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1. Newsletter first issue. December 2013 

 1.1 Format,  contents  and development process  
 

It has been produced a newsletter of 16 pages, and eight chapters which will be accessible on the 

RARE-Bestpractices website and which will be further disseminated via e-mail. 

With regard to the format since the newsletter it has been planned yearly, it has been decided to 

take the opportunity of the first issue to develop a booklet, targeted to rare diseases 

patients/general public, which describes the activities of the project (more in detail than in the 

RARE-Bestpractices leaflet) by using a plain language.  

The aim is not only to give to the audience an overview of the project (specific objectives, work 

plan, participants, list of  the past and of the forthcoming events) but also to: 

¾ focus on the core research activities (work package 3, work package 4 and work package 

5) and dissemination activities (work package 6) explained by each work package leaders 

¾ make explicit how the work of each work package will make a difference for rare disease 

patients 

¾ focus on RARE-Bestpractices patient engagement and expectations about the project 

¾ explain the definition, the role and the importance of documents such as health technology 

assessments (HTA), guidelines and recommendations, since they are words that are cited 

frequently in the project documents. Try to make understandable also concepts such as  “  

good  value  for  money”  in  the  field  of  HTA  appraisal  of  medicine,    “quality  of    guideline”, and 

“evidence”. 

The development of the first issue of the newsletter has been done by ISS in partnership with 

EURORDIS (editorial coordination). Several partners have also contributed to the creation of the 

contents: KI, HIS, LSE (authors’   name   are   listed   in   the   contributing   authors   sections of the 

newsletter). Furthermore the contents has been submitted by partner EURORDIS to patient 

representatives (listed in the acknowledgment sections of the newsletter) who provided  their  

suggestions to make the text more understandable and gave also opinion about the patient 

engagement and patient expectation on the project (described   in   the   chapter   “Engaging   with  

patients”). 

The graphics of the newsletter is by ISS. 



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  4 

 

      



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  5 

  



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  6 

    

 

 

 

 

 

 



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  7 

 

 
 

 

 

 

 

 

 

 



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  8 

 

 

 

 



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  9 

 



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  10 

 

 

 

 

 

 

 

 
 

 



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  11 

 



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  12 

 

 

 

 

 

 

 

 

 



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  13 

 

 

 

 

 

 

 

 

 



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  14 

 

 
 

 

 

 

 

 

 

 

 



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  15 

 
 

 

 

 

 

 

 



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  16 

 

 

 

 

 

 

 

 

 

 



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  17 

 

 

 

 

 

 

 

 

 

 



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  18 

 

 

 

 

Document History 
 

Date Author Changes 
12 January 

2013 
Cristina 
Morciano 

Insert the main text 

   
   
   
   



RARE-Bestpractices – Platform for sharing best practices for management of rare diseases 

 

 

rb_del_6_02_newsletter_01_2013_12_13  19 

   
   

 


