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been successfully treated with a new generation of disease
modifying drugs also known as "biologicals".

Gisela Kobelt
Thank you very much. Good afternoon.

(UzUwEwYTl Uawl Ul ECwl O0OOUUVUWUOWET wbOYDPUI E6 e OEEa w(
fascinating to do, led by professor Géransson from the Stockholm School of Economics, and

with the help of Professor Josef Smolen, who is one of the most distinguished
UTTUOEUOOOT PUUUWPOWSUUOXxT Gw(zO0wl OPOT wl@sio OEUU wO
the latest, most effective treatments, but let me start with some historical anecdotes, for those

of you ¢ | assume that most of you are not really working in or with rheumatoid arthritis

(RA) all the time.

(w0l POOWPUZUWET T OwoOi wOT 1T wOOUUwI EVEDPOEUDOT wUEDI O
treatments. [referring to slides]You certainly all know Auguste Renoir; if you look at the

middle picture, he had very, very severe rheumatoid arthritis. He got it at 54, and this was at

the end of the 19% century. He obviously got it in a time when there was literally nothing

that could be done. It was really just moving into being disabled. You can certainly spot the

difference in those two paintings, the one on the left being one of his last ones that is

T EOT DOT wbOwUT 1 w, UUB1 wEz. UUEabd w

Raoul Dufy: same story, but we start to see the scientific progress and if you look at one his
last paintings, in 1950, which was 15 years into the disease ¢ he was disabled, but much
better off because he got cortisone. The first treatment that actually did something for the
disease had come in and help was on its way.

You all remember Christiaan Barnard, the South African heart surgeon. He had to stop
surgery, because of rheumatoid arthritis. He went back into surgery because he got
methotrexate, the next step on the ladder of better treatment. | have yet to find a picture of a
celebrity using the current biologic treatment, but I will find one. I can tell you the story of a
friend who could hardly walk because of the disease; he got one of the biological treatments
and three months later, he put his motorbike on a boat to Finland from Southern Sweden,
crossed all of Finland on a motorbike and went to help counting eagles by putting rings on
I ETOI Uzwil1 08w

So, we have veered into a field where the scientific progress has just been incredible,
incredible. But obviously, it comes at a given cost and what we are talking about today is
how much of this progress there is, how can we afford it, and who should get these
treatments. So, the objective of the study that we have done was really to look into how
access to these new biological treatments is both in Europe and in other countries ¢+ but | do
focus on Europe here. Also, | focus on the three TNF inhibitors, because we ran the analysis
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over a time series, and the two most recent biologicals in this field only came onto the

OEUOI UwbhOw! YYt WEOQEW!I YYAOQwWwUOwWUITT azUl wOOUwWDOEOUE
determines access + what causes the differences in who gets the drugs, and how many

patients get the drugs?

In the study, we obviously also look at the medical aspects of the disease. We look at health
technology assessment. We look at cost effectiveness analysis to see whether these drugs are
cost effective to be used or not, and for whom. | will skip all that and really focus today on
the cost and the health burden of rheumatoid arthritis and on the use of biological drugs.
Bank and Harvard University have developed a concept which is called DALY, it means
Disability Adjusted Life Years. So this is year of lives that are kind of indexed or weighted
with an index that represents disability. And this was done in a way, with the objective to be
able to compare the burden of different diseases across the world. If [referring to slide]we
look at rheumatoid arthritis we can see that about 1% all DALYSs lost in the countries that we
have studied are due to RA. Considering that the highest prevalence is probably around 0.6-
0.7, this means that the disease has a very strong impact on morbidity but also about 1% on
mortality. The impact of the disease is stronger on the morbidity although rheumatoid
arthritis does have a higher mortality ¢ patients assume that rheumatoid arthritis has a
higher mortality risk than the normal population but it comes very late in the disease so
x1 Ox Ol woODY!l wpPUT wUT 1 wOOUEPEPUawWI OUWOEOaAaOwWOEOQawal

"1 EOUT wi ECOOOPUUUWxUT I T UwOT T w0l UOw?204 +82 wlOwW?#
(ZOwWOEYDPOUUOawEOODI OU (whdreOne lovkRat the sathé iBledsyuie Q<D Bfe x U O w

al EUUWEOGE WPl wEERNRUUOwWUT T OQwbBUT wlOT 1 (uefefitghd siide]Uz wO U w
Measured on an index between 0 and 1, where 1 means full health and 0 means death. And

if you look at the first column here, you can basically see that rheumatoid arthritis and

rheumatic diseases rank really at the bottom. Quality of life of people is severely diminished

Pa OUWEEQwWUI 1T wOOOawdUT 1 UwET UOOPEWEDPUI EUI UKOWE UU wi
PEOUWUT T wUl I 1T UI OET woOl wUIT | wy 8 k G0b asta GdnPaisonuBut) wU U UE O
PUzUwOOUWNUUUwWUT E0OwWPUZUwWUT 1T wxO0pOUwWUT ECWEUWUOT 1 wkE

What | have here on this axis is the measure of the functional capacity of RA patients. A

xEUDPI OUwbPUTl WEWUEOU]I WEWUEOUT wOl wydt wbUwEwWxEUDPI O
his or her hands, while here there is no or limited disability. And you can just see how on

this quality of life index ¢ and we have the mean here; you can see that as the disease

progresses, quality of life just plummets very, very severely. There are few diseases where

you see the curve going down like this: MS, multiple sclerosis, would have the same type of

EVUYI 6w OE whylhe Sam&fdding® Ndbodd would believe that the Swedes and

the French are the same people but people with rheumatoid arthritis they are, whether they

are Swedes or French. It is the same impact on quality of life.

We then try to look at the economic burden of the disease and there is very little data
available. For some reason, there seems to be very sketchy data on the cost of RA; only
pieces ¢ partial small samples, particular patient groups, particular treatments were
analyzed...but not very many studies that have a population sample and look at all costs. So
what have we done from the literature? We have taken all studies that we could identify
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with acceptable methodology, and we used whatever we could from those studies from any
given country and then imputed the costs to countries where there was no data by using
economic indicators like wage rates, purchasing power parity, and so forth.

These are not data that we have collected; this is an estimate, using data that are available
and imputing them to countries where there is no data, using the economic and health
environment of those countries. What do we get? We get an annual cost per patient with
rheumatoid arthritis in Europe of about 13,000-13,500 euros per year ¢ clearly very different
between Western Europe and Central and Eastern Europe, which you would expect. And
you can see that we have one big cost here, which is the indirect cost: productivity losses.
People with RA have to leave the workforce earlier than one would like to. If we compare
these 13,000 euros, what at first seems quite much is, in fact, quite little; if we compare them
with a study that | have also been involved in, in which we looked at the disorders of the
brain, you can see that with the 13,000 euros, we are at the higher end of diseases, of brain
disorders t exceeded only by, basically, stroke, multiple sclerosis and tumours. But when we
consider that patients with strokes and tumours do not have a very long life expectancy after
the event, while people with MS or people with RA live 20, 30 or 40 years, you can see that
we are talking about a very, very high cost to society.

(zYl WUEPEwWUT EQwUT 1T wOEUT I wEOUUwWPUwDPOwWUT 1T wbOEDUI
proportion of costs. We have estimated the cost in Europe to be about 45 billion euros, for a

little bit fewer than 3 million patients overall. So the big cost is here. How does this cost

arise? Just like quality of life, things gets worse as the disease gets worse, in other words, we

have the same development: as the functional capacity of the patient decreases, we have

costs increasing.

These [referring to slidesjare healthcare costs, the light blue. The white cost is help by the
family. This are things paid by nobody else than the family, not direct non-medical costs.
And then we have the indirect costs. And here is where it happens. As patients get in to the
middle of the disease, they have to leave the workforce. Early in the disease, they will have
to take sick leave, because they have inflammatory periods that simply make it impossible
for them to work. Here is where patients have to leave the workforce and you can see here
the proportion of indirect costs. In the later stages, it is lower. Why? Clearly, because the
disease progression is also correlated with age. So by the time most patients get into these
very, very severe stages of the disease, they are also over retirement age. They are over 60
for France, this is a French study, or 65 in normal countries [laughter from audienceporry, |
E O U O E gtz 30,ubdin does this come about?

Here is another way to look at exactly at the same problem. Here is, again, the French
UEOxOI 6w3i PUwPUwWUT T wOEUT 1 UOWUEOxOI wki zYl wi EEwUO!L
the details of this population sample. Again, grouped by advancing functional capacity ¢
and you can see the proportion of patients under 60, so here are actually people who are of
working age in France. Early in the disease, participation is about normal. In the age group
40-60, we should have about 70% of women and men in the workforce. But this is about the
norm for a group between 50-60 years of age, which is the patients in this sample. So, many
should work; we should have strong participation in jobs at this level. But we have hardly
10%. People with this disease will not be able to continue working. And this is an enormous
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people no longer produce, at an age where they should produce more than they consume.

When we are 80, we all consume more than we produce. At this age, we should produce

more than we consume, and these patients cannot participate at that level. Again, it happens

at this level here. [referring to slidesWe have to keep patients here; we have to keep them at

that level, where they can continue to work.

With this | go over simply to end the talk with differences in the update of the biological

drugs. The way we have done that, the only data that are available across the world are sales
EEVEwWOl wUOT T w(, 28w3T T awl EYI wOTl 1 PUwPUUUI UOwPT PET w(
all our estimates on prices from the manufacturer to the wholesale market and the public ¢

so this is not the price a patient would pay. This is simply because the manufacturer prices

in the IMS dataset are quite accurate, while the public prices had a lot of difficulties with

them. So, calculating the sales per 100,000 in each country, we could then obviously also use

prevalence to look at how many per 100,000 patients.

Before | do that, however, | would like to immediately take one step towards explaining the
differences. We have tried to calculate how well different countries could afford these drugs
with a type of affordability index. You will find the details in the booklet. What we have
done, we have used the health expenditure per capita adjusted to purchasing power parity
in each country by the average price (and when | say price | actually mean the annual cost of
treating one patient). So we have divided the health expenditure by this unweighted price
average. We have used an index where Germany was set to 100, such that a low number
means that you can afford it easily, whilst a high index means that you really have difficulty
to pay for those drugs. And | show you the difference that we find: we find, with Germany
being 100, that most of Western Europe is representing a rather good affordability for those
drugs; but clearly when we walk to Central and Eastern Europe, we have a difficulty to pay.
The US spends $6,000 per capita per year on healthcare. Romania, at this end, spends $600
per capita on healthcare. It is quite obvious that in a system with $600 per capita, you have
less ability to afford innovative drugs than a country with the means to spend $6,000. And it
shows up here that if we invert this curve and look at what share of RA patients are on
treatment, we obviously find exactly the opposite curve. We find most patients in the US,
then we have Western Europe, then we have Eastern and Central Europe with far more
difficulties paying for these treatments. Now this does not explain everything, because
although Western European countries really have a similar affordability + OT 1 az Ul wOOU0wUI
different ¢ we find differences in Western Europe in uptake as well.

So | go over to this now [referring to slides]what you can see here, is the sales series from

2000, first quarter of 2000 to the last quarter of 2006 and this is the sales of these three anti-

TNF drugs per 100,000 population, so this is not adjusted to eventual differences in

xUl YEOI OEl wbOwUT 1 wEPUI EUI 6w ( OwUT T w4a20wUI T Ul zUWE
Western Europe. Canada is very much similar to Western Europe and Eastern Europe is at

the very bottom.

If we look into the five large markets in Europe, here it is adjusted for prevalence because
the prevalence is higher in Northern Europe than it is in Southern Europe. We can see that
Pl zUl wEODOT wbl OOWPOWHUEDE] WESEwW2 xEDOWEOOXxEUI EwU
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UK, which is difficult to see, and Italy and Germany lagging behind. So although these

countries have theoretically about the same levels of affordability, we see enormous

differences in uptake. So there are other things at work here. If we look at the smaller

EurOx 1 EOQOWOEUOTI UUwpUOwUT PUWPUWEOOWUT 1T wUOEOOI Uw$ UU
that all small European countries are above the average. Meaning that countries like

Germany, Italy and the UK drag the average downwards. The highest are Norway and

Sweden; the Scandinavians are very generous with these drugs. They have also assessed the

cost effectiveness of these drugs very thoroughly and decided for which patient these drugs

are cost effective, and then they get used. So we can maybe see a bit of an effect there.

If we look at Central and Eastern Europe, the picture is scattered. The reason why they jump
Ux WEOEWEOPOwWPUWET EEUUI wWwEEUEWPUwWUOOI UPOI UwbOPUUDO
even put Europe and the US on this graph because they would kind of hit the ceiling.

So, to conclude, clearly affordability is one of the major factors in the uptake of expensive
biological drugs and particularly in Europe where we have single, global prices across
Europe to avoid parallel trade. It is difficult for lower income countries to afford those
drugs. But this does not explain everything. Prices will update influence; this is perfectly
normal and we can see that Germany has a relatively high price. Whereas the US has a
relatively low price, so we do have an influence of price. But there is no systematic influence;
the difference between Italy and Germany in uptake is very small. But in Europe, Italy has
almost the lowest price and Germany has the highest, so we cannot explain those
differences. So most of the variation remains unexplained, other than that every country has
put in place very stringent rules for which patient group can get access to those treatments:
how bad you have to be, how high the inflammation has to be, how many drugs you have to
have tried before you can get access to the very effective drugs.

(zOwOOUWUEaDOT wlOT ECwI YI UawxEUDI OU0wUT OUOGEwT 1 DWEET
for all patients, but there is a large group of 20%, 25-30% of patients that really should have

them. So these policies influence things as well. But as a true health economist, for me, the

most important thing is that if we want to change that picture, we have to treat early. We

have to avoid the costs going up as the disease progresses. We have to keep people in our

productive workforce and we have to avoid that their quality of life just plummets to the

basement. Early intervention is therefore the key. And that is what | wanted to say here

today.

[applause]

Stephen Pollard

(zZOwEIT O0D1 1 Uk éiwrdxd spdake) M&den de Wit. Maarten is Vice President of

$4+ 10wUIl xUI Ul OUDPOT wx1 OxOl wpPUT wUT 1 UOEUOPEWEUUI

PUUUI dw UwadUzOO0wUIl |l wbOwl PUWEDOT UExT aOuwi T wUxIi OE!
the patients and patients with rheumatoid arthritis and will set up a company which is

designed to help others to do the same job, which is of course a hugely necessary task. So

PDUI OUU0wWiI UU0OT 1 UWEEOOWOT UzUwi T EVwWUT T wxEUPI O0UZ wx|
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Maarten de Wit

Thank you very much for the introduction and also of course for the invitation to speak to

Aa0Ubw( wi EYT wET EOTTEwWUT 1 wUPUOT woOi wOawxUlI Ul OUEUDC
I1TEOUT AawEOGEwWPOUODPOT wOUWUUDPOOWE wUDPOI thhbthér ta@dOay » 6 w
study.

I was really impressed by the first speaker ¢ particularly by the outcomes and the research

that she has been doing. It seems this has been an issue that has been neglected for a long

UPOIl 6w OEwWOEAEI wEI EEUUI stiuinants tB Measlica it ®DKUEImOUId wUDT T C
like to compliment you on this outcome, with these studies and also with the booklet which

is very nice ¢ because you have published in an economic journal but you have also made a

OEa OE Oz Uw xt(hEdd Bhitnk D ODWWEOwI REOx Ol wUT EUwOOUT wul Ul
just to make their own outcomes more accessible to patient organizations. These data are

absolutely necessary to get a clear picture of the enormous size of the challenge we have to

face, which is: how to improve the lives of people affected by rheumatoid arthritis (RA) and

how to reduce the huge economic burden on society. And in a way, it sounds a little bit like

a paradox, because we have made, as Gisela also introduced to you, major scientific progress

in the last decade and we have seen a new generation of effective drugs entering the field of
rheumatology.

Let me just say a little bit about my personal background. After 30 years of suffering, | am
experiencing the great benefits of these new innovative developments. Before that, my life
dramatically changed when confronted with a disease, like psoriatic arthritis. This diagnosis
was only made after a period of 7 years of uncertainty and treatment with only pain-killers
and physiotherapy. At the time | saw my first rheumatologist, one of my knees was
irreversibly damaged and | had my first joint replacement. Ten years ago, as result of
continuous joint pain, long lasting stiffness, and a tremendous lack of energy, | had to say
farewell to my job and career prospects. In this sense, arthritis is a good case study, | think,
for showing the impact of a highly debilitating disease that forces people out of work into
early retirement. Until 5 years ago, when | regained a new perspective, starting to use these
new drugs made a difference equivalent to day and night. All the work | currently
undertake for EULAR, and also for my own association, would not have been possible
without these new so-called biologicals.

20wOl Uz Uwl OwEE E OwU O wOAelimpioe the dualigy 0f lifé offpédfleowith Ob wE E O
arthritis and prevent them from leaving the labour market and entering a situation of
stigmatisation and isolation? It seems the answer is quite easy to give now: Keep the period
between first symptoms until referral to a rheumatologist as short as possible. Promote early
diagnosis (Gisela also told us that this is the key), educate general practitioners on how to
recognize first symptoms of arthritis. Create a quick start of appropriate treatment, make use
of the new generation drugs, appoint a sufficient number of rheumatologists and educate
Ul T OwUOWET woOOUI wxUOEEUDYI w#O00zUwPEPUWUDOOWUT |
Educate employers; create good work places that provide appropriate ergonomics. And then
you will see that they are able to participate in society and, like everybody else, pay taxes;
they can live full and independent lives, and their quality of life will not be very different
from other healthy persons. So it seems very simple. In conclusion, if you want people to
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stay active and productive, the key is, early detection and a quick start of the appropriate
treatment.

Well, but why are we not doing this, you might ask? Is it really that simple? Why is there
today such an enormous gap between the best possible outcomes and reality? And why do
we still accept that there is still this huge economic burden for society?

50-60% of people with RA are unemployed within 10 years. | think this is also shown on one

AAO burden report on musculoskeletal diseases. You can find it in the Eurobarometeand

also in the report of the Bone and Joint Decadehich gave an overview of prevalence and

incidence of all musculoskeletal diseases in Europe. But there are barriers, and if you think

Ol wEOwWEOUPI Uw UOwW UT T wgUl UUPOOOwW ?pPl awEOGOzUw PIT w
DOx Ol OI OUI Ey~2 OwUT 1 Qestion i, ofl E0lrsd Hoécalisa théyard $o lexpedisive.

But the report from Gisela will also show that price is not the only determinant for the use of

these new therapies. There are other aspects that we have to take into account. First of all, |

conditions. Access to treatments is neither equally guaranteed within the individual

European member states, nor between them.

For people that do respond positively to the drugs, we should try harder to achieve equal
provision of these drugs all over Europe. It is our duty to make these drugs available to
those citizens who are eligible to receive these kinds of treatments. After many decades
without any progress at all in the field of rheumatology, it is legitimate to make an extra
effort to guarantee good access, to avoid having people ending up in a wheelchair ¢ which
was, only 10 years ago, a very realistic prospect for most people with rheumatoid arthritis.
So therefore we are extremely happy also with the current written declaration in the
European Parliament which is started by Edite Estrela. It includes a call to develop national
action plans to fight rheumatism. We support this declaration and, on behalf of EULAR, we
also want to offer our help in getting these action plans into place. At the moment we are
developing European standards of care for rheumatic diseases, and we will begin with
standards of care for rheumatoid arthritis. We believe that this can be a very helpful and
powerful tool for national member states to focus their arthritis healthcare policies.

There are other aspects: other than prices and the lack of national action plans, there are

UOEI UUEDPOUDPI UWEEOQUUwWUT I wOOOT whetherUtAeundbdidgsuate | 1 1 E U U ¢
Ux Ol OEOwDUwPUwUT E0wOT T awEUT wOOUWUUPUEEOI wi OUwI v
term side effects may be. This is something new research should give a clearer picture of. A
lot of rheumatologists are not used to starting immediately with new therapies of
therapies. In fact, they see patients going backwards. But we must realize that their

reluctance is not justified. Most joint deterioration occurs in the first two years of the disease

and therefore a quick start is really the appropriate treatment and this is the key to
preventing irreversible joint deformities. And then we have found out that these new drugs

are not effective for all patients with RA and other inflammatory diseases. So we need more

research into why some people do not respond to this new generation of drugs. We also

need to identify new targets and to promote innovative arthritis-specific studies of the
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disease + with self-management options and individually tailor-made therapies. Hopefully,
there will be cheaper options found in the future.

. WwEOUUUI OwbPUzUw OOU0w 600awEwW OEUUTI Uw Of w Ol EPEDPOI
establishing so-E EOOI Ew ? 1 E UGEBAQBPEWG TwUBGMIPAHWEE | wEw YT Uawi OOE
arthritis clinics are clinics set up by rheumatologists where general practitioners can send

people with first symptoms directly to a specialized rheumatology centre and they will be

seen, for example, within two weeks. Ergonomic adjustments in the workplace are often not

considered; rehabilitation programs and ¢ specifically in my country, the Netherlands, they

EUI wOOUWEOPEaAUWUUEET UUI UOOwWUxI EPI PEEOOGawE]I EEUUI
arthritis do have specific ergonomics needs that differ from those of other patients.

So, what could the European Union and its member states do, to increase the quality of life

of people with musculoskeletal diseasest EUwbP 1 WUEP WEOQUOwWO O wehédfthed | w& D UI
most debilitating of all chronic conditions? How can we enable people with arthritis to

remain in the labour market? One might think about following recommendations, providing

appropriate access to treatments ¢ for example, by promoting the establishment of national

strategies for improving the arthritis healthcare provision as stated also in the written

EIl EOEUEUDPOOwWUT EOZUwWwOOPWET I OUI w/ EUOPEOI OUB w31 PUw
standards of care for rheumatic diseases in which early diagnosis, a fast start of therapy and

an expansion of the number of rheumatologists as well as orthopaedic surgeons will be

prominent targets. Promote innovative research for new, effective treatments ¢+ not only for

RA, but also for other rheumatic conditions like osteoarthritis.

management programs. We should also think about more flexibility in work contracts than
we have now. People with chronic diseases, as you know, their energy levels, but also their
limitations ¢ they need to be able to influence their own working conditions, and by creating
more flexibility in working contracts, they can achieve this. Think about tailored working, e-
working, etc. And then of course, establish networks of support groups and self-help
groups. In a lot of countries, organizations are taking over this role; they support and start
their own rehabilitation program for their members. And last, abandon stigmatisation and
discrimination by new legislation. And that has also to do, of course, with raising awareness
of the whole problem that we are facing. In conclusion, and with these recommendations, |
hope to have shown you that many rheumatic diseases like RA are nowadays avoidable
causes of disability and early retirement. | can work again full time and | enjoy life within
certain limitations. | also wish that people with rheumatic diseases could experience the
same benefits.

Thank you for your attention.

[applause]
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Q&A

Stephen Pollard

3T EOOwadlwyYi VawdbUET wi OUwWUT E0Ow, EEUUIT 66 w( zOwUuUUUI u
thoughts and so on. This is where | get to pretend to be Jerry Springer and walk around with

a microphone.

/I TUTExUOwWDI wxi OxOl wi EYTI wgUl UUPOOWEOEWEOOOI OUUOu
OYl UWEOGEwWPi waOUwWEEOwWNUUUwUEawpPT OwaOUwEUI weOEwbP
ITTOxI UOOwWwx Ol EUI w20wpkT Oz EwOPOI wUOOWOPEOwWOI Iy

Question

secretary-general of European Federation of Nurses (EFN), representing more or less 2

million nurses in Brussels. First of all to the organizers: In fact, | was thinking that my

secretary gave me the wrong docUOI OUUwi OUwWUT T woOi 1 UPOT 6w ( wUI EEw
xOx UOEUPOO?26w(zO0OwoOPUUOI WEPDUWEOOI UUI EwPOwUT DUWE(
shame that you classed it within an ageing population. In my environment, | have very

young colleagues who have arthritis and they are totally out of possibilities, because we

UT POOwWUT E0wPUOwhPUwOOOa wi OUWOOET Uwxl OxOl dw2O0w( whE
Ul PUwUUDPT OEWEOUI EEawbOwUT PUWEOOI T UT OET OwlT 1T OQuw( z¢

The other thing that | would like to say is, | feel a little puzzled with, and | can understand

PT 1T Ul wadUzUl wedODPOT wi UOOOWEUU WP wadUwUl EOCawWPEO!
t ECEw(zO0woOOO0POT wi OUPEUEWUOwWGE' . wdQaugd B hOw ET EEU
Parliament and you go to the Commission and you see all these civil servants from all the

#&Uwl OPOT wEEEOwWI! 001 wbbPUT wOEUDPOOEOQwWxOEOUOwW( wUT BC
POOCEI UPOT whi wiUT E0wPUwWUT T wUT EOwUOOO0A that BGtw OE Ol w
Ol YI UUTT Ol UUOwWPi we' . WUUEET 1 EUWPOWUEODOT wi 1 EOUT wl
your speech, both of you, is the move from diagnosis and treatment to the concept of

continuity of care. You highlighted a little bit at one point that families take over some care,

but what about access to care? Why are families taking over? Why are not only the patients

staying at home but also family members staying at home? Because there is no other choice.
20wbUzZUwWEEOUUWEEET DaAERPOOQR® uueEW Eiw (Wi BBEG zuludEd T 1T w
want the same model in Europe as the US model, which is advertising and selling. This

EUDPOT Uwll wOOwWUT T wOEUUwW@UT UUPOOGo wbT PET WEOOXxEODI U
clue and I want to know.

Gisela Kobelt

3TEUzZUwWUOT T wi EVAWXEUUWUOWEOUPT UBw3T 1T wi PUUUWEUUT wl
launch in the mid 90s, it was Immunex which then got purchased by Amgen, but in Europe,
PUzUwxUO0wOOwUIT T wOEUOT UwE a w6 ad calleddRerBidade Guhibhlisul E Y1 wi(
marketed in Europe by Schering-Plough. The originator of the drug is a biotech company in

Uil wda2 wEEOOI Ew"1 OUOGEOUOwWPT PET wbUwWUUT Ewi OUWUEOIT U/
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license by Schering-Plough. The third one, Humira (or Adalimumab) is from Abbott, who
markets it worldwide.

The drugs not involved here are not TNF inhibitors and they are, say, the next step.

Currently, those two drugs, one is Rituximab or MabThera, which is from Roche, which is

basically a drug which has been used in oncology, NHL and lymphomas and it has moved

UUEEIT UUI U00awhbOUOwWUT PUWEUI OEWEUUwWPT WwEOOz Uwi EYIT wl
one to be approved is from Bristol-Myers.

I think most of your first part of the question is probably most addressed to the organizers. |

have to admit that that most people get it (RA) around the age of 45, which | consider

aoUOT 6wsOUwWl OUWPUwI EUODPT UB w8 OUwWT EYI wOEOGawl 1 UUDPOI
average isaround 45sothatT DPOUwx1 Ox Ol wi UOOwhOwUT I PUwPOUOI OUEI
Ul OUOEwUUEawEPEaAawi UOOwWwUEaADOT wUl PUwPUWEWOEEDI UwE
EPUExx]I EUBwW( ODWEOT UOzUBw( UwbUwadUOT wxi 6x 01 OwbUwb L
EUwUUET Qw(wi UOOAwWETUI TAw(WEEQwWIT BDYl wadOUwEOwI RE
determinants of access that we will ¢+ this report is the first step. The easy parts to analyze

are clearly the economic parameters; you can analyze determinants of access using economic

parameters. The direct impact of the access to care is much more difficult to analyze in all

those many, many countries that we have in the report. But it is clear that is has, for instance

in France, where there is very good access, we have one rheumatologist for 150 patients, or
about 1 per 30,000+ Kk OYYYwx Ox UOEUDOOS8 w( Ow&l UOEOa Owbh Uz Uwhiw x
are far fewer rheumatologists in Germany t+ which explains part of the problem of the

diagnosis.

To your last point, ITUT DPOOwWUT | wi EOPOaAaOwWUTI EUZUWEOOUT T Uwx OBPOU)
agenda for more analysis. Why does the family have to take over? | can give you an example
of a study we have run on multiple sclerosis with data from 10 Western European countries,
you can spot differences. It was a cross section study, so you cannot look for causalities, you
cannot pretend that something is like this because something has happened in the past. You
can only observe what there is. But what | would say is, for instance, the Swedish and Swiss
systems provide much more help to handicapped people than the other countries in our
UEOx Ol w( ODWEEDOZ UWET wE OwE E E W iméhy stay InEhe wdbkforc® w b1 1 O w
Ei Ul UwhYwal EUUwOl wUOIT T wEPUI EUIl OwbPUzUwOOUI wbOuw 2
EOUOUUPT UBw2O0wUT T Ul ZUWEwWUT OEUDPOOUT bxwbl PET wlil 1 EUL

Maarten de Wit

61 OOOWUOWEOOTI WwEEEOQwWUOwWUT T wUPUO! Ow( wi EEwWECwWI PUUU
ECQEwl O0x00aO0l OUWEOEWUUEaAaDPOT wEUwWPOUOBwWw200w( wbOUI C
between, who are in a working age, and looking at rheumatic diseases, there are a lot of

x1 OxOl OwPOwUT T WET T woOil wl! kWEOEwWt KOwUT EVWEUI wET I 1 E
EOOzOwoOPOl wOT T wUUTTT UUDPOOWUT EVwW1l wOUwWUT 1 UOEUDPE wWE
There are more things that | have not spoken about and you are quite right about. If we are

talking about access to care, | think we should also mention the benefits of working with
multi-disciplinary teams. These are now starting in hospitals. But also on the first line of
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care, we see there is a growing role of nurses, whether they work with general practitioners

or whether they work independently, there is a growing role in the care for people with RA

i OUwpPT E0wPl WEOUOWEEOOWUT T w?O0DT T U OUUT wxUubdi 1 UUDO
EOQEw( z OwY Il U aha®ifgybuddpidion aboutBh® durthert 8 OUWUEDPE O w? ( wEOOz
whether the national action plans are the most appropriate means to get the health system

ETEOT POT » A6w OEwPl WEUI wOOOODPOT wi OUwbPEaAaUdw( w0T PO
the UK for example, my impression is that they have now a very good strategic plan to fight

rheumatism, accepted by the government. | think this is quite unique, this happened, if | am

PT OOwb Ol OUOT EOwPUwl Exx1 Ol EwOEUU wa Ivermh@nushyuldA 6 w OE u
announce a national strategy to fight against rheumatism and come with concrete action. So

I would like to see this happen in more countries.

Stephen Pollard

(T w(WEEQwWRNUUOwWI RxOEPOwWUT T wUPUOT owbi wadUwl EYI WEw
I EEWEwWxUOT UEOQWEEOOT Ew?' 1 EOUT AawET T BDOT Ows UUOxIT z Uwk
xEUOwWOl wOUUwxUOT UEOOWPUWPUWEWUUEUPESwW OEwUl PUw!
ET1 DOT wxOxUOEUPOOB W ( wObOOPWI UOOwPI OGLUHPEUQUW EDL
UUT T 1T Ul Ewl UOOWEWOPOEWI OUOwWOI wEUUT UPUPUWUDPOET w( w
for elderly people.

Gisela Kobelt

I think there is a drug on the way of being launched, hyaluronic acid, which is

molecule that, | must say, was originally developed for racing horses (for helping the joints

of racing horses). And it has only been launched in Europe, whether there were other

treatments before... [inaudible]8 8 8 UT 1 Ul zUwx UOEEEOCa wOOUwWOUET wEEUE L
Ul EOOawlUl EwPOwl OwbUzUwlUUI EwbOwOUUI OEUUT UDPUDUSB

Question

I am David Magnusson from the Swedish Rheumatism association. | agree with you that it is

more in the osteoarthritis, and | know that we are working on it in Sweden and that some

are for it (and some are against it). There is some research going on. There are similar kinds

Of WEEUI UwbOwi OUEOUI EOPOI OWEOQEwWUT T awl EYI Oz UwET Ul
Ul Ul EUET OwbT PET wUEOI UwUOO! wiUPOT wUOUPOwWaOUwi EYI wl
EEOQOWEOOXEUI wxEUDI O0wi UOUxUwi EYDOT wlOT 1T wOUI EVUDI OUL
get exact results, and that takes some years.

I think that your comment UT EQwUT | wi EOPOawbUwbOx OUUEOUOWEUU w,
He pointed out that today there exists a new treatment, of biologics. And why wait using

them? Because they have solved some of the family problem ¢+ ( z Y1 wUIT 1 Qw2 bl EPUT w:
being very affected by this rheumatic arthritis and seen them after 1 or 2 injections; they are

like a new man. On the patients on whom it works, you have to have an infection which is

EEUDYI OwUOwOOUwWI YT Ua OO0l whbUwi Tl Oxl EwEawbUGdow2 Qwbli u
UTEVUBw6T WEEQwWT 1 UwUI 1 OWEEEOwWwUOwWwbPOUOSwWw20wbi waodu
POUI Ul UUDOT wUOT E0w&PUI OEwi EEWOOUPE]T EwPOwi T UwUI U
effective, this is not a burden, this is an investment. Because if we were like a machine in a

factory, every factory would use this drug as it would see that this machine is now
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producing, not standing there and gaining dust and not producing. So I think we have to see
people more like an investment and not always seeing the burden and the cost. Because they
are really an investment in the future.

Question

3T EOOwWwadlOow( zO0Ow1O0Ew OEIT UUOOwWi UOOWUTT wsUUOXxIT EQuwI
to see so much data being presented. But | feel sometimes, it leaves me with more guestions

than answers ¢ which is what you might expect from some of the global data that you have.

I would have thought in your presentation that you might have given us an estimate of the

relationship between the expenditure on drugs and the benefits in terms of reduced costs of

lost productivity and employment. But when | look at table 5 with data from Sweden, | see

PDOUI UT UUPOT 8 w( Uz UwE wbcE My quéstion 13, whcdli3es WHatkddd® w D O w % U
data do we have on the relationship between the use of these drugs and total indirect cost? If

indeed, indirect costs are a good measure of lost productivity and employment. Because |

EOOz OwUI EOOa wiot®iddiractcdss. U wi O1

I think though, it is very important to acknowledge that the proportion of costs ¢ or even the
absolute costs ¢ in the different European countries are very different for different items, and
adUzYl wi BT T ODPT 1T Ul Etswdddirugsuii differerit ¢dlin@®ies] | tnOwe Ead Blso
highlight the difference in indirect costs in different countries and ask why that may be the
case.

(wWbPOOWEOOEOUEI wEaAawUEaDOl wUIl EVwPI zYI WEOOI wgUbU
retention in employment of people with chronic health problems and reintegration to

employment for people with chronic health problems. And what you see are vast differences

between the member states in the amount of energy that they put into reintegration. | think

the two messages are very much like those of the last speaker: first of all, whatever can be

said about treatment, attitudes to retention of employment of people when they get chronic

illnesses are in the dark ages, they are overwhelmingly negative. They are full of low

expectations on the part of employers and also people who get the condition, and also of

many professional workers. So these positive actions that need to be taken, to respond to the

diagnosis, to respond to the illness, are not being taken. People are not given the
OxxOUUUOGPUPTI UwUOWUUVUEAWEUwWwPOUOB wW3T 1 azUl wiEl DOT wl f
long exclusion from employment. Secondly, when actions are being taken t reference was

just made to multidisciplinary teams ¢ they do need to be coordinated in relation to

employment. Bringing together people from the health and rehabilitation arena with

1 Ox00al0l OUwi UPEEOETI wEOEwWI OxO00al UUOwPT EVwPI wi O
work at all well, because the bridges between work place and life outside work are very

weak.

Gisela Kobelt

(WEPEOzUwUI EOCOAaWPEOUWUOWEOUT wadUwUIlI ET OPEEOOQa wbE
EOQUUI EUGw6T wi EYT wUTT Owil UUPOEUI Ewi OUWEOOWEOUOUUE
mentioned them. Buti PUUUw( wUT POOwadlUwx OPOUWPEUWEOUOWEOUL
UOT PUWET I OUl yw( wEPEwOawi PUUUwWUUUEaAawOOwWw1l wbBdws NI
every presentation on every congress, talking about productivity losses that are the driver
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and that we should work. But it was the beginning and I think it was probably this aspect, of

this being a disease of rather over 50s and 60s so we have no chance to do something about

PUbw OEwPl WEPEOz U w4OUPOwWUT | wE b hiydhiaee Bdpeenet | wOD U]
Ol EPEEOOCAOWEOCEW( zOwOOUWEwWxT AaUPEPEOOWUOwW( wEOGOZz Uw
actually witnessed in the last five years is rejuvenation of cortisone and methotrexate, which,

through developing the biologicals, in the clinical trials, have almost been redeveloped as

drugs for RA. They work extremely well when given to the right patient, either in

combination or not. And all of this has changed today. 15 years ago, telling a patient they

lTEEwl whEUWODOI wE wBHUBDEWLY w0 ID@E Iwduwaul 7 WoEw 00 wUOE
PPUI WEPDUEEPOPUawWi OUwOEOaOQwOEOawal EUVUWUOWEOOT 6 w3
actually a way to avoid those disabilities. We get patients into remission, into complete
remission. So thatz Uwpb T EOwl EVUWET EOT T ESw- OPOWUUEE]T O00alOwbil w
Eii T EQwxUOEUEUDPYPUAWOOUUI UG w2 OwbUwOEawli BRxOEDPOwbI
the past, being at the European or at the member state level. This is my theory; | have no
EOQOUOUUVaAwWI OUWEWOUOET UwoOi wUl EUOOUBwW. Ol wUl EUOOwH U W
France has a retirement age of 60. In Germany, indirect costs are higher with a retirement

age of 67, basically many more potential work years that you lose if you have to go out of

UT 1T whphOUOI OUET WEUWKKk3w2OwUT EVUzZUwWOOT woOi wOT T weEDT wE
level which also makes a difference, because indirect productivity losses are based on the

national average wage rate in general. So those are the two things.

8OUWUEOOI EWEEOUUwWPT T UTT Uwbl WEEQwWOI EVUUUT wOT T wl i1
f UOOWEODPOT wUOBw! 1 EEVUUI Owbi wadUw are Qructuiet ByOw UT E Uz
progression and disease severity, because we have to see patients not developing the severe

disability in order to be able to measure that they stay in the workforce. That takes years, it

takes some time and | think with the registriesti EQJwpbl z Ul wWOUUEUUDOT wUOOWEODEC
say today, the sick leave and early disease, get dramatically reduced, so patients on these

short terms, 3-4 weeks, they have to leave the workforce for inflammatory bouts, they are

very much reduced. They however will not offset the cost of those drugs, clearly.

When | did my first study with the Swedish registry to see what happens with patients who

get those drugs, those were the very first patients. They did tremendously well. | have not (I

work across all diseases, so RA is only one of the areas of my work), | have never, ever seen
EwGUEOPUA WO woOPi T wbOxUOYI Ol O0UwOi wOl ECwOET OPUUET 1
of 0.3onaUEEOI wEI UPT 1 OwYwUOwhOwpkT PET wbUwl UT @ w8 OUWE
EOQOUOEOzUwUT OPwEWEDI i1 UI OEl wbOwUT T wxUOEUEUDYDPUAU
Second, those patients who got those drugs were the very, very severe cases with 20 years of

the disease, who had been on invalidity pensions 10 years. They were 55, 57 and 62 years

OOEBw- OEOCEAwWPEOU]I EwUI 1 OWEEEOWPOWUT 1 whOUOWOEUOI U«
from going back; they could have. But there was no job. Because in all those years they had

been out of the job; the work place had changed; their qualifications were no longer

adequate; they had the wrong qualifications; they had not been able to keep up with the

EIl YI OOxO1 OUUwPOwWUT T weUl EVUwWOT wOT T BDUwWI Bx1 UUDPUI 6 w3l
getting out of the workforce. That is where we have the effect. To measure the data for this,

Pl wli EYI wOOwi EYl whhYywal EUUOwWUOwUT |1 whPUBw( wUTl DOOwDI
moving in the right direction.
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Stephen Pollard
Maarten, do you want a final word?

Maarten de Wit

To your last remark, also about the way that the workplace is quite isolated from the

healthcare system, ( wUT POOwWUT EUz UwU OOl U1 DOT wUT EVwkI wgOUOwU
support also the suggestiont ( WE OOz OwOOOP whi wa OU witEhdticlinicighs | UDI1 OE
from hospitals, caregivers, health insurance consultants work in a more multi-disciplinary

way, to create good conditions around the working place. | am not aware of rheumatologists

going into companies just to look at the working place of his or her patients. But probably, if

you take expertise within ergonomics, physiotherapists, just to look what is needed in this

situation to stay at work. | think we should do some experiments around this. | know there

are some, but they are rarely done and introduced more broadly.

Stephen Pollard
Thank you very much for coming.

(ZEwOPOI wOOwWUT EOOwWOUUwWUPOWUXxT EOTl UUwi OUWEOODOT wodY
UOWOEOQAawWEDI i1 UI OUwUT EET UwoOil wopPT T OwdOOwUT T wbUUUI
about it AOEw( Zz EWEOUOWOPOI wUOOwWUT EOOwW1L1OET T wi OUwWUT T PUWE
Ol 1 UPOT wUOOWUEOT wxOEET OwUOwWUT EOOwadUwYl UawOUET wl
CNE health event. Thank you for coming and thank you to our speakers again.

[applause]

[end]
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