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1. 

 

 

 

 

 

Should consider addition of 

EURODIS (European 

organization for rare diseases) 

or comparable UK patient 

advocate group.  Should 

consider deleting groups with 

focus on Ewing's sarcoma or 

Paget's disease as they are not 
relevant to this technology 

appraisal. 

IDM Pharma, Inc  Not added This organisation does not fit the 

inclusion criteria in regards to 

national organisations therefore 

EURODIS (European organization 

for rare diseases) have not been 

added.  The groups suggested for 

deletion meet the inclusion criteria 

therefore have remained on the 

matrix. 
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2. We would like BCRT to be 

considered as a "Consultee"  

organisation rather than 

Commentator.  BCRT is a joint 

venture between 

parents/patients and 

professionals and whilst 

research is one element of work, 

so is patient/family support.  We 

have a national and even 

international focus. Our work can 

be seen on website 

www.bonecancerresearch.org.uk 

Bone Cancer Research Trust  Added  The organisation fits the inclusion 

criteria to be added to the Patient 

organisations, therefore Bone 

Cancer Research Trust have been 

added to the Patient groups. 
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3. PPIP would like you to consider 

the following two young person 

cancer charities, as added to the 

ALL (17th wave) and melanoma 

(CB2) matrices recently signed 

off: 

a) National Children’s Bureau 

b) NCH – the Children’s 

Charity 

  Added The National Children’s Bureau fits 

the inclusion criteria therefore The 

National Children’s Bureau have 

been added to the matrix. 

NCH – the Children’s Charity fits the 

inclusion criteria therefore The 

National Children’s Bureau have 

been added to the matrix. 
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