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Rare Disease UK – Tell us your story
RDUK often need case studies for our work or for when we are contacted by journalists wanting to write about rare conditions. If you, or one of your family members, are affected by a rare disease and would like to tell us your story, please complete this form with your information and contact details. 

RDUK will not pass any information on to any third parties without your consent. 
Information and contact details 
Your name:      
Your age:      
Organisation/charity you belong to (if any):      
Address:      
Telephone (home):      
Mobile:      
Email:      
Would you be willing for us to use your story for either of the following (we would contact you to let you know if we were going to use your story in any way):

As a case study in RDUK work  FORMCHECKBOX 

As a media case study (e.g. to pass to a journalist looking to write an article on rare diseases)  FORMCHECKBOX 

What is the best time to reach you (please indicate all that apply): 

Morning   FORMCHECKBOX 

       Afternoon  FORMCHECKBOX 
 
     Evening FORMCHECKBOX 

Have you got any holidays coming up in the next couple of months? If so, please specify when:
     
Media experience 

Have you had any media experience (none is required)?
Yes  FORMCHECKBOX 


No FORMCHECKBOX 
       

Where have you told your story before? (Please list any newspapers/magazines/radio/TV shows etc)
     
When did you do this?      
It would be helpful if you could attach a digital photograph of yourself along with this form.

(Please save the file as your name in the following format ‘Andrew_Other’.)

Please tell us about your story
Who is the individual living with the rare condition? 

Myself  FORMCHECKBOX 
 
My partner FORMCHECKBOX 
 
      My child/children  FORMCHECKBOX 
     
Other (please specify relationship)  FORMCHECKBOX 
      
How old is the person(s) affected by the condition? (If it is not you):      
What is the rare condition(s) that your story involves?      
What forms of media are you willing to appear in? (Please indicate all that apply):      
Local newspapers  FORMCHECKBOX 

National newspapers  FORMCHECKBOX 

Radio  FORMCHECKBOX 

Pre-recorded television  FORMCHECKBOX 

Live television  FORMCHECKBOX 

Are there any newspapers/magazines that you would not be willing to appear in?
Yes (please specify which)  FORMCHECKBOX 
                                                                         
 No FORMCHECKBOX 

Please can you tell us a bit more about your story? Please give us a 50 word summary, then you can explain in more detail. 

Summary:
     
Your story: If you have written your story elsewhere e.g. for a website please feel free to copy and paste it below, attach a separate word document to the email or direct us to the story etc.
     
Thank you very much for taking the time to fill out this form. RDUK will contact you if we intend to use your story in any way and will not share any information with any third parties before confirming this with you.
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