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Disclaimers: I am not a physician. I am a biochemist with experience in 

toxicology and cancer research. This talk is not a substitute for 

consultation with your physicians. These slides are based on my notes 

taken at the New Horizons meeting, but they may not be accurate. 
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New Horizons GIST 2017; Wayne, New Jersey; Oct. 2  
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History and development of òNew Horizonsó 
 

1997: Novartis/ imatinib/ tyrosine kinase inhibitor drug  

1998: trials of Gleevec for CML (chronic myelogenous leukemia)  

2000: trials of Gleevec for GIST  

2001: F.D.A. (USA) approval  

 

2003-2011: òNew Horizons in Treating Canceró meetings;  

 - by invitation of Novartis Oncology;  

 - annual meetings held in Europe;   

 - CML and GIST patient advocates;   

 - Gleevec (imatinib) focus;  

 - about 70 participants ( ӏ CML; ӎ GIST). 

 

Steering Committee comprised of CML and GIST global advocates.  

 

Plenary sessions on patient advocacy, Gleevec. 

Parallel sessions on CML/ GIST. 
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2011: transition from Novartis administration to independence,  

but with no formally incorporated management structure;  

volunteer Steering Committee of PAG leaders;  

CML and GIST meetings go their separate ways.  

 

2011-2017: multi -sponsored annual GIST meetings, alternating 

between Europe and Miami, USA.  

6 



Miami, May 2015  
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History and development of the òNew Horizonsó initiative 
 

2017: Streamlined from 2½ to 1½ day meeting;  

held at LRG USA offices in Wayne, NJ, USA.  

8 



Some accomplishments of New Horizons  
 

- capacity building; jump -starting new support groups around the world 

(e.g., Poland, Kenya, Brazil)  

 

- face-to -face interactions with top GIST medical specialists, e.g. Blay 

(France), Reichardt  (Germany), Casali (Italy), Tap (USA), Trent (USA);  

 and researchers (e.g., Fletcher, Duensing, USA; Debiec-Rychter, Belgium)  

 

- focused discussions on how to address GIST -specific issues,  

 e.g. mutational testing, wild -type GIST, generic imatinib  

 

- inspiring new initiatives; e.g., LRG Canada, in developing the Mungcal 

award, followed the example presented at N.H. by the French group  

 

- combined  efforts; e.g. drafting the òGIST Top Ten Listó 

 

- unified positions/ declarations  
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New Horizons GIST Declarations  (aspirational but meaningful)  

 

Bad Nauheim, Germany; 2007  

 òGIST patient  advocacy groups collectively  call  on all  those 

responsible  for  the  treatment  and care of  patients  with  GIST to :  

 ...  Provide  treatment  and care to  GIST patients  through  the  hands of 

specialist  multidisciplinary  teams which  conform  to  standards for  a centre  of  

expertise  in  rare  diseases ... ó 

 

 

Baveno, Italy; 2008  

 òWe propose ... that for each patient being treated, data are 

gathered about:  

 Å KIT/PDGFR mutational analysis at diagnosis 

 Å Routine plasma testing of imatinib  levels  

 

 We expect doctors treating GIST patients to use these data to inform 

decisions on the appropriate dose level of imatinib  for all patients.ó 
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New Horizons GIST Declarations  
 

Zürich, Switzerland; 2015  

   

 òSubstitution of generic drugs for brand name drugs must be based 

on clinically demonstrated efficacy and safety, rather than on assumptions 

and expectations. é. Patients must be informed of any changes to their drug 

treatment. When a health authority, doctor, or insurance provider mandates 

substitution of a generic form of a drug, the affected patient and his/her 

doctor must be fully informed of the change.ó 
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Mutational testing is now the standard of care é in Europe 
 

Schöffski et al. , Overcoming cost implications of mutational analysis in patients 

with GISTs: a pragmatic approach, Oncol. Res. Treat. 39: 811-816, 2016. 

 

 The cost burden for  routine  genotyping of important  genes in GISTs ...  is 

relatively  low. The early  identification  of  GISTs with  primary  resistance  

mutations  should be the basis for  personalized GIST treatment  and 

reimbursement  of drugs. ...  Exclusive use of é imatinib  in patients  who are 

likely  to benefit  from the agent,  based on genetic information,  can lead to 

significant  cost savings, which  outweigh  the  costs for  testing .   

 To achieve the most rational  use of the limited  available healthcare  

resources, the [Belgian]  government bodies have taken a very pragmatic  

approach for  reimbursement  of imatinib , by indirectly  mandating  mutational  

analysis for  each [GIST] patient  applying  for  the  use of  imatinib .  The TKI is 

only covered by the health  insurance if  prescribed by a physician who confirms é 

that  the tumor  does not carry the primary  resistant  PDGFR mutation  D842V.  

 This procedure  indirectly  mandates [doctors]  to  perform  mutational  

analysis in  GISTs before  prescribing  the  expensive  kinase inhibitor .  The public  

healthcare  insurance routinely  covers costs of approximately  û260 for  both Kit 

and PDGFRA gene analysis. 
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