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VotingDevices
Session 16 and 20Room B 9.00am to 10.30am AND 11.00am to 12.30pm

15 May 2010

ÁPlease leave your voting 

devices with volunteers at 

the door every time you 

leave the room!



PlayDecide session: Is there an upper limit on the cost 
society is willing to pay for a single patient? 

The case of orphan drugs

Session 16 and 20Room B 9.00am to 10.30am AND 11.00am to 12.30pm
15 May 2010

Chair:
ÁMr François Houÿez, Health Policy Director, Eurordis

άtƭŀȅ5ŜŎƛŘŜǊǎέΥ

ÁMr Andrea Bandelli, European Network of Science Museums Ecsite

ÁMr Michael Creek, European Network of Science Museums Ecsite

ÁMrs Marta Fikus-Krynska, Kopernicus Science Centre, Poland

ÁYou!



Next sessions
Coffeebreak 10.30 to 11.0 am                      Sponsored by 

Conference Sessions from 11.00 to 12.30 pm

Session 17: CrossBorder Activities of Centres of Expertise Room A

Session 19: PlayDecideSession - Pre-implementation Genetic Diagnosis. 

(interactive sessionwith voting devices). 

Voting devices are sponsored by 

Room C(English 

and Polish)

Session 20: PlayDecideSession - Is there anupper  limit on the cost 

society is willing to pay for a single patient? The case of orphan drugs. 

(interactive sessionwith voting devices)

Voting devices are sponsored by 

Room B (English)

ά¦ƴŘŜǊƎǊƻǳƴŘƭǳƴŎƘέ  мнΦол ǘƻ мΦол ǇƳ     {Ǉƻƴǎored by Level-1 



POLKA
tŀǘƛŜƴǘǎΩ /ƻƴǎŜƴǎǳǎ ƻƴ tǊŜŦŜǊǊŜŘ tƻƭƛŎȅ 

Sceneriifor Rare Diseases
Lƴ ƭƛƴŜ ǿƛǘƘ 9ǳǊƻǊŘƛǎΩ Ƴƛǎǎƛƻƴ ǘƻ ŜƳǇƻǿŜǊ ǇŀǘƛŜƴǘ ǊŜǇǊŜǎŜƴǘŀǘƛǾŜǎ ǘƻ 
advocate on issues that affect them.   

ÁPATIENTSςshould be directly consulted on policies 
that affect them

ÁCONSENSUSςcreated a united voice adds weight to 
our opinions

ÁPREFERRED SCENERII ςwe should all have strong 
opinions, but in the real world we must sometimes 
compromise
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Workpackage 3 leader (evaluation) : Shane Lynam, HealthInformation Project Co
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ordinator, Eurordis
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Á Andrea Bandelli ςandrea@bandelli.com

Freelance Science Communicator, Exec. Manager of FUND

ÁMarta Fikus ςmarta.fikus@kopernik.org.pl
Project Coordinator of the Programme Dept.
Copernicus Science Centre Warsaw

ÁMichael Creek ςmcreek@ecsite.eu 

ECSITE Projects Coordinator

ÁFrançois Houÿez- francois.houyez@eurordis.org

Health Policy Director, EURORDIS ςPOLKA project manager



Principles of PlayDecide

ÁPolicy makers understand the need to involve 
society so that decisions on science and technology 
reflect public needs and concerns

ÁBut how can society become more effectively 
involved in decision-making beyond giving our views 
in polls or surveys?

ÁPlay Decide

ÁEmpower patients

ÁCollect opinions



www.playdecide.eu

Today:
Á Is there an upper  limit on the cost society is willing to pay for 

a single patient? The case of orphan drugs. 

Tomorrow:

Á Cross Border Health Care

Á Neonatal Screening

Á Pre-implantation Genetic Diagnosis

Á Stem Cells

Á Diagnosis , Information to the patient,  Genetic counselling

Á All downloadable on www.playdecide.euin 22 languages

http://www.playdecide.eu/


PlayDecide

Get more information 

ÁIn your delegate bags

ÁAt the Play Decide stand

ÁOn the website www.playdecide.eu

ÁFrom Eurordis 

http://www.playdecide.eu/


This session

ÁThis interactive session is somewhat 
unconventional but fitting to present an 
interactive tool

ÁAllows for discussion with audience

ÁCollection of opinion through voting devices



How to Play

¢ƘǊŜŜ ǇƘŀǎŜǎΧ Ǉƭǳǎ ƻƴŜ

1. Gather information

2. Discuss

3. Vote

4. Upload results



Gathering Information

Placemat

Story cards
Info cards

Issue cards



Discuss

Yellow cards

White cards

Challenge cards

Cluster cards



Vote

Or propose your own policiesé



Upload
Á Create a Polka account.

Á Announce your upcoming 
event.

Á Download and prepare 
games.

Á Play Decide!

Á Go back to the event 
created.

Á Add results.

Á Get an event report.

Á See overall results in your 
country and beyond.



How to vote today

ÁProgrammed voting devices

ÁPractice questions



Question 1

Are youa 
morning

or a 

night 

person?

1 ςmorning

2 ςnight

3 ςneither

4 ςI ŘƻƴΩǘknow



Question 3

Do youprefer
sweet
or 

savoury?

1 ςsweet 

2 ςsavory

3 ςboth

4 ςL ŘƻƴΩǘ ƪƴƻǿ



Question 2

Do you like 
CǊŀƴœƻƛǎΩ 
shirt?

1 ςvery much!

2 ςa bit

3 ςnot really

4 ςdefinitely not!



Question 4

How do 
you 
identify 
yourself?

1 - Patient/patient 
representative

2 - Family member or carer

3 - Healthcare professional

4 - Researcher

5 - Policy maker

6 - Industry representative



Question 5

Between:

1 - 0 and 20
2 - 20 and 40
3 - 40 and 60
4 - 60 and 80

How many orphan 
medicinal products 
do you think have 
been market-
authorised since 
2000?



Orphan Drug Expenditures 
Introduction

Is there an upper limit on what should be spent on a single patient? ςThe case of orphan 
drugs.

In the European Union, around 30 million people suffer from rare diseases. The EU defines 
a rare disease as a disease which affects less than one person in every 2,000 people. 
Because expected sales for drugs to treat rare diseases are small, there is little incentive for 
drug companies to develop new therapies to diagnose and treat such disorders.

In 1999 the EU unanimously passed the Orphan Medicinal Products Regulation, to 
encourage industry to develop therapies for rare conditions by giving financial incentives. 
Orphan drugs are drugs developed for diagnosing and treating rare diseases. In the current 
ǎȅǎǘŜƳΣ ŘǊǳƎ ŎŀƴŘƛŘŀǘŜǎ ŀǊŜ ŘŜǎƛƎƴŀǘŜŘ ŀǎ άƻǊǇƘŀƴέ ŀƴŘ ƳŀǊƪŜǘ authorisedthrough a 
centralisedEuropean procedure. Availability and reimbursement remain a national 
responsibility. Although orphan drugs can improve health for millions of people, their high 
development costs, a small market and marketing exclusivity mean that tend to be very 
expensive for the patients and health care systems. 

The case of orphan drugs raises important issues such as: 

Á How can you put price limits on human life?

Á How can treatments for such rare diseases be properly evaluated?

Á Is it fair that individuals with a rare disease have more money spent on them per unit of health gain 
than patients with similar health problems arising from more common diseases?

Á Should companies producing orphan drugs keep all their current benefits?



Story Cards







Comments? 
Questions?



Info Cards


















