
th European 
Conference
on Rare Diseases
ECRD 2010 - Krakow

5



PlayDecidesession: Pre-implantation 
Genetic Diagnosis

Co-chairs:
ÁMrs Lene Jensen,Rare Disorders Denmark

ÁMrs Anna Kole,Public Health Project Manager, Eurordis 

άtƭŀȅ5ŜŎƛŘŜǊǎέΥ

ÁMrs Anna Kole,Eurordis

ÁMs Aliki Giannakopoulou, European Network of Science Museums 

Ecsite

ÁMrs Louise Taylor, Orphanews Europe

ÁMr Matteo Merzagora, Traces

ÁYou!

Session 15 and 19Room C 9.00am to 10.30am AND 11.00am to 12.30pm
15 May 2010



Next sessions
Coffeebreak 10.30 to 11.00 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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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:
ÁPre-implantation Genetic Diagnosis

Tomorrow:

Á Cross Border Health Care

Á Neonatal Screening

Á Orphan Drugs

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

Whoisyour
favorite Beatle?

1 - John

2 - Paul

3 - Ringo

4 - George



Question 2

Do youseean old or 
youngwoman?

1 - old woman

2 - young woman

3 - neither

4 - L ŘƻƴΩǘ ƪƴƻǿ



Question 3

Do you 
think Play 
5ŜŎƛŘŜ ƛǎΧΦ

1 - ŀ ŎƘƛƭŘǊŜƴΩǎ ƎŀƳŜ

2 - a theatrical performance

3 - an advocacy exercise

4 - a television show



Question 4

How do 
you 
identify 
yourself?

1 - Patient/patient 
representative

2 - Family member or patient 
carer

3 - Healthcare professional

4 - Researcher

5 - Industry representative



PDG - Introduction
What is PGD about?

This technology enables potential parents to select some characteristics of their 
unborn child. This enables them to avoid passing on a genetic disorder or 
disability, thus avoiding the dilemma of whether or not to terminate an affected 
pregnancy. Conventional In Vitro Fertilisationtechniques (IVF) are used to create 
embryos. At around the eight-cell stage of development, one or two cells are 
extracted from the embryo, and the DNA analysedto check specific 
characteristics of the embryo. If free from the specific genetic disorder being 
tested, the embryo can be transferred to the uterus (womb), and pregnancy can 
continue.

Talking about PGD is important because it raises key questions such as:

Á To what extent should morality, choice, and ability to pay be the determinants in this 
area of medicine?

Á Does society have a duty to consider social and ethical issues, and to impose limits to 
clinical practice and individual choice? 

Á Is there an absolute distinction between genetic disease and disability, and normal 
variation?



Story Cards











Comments? 
Questions?



Info Cards
















