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We were welcomed by Dr Cristain Busoi MEP, who hosted the meeting.  He acknowledged the 

tragedy of the infection of people with bleeding disorders. However, he was optimistic about the 

impact that new treatments could have although he recognised the challenges that member states 

face including the costs of the new therapies.  He called on clinicians, politicians, patients, and 

industry to work together to face up to those challenges. 

Brian O’Mahony responded on behalf of the European Haemophilia Consortium (EHC).  He gave 

some preliminary results from the EHC survey on Hepatitis C which will be published soon.  He 

highlighted that many countries don’t collect all the information they need to mount an effective 

lobbying effort to get access to the new Direct Acting Antiviral (DAA) treatments.  He also discussed 

the contrast between the difficult older treatments with comparatively low success rates and the 

new treatments.  In his view the new treatments offer a real prospect of eradicating the condition in 

the haemophilia populations.  However, this can only be done if patient organisations work with 

clinicians in a determined and coordinated way.  He stressed that eradication is a realist and 

achievable goal.  He highlighted the good work being done in Ireland, Scotland, and Portugal in 

particular. 

The first clinical presentation was from Prof Massimo Colombo whose topic was HVC: Why Treat? 

We were told that there are 170 million people in the world with hepatitis C.  Sadly, 150 million of 

them live outside the higher-income areas.  He stressed that HCV is much more than a liver disease 

and that there is increased mortality beyond the liver.  A Taiwan study shows significant impact in 

cardiovascular disease and strokes.  However, if a sustained virological response (SVR) could be 

achieved, even with interferon, then there is a reduction in end stage renal disease and other 

conditions.   

He also highlighted the impact that that having replicon benchtop testing has had on developing 

treatments.  By replacing the need for chimpanzee trials (which require four chimpanzees at 

£1million each) the number of drugs which could be tested was significantly increased.  This, in turn, 

led to the development of the interferon free regimes which are now available.  However, the costs 

of these treatments are too high to be able to think about treating all of those infected in the world. 

There are also issues with treatment capacities in many European countries so investment is needed 

in more than just the costs of the drugs.   

Not all patients are the same.  Usually, there is also a difference between treating the “angel” 

patients who are used in trials and are well suited to treatment and the experience of treating in a 

clinic. However, for DAAs they results have been very similar. Encouragingly, data from America 

shows good results with the DDAs even in the most difficult to treat populations.  In terms of the 

more difficult treat genotypes there are now regimes (which including Ribavirin) which can achieve 

SVR in over 70% of the more difficult cases, compared to 95% in all other genotypes.  The new 

treatments also offer the opportunity to avoid waiting 4 or 5 years for a kidney transplant.  The 

option exists to accept a kidney with a hepatitis C infection (for which the wait is just four weeks) 

and then treat with DAAs.  The patient could then achieving a SVR in about three months.   

The chances of eliminating hepatitis C is increased by the fact that there are no non-human 

reservoirs for the virus. He finished by observing that in the resource rich world most countries can 



 
 
only treat those with the most advanced liver damage while, because of the price difference, those 

in other parts of the world can aspire to treat everyone. 

The next speaker was Prof Rui Tato Marinho whose topic was Current and future liver treatment 

options.  He explained that if SVR was sustained for three months if was safe to assume that the 

patient was cured in the vast majority of cases.  If you can eliminate the virus then the risk of cancer 

returns to close to that of the general population.  However, if there is no response to treatment 

there is a 10-40% cancer risk over 10 years.  He also noted that the result from the clinical trials are 

surprisingly similar to the result from real life experience.   However, if eradiation is the aim then it 

can’t be achieved by only treating the patients with advanced liver damage.  In the future it is hoped 

that treatment can move beyond Ribavirin. Liver diseases is a very complex puzzle but now we have 

the tools we need to tackle it.  

Mr John McCarthy, from AbbVie, spoke about the Eradiation of HCV from an industry perspective. 

Industry is increasingly asked, “How do we pay for these ever more expensive therapies?” 

Fundamentally the price of a drug is set according to an assessment of what that market can bear.  

However, that doesn’t mean that there isn’t a negotiation and the ambitions of the treatment 

programme are relevant too. Mr McCarthy welcomed the proposed objective of eradicating 

hepatitis C in people with a bleeding disorder.  He felt that having educated and eloquent patients 

and patient advocates was important.  Also, in relation to bleeding disorders, the health economics 

figures are good even at current prices.  The price doesn’t need to fall, as everyone assumes it will, 

before there is a strong case for eradication.  He concluded that industry stands ready to play its role 

and work with others to come up with innovative solutions. 

The meeting was excellent and started so many interesting conversations that the EHC staff had to 

work hard to clear the room in time for next group who were using it.   


