the link in the email sent to your account (if you 

can’t see it, first check your junk folder then contact the registry team). Your verification link 

expires after 24hours, but you can easily request another if this happens. The message will 

come from ‘fshdregistry@portal.jwmdrc.org’ and should look something like this: 

 
• When you click to verify your email address, you will be taken directly to the patient dashboard: 

• Your/your child’s name will be displayed in the top right corner. 
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• If you have registered multiple patients from the same account, you will be able to switch 

between them by clicking on the down arrows. 

 

Step 8 – Providing information about your condition/the patient’s 

condition 
 

• At this point you have registered as a patient on the registry, but now we need to collect 

information about your condition/the patient’s condition. 

• To access your questionnaires, click ‘Questionnaires’ then complete you (or your child’s) 

Patient Questionnaire and Medical Questionnaire. 

  

• The questionnaires are split into sections asking about your condition, your pain levels, and your 

wellbeing/quality of life. 

• Please complete each page as thoroughly and honestly as you can, then click the blue ‘Next 

section’ button at the end of the page to continue. 

• If you need a break at any time, you can logout and come back to this section by logging back in 

and clicking on ‘Questionnaires’ from the menu on the left of the screen 

• You must complete all of the mandatory (*) questions and click ‘Finish Questionnaire’ to 

submit your answers. 

 

• You will receive a reminder email in a year’s time to ask you to log back on to the registry using 

the email address and password you entered in Step 1. You can log in to update your answers to 

these questions as often as you like, but we ask that this is done at least annually. 
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• You are now fully participating in the registry – thank you! If you need to complete the 

questionnaire for another patient, switch patients (see p8) and repeat this step. 

Step 9 – Adding your/your child’s doctor 
 

• To add a doctor, you must link their account to yours, 

even if they had previously been linked in the old registry 

system.  

• You can manage which users have access to your patient 

data in your account settings. 

• To link your doctor, click ‘Manage Access’, then ‘Invite a 

Clinician’ and ‘Link a Clinician’ 

• When you click ‘Link a Clinician’, a drop-down list of 

doctors will appear. If your doctor is on the list, please      

select them. You 

need to consent 

to them adding 

data to your 

patient profile by 

toggling on the 

consent button. 

Then click ‘Link a 

Clinician’ and 

your doctor will 

be linked to your 

profile. 
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• If your doctor is not on the list but you would like them to be invited to the registry, please click 

‘New Clinician Details’ at the bottom of the ‘Invite a Clinician’ page. 

• When you click ‘Help us link your clinician’, you will be taken to a new form that helps us 

identify and invite your doctor. Complete the details and press ‘Submit’ to finish the form. 
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Step 10 – Adding a support user  
 

• Our new registry platform allows you to invite a support user to input information on your 

behalf. You may wish to invite a trusted friend, carer or family member to help you with data 

entry. Unlike the old system, your support user will have their own log-in to access your patient 

profile. 

• Details of any linked support users or helpers can be found in the Manage Access area of your 

account settings.  

• To invite a new person to help with your registry updates, click on the arrow icon circled above 

to open the invitation form. 

• Complete the details required in the form then scroll to the bottom of the page. 
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• Confirm that you have permission to share your helper’s contact details, then accept the  

consent statements and click ‘Send invite’. 

Tips and tricks – How to complete different questions 
• You may notice some 

differences in the new registry 

platform. To help you 

complete your patient 

questionnaire, here are some 

tips on how to answer the 

questions. 

Information Icons 
• If you do not understand what 

a question is asking, there may 

be an information icon to help 

you. 

• To access the extra information, you can hover your curser over the icon, and the information 

box will appear.  

• Some information boxes have links to external websites with further details.  

 

Single Choice Questions 
• For this question type, you select a single option from a list of answers. 

Multiple Choice Questions 
• For this question type you can select any applicable answers from the list. 

 

Date Questions 
• Some questions may ask you to provide an exact date (e.g. of symptom onset) if known.  

• When you complete the question, you can 

type the date, or use the calendar pop-up 

to find your chosen date.  
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Number Questions 
• Some questions may ask you to provide an age or number. 

• You need to type your answers in number form, rather than written as a word (i.e. ‘10’ not 

‘ten’).  

Open Answer Questions 
• This question type lets you type your answer out in free text. 

 

Matrix Questions 
• These questions have questions and answers in columns.  

• You can only select one answer option per question. 

Scale Questions 
• These questions ask you to place a value on a scale that accurately represents your condition.  

• You can slide the value up and down the scale. 
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Step 11 – Adding additional information 

 

Medical Questionnaire 
• A new questionnaire has been added to the registry to allow both patients and clinicians to add 

their medical information. 

• You will find the questionnaire in your patient questionnaires tab. 

• The questionnaire is designed to capture clinical information that you may find in your 

doctor’s notes or letters. If you do complete this questionnaire, we kindly ask that you also 

upload evidence of this information where possible. 
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Troubleshooting 
 

• If you see an error message at any point, please try to take a screenshot or a photograph of the 

screen if possible and make a note of the time. This can help our IT team identify what caused 

the problem. 

 

• You can try refreshing the webpage which may resolve the issue without the need for any 

further steps. The refresh button usually looks like a circular arrow and will be somewhere near 

the website address (example circled below). It might look slightly different or be in a different 

position at the top of your screen depending on which web browser you are using. Clicking this 

button will re-load the page you were on so you may need to enter a small amount of 

information again. 

 

 
 

• Please contact the registry team if you have any problems using the system or are unsure what 

to do. You can click here to send us an email, or contact us by telephone on 0191 241 8640. We 

can guide you through the process step by step, or can even complete your registration for you 

over the phone if you are not confident using the website. 

 

Problems logging in? 

 
• If you have any problems with logging in to the registry, please do not try to register again as 

this can lead to duplicate records. Please contact the registry team who can help identify and 

resolve the issue. 

 

• If you are unsure if you have registered previously or not, please contact us to check if you have 

any historical or partially completed registrations. 

 

If you have any questions, comments, or feedback, or would like more 

information about anything to do with the UK FSHD Patient Registry please 

get in touch with the registry team who are on hand to help. 
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