\lolume 4 (2014) // Issue 2 // e-ISSN 2224-3453

European Association of
NeuroOncology Magazine

Neurology - Neurosurgery - Medical Oncology - Radiotherapy - Paediatric Neuro-
oncology - Neuropathology - Neuroradiology - Neuroimaging - Nursing - Patient Issues

Patient Issues: Banned!
Oliver K

European Assaociation of
NeuroOncology Magazine 2014, 4 (2)
85-686

11" MEETING

’!r],

: Octoben, ) *12 i

‘ - - g /. s

%o~. .~ . Homepage .
- ;. Ty f, ,* < »
- -*j_' . i f’- s — L ] , 3
| =~ ~www.kupat/+ b
| . journals/eano/index.html |
= ; ~— - .

-_ 8 / .-,'

..-ri

F Onllne Database Featuring =
"+~ Buthor, Key Word and ~
«"  ° “Full-Text Search -

- " . ’ - » -
4 e - -~
™ # a2 - E
“ T BT ' “Member of the

- ] - - J: et —

P - iy .8 % ' ; -
THE EUROPEAN ASSOCIATION OF " s o » . .
NEurOONCOLOGY “» P Indexed in EMBASE

- w ot # -

Krause & Pachemnegg GmbH - VERIAG ftir MEDIZIN und WIRTSCHAFT - A-3003 Gablitz, Austria


http://www.kup.at/cgi-bin/redirect.pl?url=http://www.kup.at/journals/eano/index.html

IMTERMATIOMAL
BRAIN TUMOUR
ALLIANCE

Banned!

Kathy Oliver

Overzealous, overprotective, and anachronistic legislation
forbids patient advocates access to information and network-
ing at one of the world’s major cancer conferences.

Cancer patient advocacy — including important work by ad-
vocates in the brain tumour community — is now a well-
established, respected movement in Europe.

After years of dedicated, determined work, patient advocates
are finally becoming accepted as equal stakeholders in the
multidisciplinary cancer setting. In the brain tumour world,
this is vital as there is so much which needs to be done to serve
our patients well during their journeys.

Patient advocates participate as advisors to pan-European aca-
demic institutions and global pharmaceutical companies. They
are members of important committees at august medical soci-
eties. They contribute wise insights to regulatory, pricing, and
approval bodies.

Patient advocates share the plenary podium at international
conferences with the best clinicians and researchers in the
world and deliver high-quality presentations to auditoriums
packed with medical professionals, journalists, key opinion
leaders, and politicians. They often work exhausting hours,
travel tirelessly from country to country raising awareness of
cancer, master complex scientific theories, lend their expertise
in various fora, and frequently do all of this on a purely vol-
untary basis.

Importantly, patient advocates also serve as delegates at many
medical conferences. In busy exhibition halls, they meet with
the pharmaceutical industry to discuss the latest promising
cancer therapies and to learn what is in the companies’ pipe-
lines that might be relevant to their disease-specific popula-
tions.

One of the crucial aspects of medical congresses is the free
flow of information between patient representatives and the
pharmaceutical industry.

Patient Advocates Refused Entry

But one autumn day in September 2013, patient advocates
found themselves relegated to the outside of the barriers that
wound their way around the vast exhibition hall at the Euro-
pean Cancer Congress (ECC) in Amsterdam, forbidden to en-
ter this area and stymied in their efforts to access information
hitherto always available to them at these types of events'.

"The European Cancer Congress (ECC) is organised by the European CanCer Organi-
sation (ECCO), European Society for Medical Oncology (ESMO), and European Society
for Radiotherapy and Oncology (ESTRO) in partnership with the European Society

of Surgical Oncology (ESSQ), European Association for Cancer Research (EACR),
European Oncology Nursing Society (EONS), and the European Society for Paediatric
Oncology (SIOPE). See http://www.ecco-org.eu/

Cancer patient advocates mounted a dramatic but dignified protest at the ECC and
signed a petition stating their strong objections to anachronistic and unnecessary reg-
ulation. Photo courtesy of Jan Geissler, ECCO Patient Advisory Committee.

There was suddenly — after years of unfettered access to con-
ference exhibition halls — no chance to interact personally
with companies, no on-the-spot exposure to new pharmaceuti-
cal information about promising therapies. It was a real blow,
a retrograde step back to the days when the patient communi-
ty was seen, but never heard.

Why the Discrimination?

Article 86 of the 2001 EU Directive 2001/83/EC prohibits ad-
vertising and promotion of prescription-only drugs to the gen-
eral public. The article requires that promotion of drugs must
only be to those who are qualified to prescribe and supply me-
dicinal products [1].

The Dutch Medicines Act (DMA) incorporates this Direc-
tive within its country’s law and the Dutch Healthcare Inspec-
torate — which is responsible for overseeing compliance with
the DMA - recently extended the enforcement of the DMA
to international medical congresses. However, for some rea-
son neither Dutch conference venues nor conference organis-
ers were made aware of this fact[2].

Once the European CanCer Organisation (who were running
the ECC) heard about the legislation, they were stuck between
arock and a hard place. With their congress occurring in Sep-
tember (some few months after hearing the news) there was
not enough time for industry to change their booth set-ups to
accommodate different types of visitors (for example setting
aside a private part of the booth for prescribers only). Nor was
there sufficient time to redesign the whole exhibition layout.

The only feasible solution, the organisers felt, was to badge

participants as either “prescribers” or “non-prescribers” which
is what happened.
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Patient Issues

Other Professionals Left Out

Not only patient advocates but also non-accredited journalists,
professional medical society staff, and others were also banned
from the exhibition hall because they were non-prescribers.

What is more, a major exhibition such as the European Can-
cer Congress includes not only pharmaceutical companies
but the booths of medical publishers, professional societies,
pre-clinical and research groups, nursing organisations and a
range of other non-pharma stakeholders. Access to these dis-
plays — because they were in the exhibition hall — was also
banned to non-prescribers.

As Jan Geissler, one of Europe’s leading cancer patient ad-
vocates said: “Exhibitions like these have been a key meet-
ing point for all stakeholders for many years, across many
countries. Patient advocates attend in their capacity as ex-
perts; most of them are members of government committees,
regulatory authorities, research groups, and healthcare advi-
sory boards. They are not just participants informing them-
selves about drugs, but they provide a platform for discussing
all kinds of services for their constituents. Patient advocates
must be entitled to access all information as equal stakehold-
ers in healthcare.”

Patient Advocates Are the Crucial Link

Patient advocates occupy a privileged position. They are the vi-
tal conduits between patients in the general public and drug de-
velopers and other parties. Congresses like the ECC are not at-
tended by members of the general public but rather by groups
of professionals — be they medical experts, allied healthcare
workers, researchers, or indeed patient advocates. All of these
groups need the information available from the exhibition hall.

Davi Kaur, Head of Congress Unit at the European CanCer
Organisation in Brussels who helped organise the European
Cancer Congress in Amsterdam, points out: “Our philosophy
for the congress has always been that it is open to profession-
als only who have an interest in cancer. It is a closed and reg-
ulated environment, which ensures that there is always a fair
exchange of dialogue between all stakeholders ... [so] to im-
pose restrictions in a closed environment makes no sense” [3].

Advocates Protest

Patient advocates are neither shy nor retiring, nor ever at a loss
for making a strong point.

So in response to the ban at Amsterdam, cancer patient ad-
vocates mounted a dramatic but dignified protest at the ECC
and signed a petition stating their strong objections to what
was seen as anachronistic, outdated, insulting, and unneces-
sary regulation.

Imposing EU Directive 2001/83/EC in the manner seen in Am-
sterdam is a dangerously retrograde step which stifles commu-
nication and flings professional advocates back to a time when
patients were only considered subjects of care, rather than ac-
tive and well-informed partners in their own disease journeys.
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Ironically, some of the information which would have been
available to patient advocates in the exhibition hall at the ECC
was already freely available on the internet.

Future Worries

What happened in Amsterdam may only be the beginning of
this very worrying trend in discrimination within the closed
environment of medical conferences.

Organisers of major international medical congresses in Eu-
rope are at this very moment reviewing their plans for future
events and will undoubtedly become far more selective in their
choice of country and venue.

As Davi Kaur says: “This would mean that local and national
doctors, nurses, and researchers would miss out on the oppor-
tunity to be educated by high-level global experts at low cost.”
Additionally, she notes: “The economic value in bringing a
congress to a city and country is high” [3].

As for patient advocates?

Never a group of campaigners to tolerate inequity, they are
fervently urging all stakeholders in the cancer journey to im-
press upon their governments their objections to the unaccept-
able face of discrimination and exclusion which existed at the
ECC.

There is also the fear that being banned from exhibition halls
at scientific conferences today could result in far-reaching
consequences tomorrow. We may find that further legislation
building on that which exists already will see patient advo-
cates forbidden to contribute to medical journals, denied ac-
cess to crucial information on the internet, banned from aca-
demic and industry advisory boards, and barred from a range
of other important activities, all of which they do altruistically.

Shunting patient advocates off to a peripheral corridor and
shutting the exhibition doors against them denies access to a
crucial stakeholder.

After all — whether patients, patient advocates, medical profes-
sionals, or industry, we are all waging the same battle against
cancer. We must do this together, not apart.
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