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They’re the drugs that combat the rarest of 
diseases. But they’re so specialised that their 
price tags are increasingly putting them out 

of reach. How much longer will Irish patients 
continue to miss out on such medicines?

Health special

T
here is a widespread perception 
that new drugs will only be 
made available to those patients 
who shout the loudest. The 
process lacks transparency. 
The industry’s morals are 

questionable. As the medicines watchdog 
predicts an avalanche of expensive orphan 
drugs, what does the future hold for those 
with a rare disease? 

By Susan Mitchell

Billion dollar
ORPHANS

It is almost impossible to turn on the 
radio or open a newspaper without 
hearing about the “miraculous” bene-
fits of the latest drug. New cancer ther-
apies, and treatments for cystic fibro-
sis, Duchenne muscular dystrophy and 
rare developmental conditions have 
all come on-stream in recent years. 

The world is full of stories of sick 
patients who have either been given 
a second chance by these new drugs, 
or who are being denied access to a 
possible life-saving treatment. 

In recent times, campaigners have 
taken to the streets to urge the state to 
fund drugs including Orkambi (to treat 
cystic fibrosis) and Respreeza (genetic 
emphysema).

As an increasing number of orphan 
drugs become available to treat rare 
diseases, policymakers are concerned 
at the budget implications. Orphan 
drugs typically come with eye- 
watering price tags, the justification 
being that they only treat small
to page 2

Strensiq, a medication for 
rare soft-bone disease, is one of 
the most expensive prescription 
medicines ever launched
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patient cohorts. The cost ramifications are 
significant – but so are the implications 
for the health of the one in 12 people 
who have, or will have, what is termed 
a rare disease. 

Groups such as IPPOSI (the Irish Plat-
form for Patient Organisations, Science 
and Industry) have pointed to gaps and 
weaknesses in the existing approval and 
reimbursement system. 

Patients are desperate. The industry 
is frustrated by delays. Fianna Fáil has 
tabled new legislation. So what lies ahead 
when it comes to accessing orphan drugs 
in Ireland?

From a trickle to a 
torrent
Patients with rare diseases once suffered 
badly at the hands of market forces. The 
market was unattractive for pharmaceu-
tical companies and they had few, if any, 
treatment options. But this has changed 
dramatically over the past decade. 

Realising that pharma companies 
would not invest in researching drugs 
for small and unprofitable patient groups, 
governments enacted laws to encourage 
orphan drug development. 

In the US, legislation was enacted in 
1983 via the Orphan Drug Act, which 
granted tax credits, an accelerated ap-
proval process and an additional two 
years of market exclusivity to orphan 
drugs that met certain criteria. 

In 2000, the European Medicines 
Agency also enacted regulations to in-
centivise pharmaceutical companies. 

A drug receives orphan designation if 
it is used to treat a disease whose prev-
alence is so low that, in the absence of 
incentives, commercialising the drug 
would not generate the revenue to absorb 
its development costs. There are thou-
sands of rare diseases, affecting between 
6 to 8 per cent of the population. 

Although there are rare diseases for 
which treatment options remain scant, 

these incentives have helped catapult 
orphan drugs from neglected oddities 
into the mainstream. 

Orphan drugs now account for an ev-
er-growing proportion of global medicine 
sales. 

Professor Michael Barry, who leads  the 
National Centre for Pharmacoeconomics 
(NCPE), the medicines watchdog that 
assesses new drugs for the state, said: 
“We are seeing an avalanche of newer, 
high-cost medicines.” 

At present, the NCPE is analysing the 
first ever drug costing €1 million per 
patient per year. Barry said that while 
rare diseases were by definition rare, they 
were “not so rare” when taken together. 

“More than 50 per cent of our current 
assessments are for orphan drugs, while 
a total of 80 per cent are for orphan and 
cancer drugs,” he said. 

EvaluatePharma, a company that anal-
yses the pharmaceutical and biotech-
nology sector, has detailed the “steady 
and inexorable growth of the orphan 
drug market” in recent years. In its most 
recent report, it said sales of orphan drugs 
would almost double between 2106 and 
2022 to $209 billion. 

“This rapid growth and current will-
ingness of payers to stump up for the huge 
price tags are two of the main reasons 
why the sector has become more and 
more attractive to some of the industry’s 
biggest players,” EvaluatePharma said. 

“However, some see Big Pharma’s in-
terest in this space as a potential problem, 
claiming that these groups are taking 
unfair advantage of the lower R&D cost, 
speedier approval times, favourable pat-
ent life and pricing incentives for devel-
oping orphan products.”  

EvaluatePharma said orphan drugs 
would account for 55 per cent of the cu-
mulative value of the European pipe-
line to 2022. It estimated sales of orphan 
drugs would grow by 11 per cent a year 
over the next five years, twice the rate 
of prescription drugs. 

Although more and more orphan drugs 
are being approved by the European reg-

ulator, pharma companies and patient 
groups in Ireland say people are being 
denied access to innovative orphan drugs 
that are widely available to those with the 
very same serious and potentially fatal 
conditions in other European countries. 

In a recent report, IPPOSI highlighted 
“the perception that there is an increas-
ingly cold climate towards funding new, 
pioneering and enhanced drug therapies 
in Ireland”.

Poor access? 
Various reports have shown that Irish 
patients are at a disadvantage compared 
to their European neighbours when it 
comes to accessing new drugs, including 
orphan drugs. 

The extent to which Irish patients 
– both public and private – are being 
denied timely access to innovative can-
cer medicines was laid bare in figures 
published by this newspaper last year. 

Just 20 per cent of new cancer med-
icines launched internationally in 2014 
and 2015 were available to Irish patients 
by 2016. Many were orphan drugs. 

The figure compared to 76 per cent in 
Germany and 71 per cent in Austria. In 
Denmark, 67 per cent were reimbursed.

The situation affects both public pa-
tients and those with private health in-
surance, as health insurers do not typi-
cally fund or provide access to medicines 
that are not funded by the HSE. 

The figures were produced by glob-
al pharma data provider Quintiles IMS 
and related to 25 new cancer medicines 
launched in 2014-2015. 

Quintiles IMS examined how many 
had become available to patients in 
different countries by 2016. The 25 
medicines include those used to treat 
lung cancer, myeloma, prostate cancer, 
kidney cancer, lymphoma and many 
other cancers. 

According to pharma companies and 
patient groups, Ireland is now an outli-
er in western Europe when it comes to 
accessing new therapies. 

Last year, Oliver O’Connor, chief 
executive of the Irish Pharmaceutical 
Healthcare Association (IPHA), which 
represents 47 research-based pharma-
ceutical companies, hit out at what he 
described as routine delays. He said some 
companies had waited an average of two 
and a half years since their initial appli-
cation for reimbursement. 

Delays appear to be par for the course. 
Take Venetoclax, a treatment for patients 
with certain types of chronic lympho-
cytic leukaemia (CLL), an incurable 
blood cancer that affects a patient’s 
bone marrow. 

Since its European authorisation in De-
cember 2016, Venetoclax has, according 
to its makers AbbVie, been reimbursed in 
11 out of the 14 European countries that 
the Irish state has agreed to benchmark 
drug prices against. 

The Irish Venetoclax timeline is as 
follows: 
l  In January 2017 AbbVie submitted 

an application for a rapid review in 
January 2017 to the NCPE. 

l  In February 2017, the NCPE concluded 
that further evidence was needed. 

l  In December 2017, the HSE’s drug 
group committee said it was unable 
to make a recommendation on an 
interim access proposal from Abb-
Vie without a full health technology 
assessment by the NCPE. 

l  In March 2018, the HSE informed 
AbbVie that it had commissioned a 
health technology assessment 

AbbVie’s Irish general manager Todd 
Manning said the company recognised 
“the balance that the HSE must strike 
when evaluating clinical evidence in 
cases where a full health technology 
assessment is not practical”.

He said AbbVie did “not advocate for 
access to new innovative treatments 
at any cost. However, it should be rec-
ognised that this innovation has very 
significant value for society, not least in 
the lives of individuals who have very 
serious health challenges”. 

Manning said that potentially life-en-
hancing innovations were “only tru-
ly meaningful if they can benefit Irish 
citizens. Medicines developed to treat 
rare conditions require an expanded ap-
proach to evaluation for reimbursement 
allowing for greater collaboration be-
tween all stakeholders to address budget 
certainty”.

High prices 
In principle, the price of new drugs, 
including orphan drugs, falls under an 
existing agreement with the pharma-
ceutical industry. 

In 2016, the Irish state agreed a pricing 
and supply agreement with the main 
pharmaceutical companies – which are 
represented by the Irish Pharmaceutical 
Healthcare Association (IPHA). Under 
the terms of this agreement, Ireland 
has agreed to pay the average price paid 
across a so-called basket of 14 reference 
countries. 

There are, however, obvious problems 
with this ‘average’. The figures used are 
what is called the list price. Countries 
negotiate significant discounts off this 
price and those discounts are shrouded 

in secrecy. 
It is akin to an advertising rate card: 

nobody pays full whack. 
Separately, not all companies produc-

ing orphan drugs are members of IPHA. 
They can price their product as they like. 

Among the most expensive orphan 
drugs reimbursed in recent times were 
Orkambi and Soliris (which treats rare 
blood diseases). Vertex Pharmaceuticals 
manufactures Orkambi, while Alexion 
Pharmaceuticals manufactures Soliris. 
Neither is a member of IPHA. 

Alexion initially sought €430,000 per 
patient per year for Soliris, making it one 
of the most expensive drugs in the world.

Taoiseach Leo Varadkar was minister 
for health when the battle over Soliris 
was raging in Ireland. Varadkar attacked 
Alexion’s “aggressive pricing” policy and 
pointed out that the company had been 
accused of “moral blackmail” in Belgium. 

EvaluatePharma has estimated that 
Soliris will generate sales of $5.1 billion 
in 2022, while Orkambi will bring in $3.8 
billion for Vertex. 

As controversy raged over the avail-
ability of Orkambi in Ireland (it was ul-
timately approved last year), this news-
paper reported that the chief executive 
of Vertex, Jeffrey Leiden, received just 
under $80 million in pay, bonuses and 
stock options between 2012 and 2015. 

Eurodis, a non-profit alliance of more 
than 700 rare disease patient organi-
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Because pricing 
is decided at 
national, not EU 
level, not enough 
pressure has been 
exerted on firms 
to lower prices 

The businessman responds to a 
recent article that appeared about 
him in this newspaper

I 
am writing following a re-
cent article that appeared in 
The Sunday Business Post about 
me that referred to me as a 
bankrupt fraudster. This was 
in keeping with previous in-
accurate reporting and public 
commentary, and I want to set 

the record straight. 
In your article, the journalist wrote: 

“Nevertheless, one of his companies, 
Secured Property Loans, hit the head-
lines after a report in this newspaper 
in 1998 that referred to his ongoing 
bankruptcy in the US. 

“It led to a flurry of debate in the 
Dáil with several TDs asking the then 
tánaiste Mary Harney to investigate 
the matter, ultimately finding that a 
person declared a bankrupt in the US 
and remaining undischarged would 
not be in breach of section 183 by  
acting as a director in this jurisdic-
tion.”  

The article also refers to Martin Fer-
ris in 2012 calling for further scrutiny 
of my activities.  

This is incorrect. In 1998, there was 
no ongoing bankruptcy of Ron Weisz. 
I am not an “undischarged bankrupt” 
despite what Martin Ferris, whom I 

We are seeing an avalanche 
of newer, high-cost medicines. 
More than 50 per cent of our 
current assessments are for 
orphan drugs; 80 per cent are 
for orphan and cancer drugs

Ron Weisz: 
‘I want to set 
the record 
straight’

Professor Michael Barry: ‘The 

magnitude of the benefit of 

overall survival ranged from 

just one month to 5.8 months’
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Protesters calling for state 

funding of the emphysema 

drug Respreeza
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sations, has said that because pricing 
is decided at national rather than Eu-
ropean level, not enough pressure has 
been exerted on pharma companies to 
lower prices. 

In an article he wrote in the Irish In-
dependent, GAA pundit and legal eagle 
Joe Brolly described a conversation he 
had with one of the state negotiators on 
a deal for a cystic fibrosis drug called 
Kalydeco: “They screwed us to the wall. 
They sat there listening to us for a fort-
night, smirking. In the end, they told us 
we could take it or leave it. They knew 
we had no choice.”

Patients in limbo
Patients and their families are caught in 
the middle. “I’m just a mum trying to 
help my daughter,” said Emer O’Reilly, 
who is campaigning for access to a drug 
called Kuvan, as her daughter has a rare 
metabolic disease called PKU. 

People with PKU have a dangerous 
reaction to protein. PKU doesn’t cause 
negative side effects if strict treatment 
is started from birth (after a heel prick 
test), but if it isn’t treated daily, damage 
to the brain and nervous system can lead 
to profound intellectual and physical 
disabilities.

PKU is treated with a gruelling, pun-
ishing and restrictive diet devoid of pro-
tein. “It’s very difficult to adhere to, as 85 

per cent of normal foods are off limits,” 
said O’Reilly. 

In 2008, Kuvan (also called saprop-
terin) was approved for use in Europe. 
It is the first drug that can treat PKU and 
help control the disease. 

“Kuvan transforms lives. You can sig-
nificantly increase the amount of normal 
protein so patients can get proper nu-
trients for healthy body development, 
reducing the severely restrictive daily 
schedule,” O’Reilly said. 

But in 2009, the HSE decided against 
funding Kuvan. BioMarin submitted a 
second application to have Kuvan as-
sessed last year. “We had such hope,” 
said O’Reilly, who added that members 
of the support group had met health of-
ficials, politicians and others in an effort 
to generate support. 

Last year, the medicines watchdog 
concluded that Kuvan was not cost-ef-
fective. Since then, the PKU Association 
of Ireland (PKUAI) has lobbied to get 
Kuvan funded. 

According to O’Reilly, the HSE drugs 
committee met last January, with Kuvan 
being discussed. PKUAI has had no up-
date on a decision. 

“We have no information at this point. 
We are very aware of the busy schedule 
and tough task of the HSE and drugs 
group, but feel we are stuck in no-man’s 
land and are still awaiting an outcome,” 
she said.

O’Reilly said the inability to access 
Kuvan was frustrating, especially given 
that it was available to patients in many 
EU countries including Austria, Belgium, 
Bulgaria, the Czech Republic, Denmark, 
Estonia, France, Germany, Hungary, Italy, 
the Netherlands, Luxembourg, Portugal 
and Romania.

She also said Kuvan required a com-
paratively small funding commitment, 
as studies suggest between 10 to 20 per 
cent of those affected would benefit. 

PKUAI estimated it would cost be-
tween €17,000 to €27,000 per patient 
per year (dosing is weight-based), based 
on British prices that are in the public 
domain. “This is a drop in the ocean in the 
context of other rare disease medicines 
such as Orkambi,” said O’Reilly. 

She said it was clear that drug approv-
als were often being made based on the 
noise generated by patients and their 
supporters. 

Many others agree. In a recent report, 
IPPOSI said it was widely agreed that 
the “only stakeholder on this issue that 

the government seems to respond to is 
the media”. 

When asked about access to orphan 
drugs, Fianna Fáil spokesman on primary 
care John Brassil said: “The only ones 
who get their drugs are the ones who are 
out on the streets, or in front of Leinster 
House. This is not the way we should be 
doing things.” 

Immediate access
Under the existing approvals process, 
new drugs are typically sent for a health 
technology assessment by the NCPE. 

The medicines watchdog examines the 
effectiveness of the drug, along with its 
price, to determine whether it is cost-ef-
fective. 

It uses what is called a quality-adjusted 

life year (QALY) to determine whether 
the HSE should fund a new drug. As a 
general rule the HSE funds drugs of up 
to €45,000 per QALY. 

After the NCPE makes its recommen-
dations, the HSE’s drugs committee must 
make a decision and, in turn, make a 
recommendation to the HSE directorate. 

Brassil is proposing legislation that 
would establish a unique process for 
assessing an orphan drug for reim-
bursement. “Currently, orphan and rare 
diseases are assessed under the same 
guidelines and procedures as standard 
drugs,” he said. 

“Rare, high-tech drugs will naturally 
treat an extremely low patient popula-
tion. To measure their effectiveness in 
the same lens, using the same criteria, 
as common conditions will naturally 
cause a difficulty. Other EU countries 
have adapted their processes for this 
very reason, and I believe it is time we 
did so now.”  

Brassil said he wanted to “move from 
a quantitative to a qualitative analysis” 
of orphan drugs. 

“For orphan drugs, it is clear that the 
QALY system alone is not appropriate,” 
said Derick Mitchell, chief executive of 
IPPOSI. 

Mitchell said IPPOSI was not advocat-
ing for a complete disbandment of the 
QALY system, but that there was “a cer-
tain acceptance it needs to be updated”.

He said a number of EU countries had 
adopted innovative approaches. In Swe-
den, for example, access to medicines is 
evaluated against three key principles: 
human value (everyone has a right to 
healthcare), need and solidarity (pa-
tients in the greatest need and vulnerable 
groups are prioritised) and cost-effec-
tiveness (resources are used effective-
ly). Meanwhile, in Germany, patients are 
granted immediate access to an orphan 
drug while price negotiations take place. 

Mitchell also expressed serious con-
cern about delays in the process. While 
the NCPE adheres to strict timelines, the 
HSE does not.

IPPOSI has repeatedly criticised a lack 
of transparency regarding how decisions 
are made within the HSE. “We have been 
calling for more transparency for a num-
ber of years. No matter who you ask, no-
body seems to know [what’s happening]. 
It’s obviously hugely frustrating from a 
patient and an industry perspective,” 
he said. 

The Sunday Business Post asked the HSE 
for the names of those who sit on its 
drugs committee, but it never responded. 

Last November, Minister for Health 
Simon Harris announced plans to en-
gage pharma companies in a dialogue 
on access to new medicines. Almost five 
months later, no meetings have been 
held. 

Believe the hype?
Not everyone is convinced that the ma-
jority of orphan drugs live up to their 
billing. Last year, the British Medical 
Journal (BMJ) published research that 
revealed most new cancer drugs (many 
were orphan drugs) approved for use in 
Europe lacked clear evidence of extended 
survival or improved quality of life for 
patients.

The BMJ study found that 57 per cent 
(39 out of 68) of cancer drugs approved 
by the European Medicines Agency be-
tween 2009 and 2013 had no supporting 
evidence of better survival or quality of 
life when they entered the market. After a 
median of five years on the market, only 
an additional eight drug indications had 
shown survival or quality of life gains.

Therefore, out of 68 cancer indica-
tions approved by the European Med-
icines Agency, and with a median five 
years follow-up, only 35 (51 per cent) 
had shown a survival or quality of life 
gain over existing treatments or placebo. 
Those survival gains were often “mar-
ginal”, the researchers said. 

The study was carried out by research-
ers based at King’s College London and 
the London School of Economics. Pro-
fessor Michael Barry said it demonstrated 
the lack of real benefit for many cancer 
drugs approved by the European Med-
icines Agency. 

“The magnitude of the benefit of over-
all survival ranged from just one month to 
5.8 months. The median survival was 2.7 
months, when the drugs were approved. 
That was only in the people who did show 
an improvement in survival. Most did 
not show an improvement,” Barry said. 

He said the BMJ study “readily explains 
why agencies like the NCPE finds many 
cancer drugs not to be value for money”. 

Barry agrees with the conclusions 
drawn by the authors of the recent study 
published in the BMJ, who said their find-
ings raised the possibility that regulatory 
evidence standards were “failing to in-

centivise drug development that best 
meets the needs of patients, clinicians 
and healthcare systems”. 

An editorial in the BMJ said decisions 
from health authorities were “continually 
subjected to political scrutiny and public 
criticism. However, it is only because 
regulators are lax that payers have had 
to wield the stick”.

For many companies, orphan drugs 
have proven a lucrative area. Evaluate 
Pharma has concluded that Revlimid 
(which treats multiple myeloma) will be 
the world’s largest orphan drug by 2022, 
racking up $13.5 billion in sales that year 
alone. Bristol-Myers Squibb’s Opdivo, 
which is approved for certain types of 
cancer, is set to be a distant second with 
$9.1 billion in sales.

The massive money being made by 
pharma companies has raised concerns 
that the efforts to encourage orphan drug 
development is being abused. 

Some drugs that have orphan status 
aren’t entirely new. They were originally 
developed for mass-market use, but were 
subsequently repurposed to treat rare 
diseases. In other cases, cancer drugs 
approved for one type of malignancy 
are later approved for a different type 
of malignancy. 

Derek Mitchell of IPPOSI said “there 
[had] been some criticism at European 
level. Some companies have been kind 
of gaming the system”.

Late last year, Yannis Natsis, policy 
manager at the European Public Health 
Alliance (EPHA) said the problem with 
orphan drugs was the growing number 
of medicines obtaining orphan drug des-
ignation. “So the exception seems to be 
becoming the rule,” he said at last year’s 
European Health Forum. 

“They are supposed to be for very lim-
ited sub patients’ groups, but they reach 
the blockbuster status very quickly,” Nat-
sis told Euractiv.com. “This is why the 
companies see a business opportunity – 
every drug wants to be an orphan drug.” 

The European Medicines Agency is 
reviewing the incentives it provides. 

But there have been some positive 
developments. Last February, Simon 
Harris secured cabinet approval to join 
the BeNeLuxA Initiative, which would 
enable Ireland to negotiate with a small 
bloc of countries including the Nether-
lands, Belgium, Luxembourg and Austria. 

Taoiseach Leo Varadkar recently called 
on EU member states to “pool the buying 
power of 450 million people”. Varadkar 
spoke of this when he was minister for 
health some years ago, suggesting real 
progress will be slow. 

A rare diseases/medicinal products 
technology review committee has been 
established to provide a tailored assess-
ment of orphan drugs by the NCPE. 

Mitchell said this was “a step in the 
right direction, but only a step.” He wel-
comed the decision to include patient 
representatives in this group, but cau-
tioned that IPPOSI was “not absolutely 
clear that this is not just something that 
will lead to further delays”.

Speaking at the IPHA agm last No-
vember, Harris outlined the considerable 
rise in pharma spending. “To put it in 
perspective, the medicines bill in Ireland 
has increased from under half a million 
in 1998 to two and a half billion today,” 
he said. “That level of growth, combined 
with the anticipated increased demand 
in the years to come, is simply not sus-
tainable – for any country.” 

For many patients, orphan drugs re-
main the only treatment option available. 
They have changed their lives for the bet-
ter and, in some cases, saved their lives. 

Jillian McNulty was the most high-pro-
file campaigner for Orkambi, a drug used 
to treat cystic fibrosis - a progressive lung 
disease. Orkambi was the first drug ever 
launched that could treat the underlying 
cause of McNulty’s disease. 

McNulty had a particularly positive 
response to Orkambi. Her lung function 
increased from 39 per cent to 43 per cent 
during the first year. It then increased 
again to 48 per cent – a 9 per cent jump.

“Before I went on Orkambi, I was 
spending eight or nine months of the 
year in hospital. Last year, I spent just 
six weeks in hospital,” she said. “I’ve 
had three flu strains in two years, and 
have had no long-term damage. With 
Orkambi, I have just bounced back.” 

When asked what might have hap-
pened if Orkambi was not funded by the 
state, she replied: “I wouldn’t be here. It 
has saved my life.” 

The Dáil 
statements 
concerning 
bankruptcy 
were fuelled 
by incorrect 
newspaper 
reporting

The only ones 
who get their 
drugs are the 
ones who those 
who are out on 
the streets, or in 
front of Leinster 
House

have never met, may have stated to 
the Dáil or what requests were made 
to Mary Harney to investigate. The 
statements concerning bankruptcy 
were fuelled by incorrect newspaper 
reporting. 

The truth of the matter is that I filed 
a voluntary petition of bankruptcy in 
the United States in 1980. A letter from 
my attorney in the United States, pro-
vided to the Central Bank of Ireland, 
stated, “To the best of my knowledge 
a bankruptcy petition was voluntarily 
withdrawn prior to any adjudication of 
Mr Weisz as a bankrupt. Accordingly, 
under United States law, Ronald Weisz 
is not an undischarged bankrupt and it 
is erroneous to classify or refer to him 
as a bankrupt.”   

A search of the bankruptcy files in 
the Eastern District of New York would 
have revealed that there is no pending 
case against Ronald Weisz and that the 
bankruptcy was closed with a final 
decree entered in 1986. This is a public 
record. 

This was many years prior to my be-
coming a director of The Wise Finance 
Company Ltd and a director of Secured 
Property Loans Ltd.

I am an Irish citizen in good stand-

ing, with no judgments against me, 
and I have never filed a bankruptcy 
petition in Ireland. I came to Ireland in 
1984 and have lived here with my Irish 
wife for 34 years. Neither I nor my 
wife, who is also a director of Secured 
Property Loans Ltd, should be subject-
ed to incorrect statements.    

The article also refers to a fraud con-
viction in the United States where I 
paid a $500 fine for an act committed 
in 1979 (39 years ago), which is not 
even a misdemeanour in Ireland and 
yet I am continually referred to as a 
“fraudster”, as if I committed a recent 
fraud in Ireland. 

I had submitted a document to a 
United States Federal Bank to obtain a 
mortgage on my personal house which 
the bank stated was technically not 
correct and to which I disagreed. In 
any event, I consented to committing 
the offence and paid a fine of $500 and 
later paid the mortgage in full 16 years 
before the expiration of the term of the 
mortgage. The Bank, Suffolk County 
Federal Savings and Loan, did not lose 
any money.   

I am now semi-retired, and I want 
to set the record straight. 

Ron Weisz

Predicted ten highest-selling orphan drugs in 2022 by worldwide sales

Predicted worldwide orphan drug sales and share 
of prescription drug market, 2012-2022

Source: EvaluatePharma * February 2017

Source: EvaluatePharma * February 2017 Cystic fibrosis sufferer Jillian McNulty protesting outside Leinster House in 2016 
for the funding of Orkambi: it is one of the drugs now reimbursed by the state 

Sam Boal/RollingNews.ie

Soliris was initially priced at €430,000: 
it is now funded for patients by the HSE

Ron Weisz: ‘I am an

Irish citizen in good 

standing, with no 

judgments against me’


