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What is the Polka project?

• Pillar 1: To empower  patients and collect 
patients´ opinions on selected topics through 
deliberative debates

• Pillar 2: To guide the implementation of the • Pillar 2: To guide the implementation of the 
policy on European Reference Networks and 
National Centres of Expertise

• Pillar 3: To organise the 5th European 
Conference on Rare Diseases (ECRD) 2010 and 
more



Principles of deliberative debates

• Policy makers understand the need to involve 

society (and patients) so that decisions on science 

and technology reflect public needs and concerns

• But how can society become 

more effectively involved  in 

decision-making beyond giving 

our views in polls or surveys?

PLAY 

DECIDE



Empowerment?
• Make rare disease patients and their supporters 

stronger

• Play Decide: A way to learn and to develop and 

structure discussion: 

– Get more knowledge on a complicated subject in an easy – Get more knowledge on a complicated subject in an easy 

way 

– Get experience in discussion and advocacy in a safe 

environment 

– Contribute to the collective opinions of rare patients in 

Europe 

Using Play Decide will make it easier for you to advocate and 

to discuss with policy makers and others



Selected topics

Cluster one: Access to treatment and orphan drugs:

• Centres of expertise

• Cross Border Healthcare

• Is there any upper limit on what we should spend on a single 
patient? – Orphan Drugs as a casepatient? – Orphan Drugs as a case

Cluster two: Genetic issues

• Diagnosis, information of the patient,  genetic counselling

• Neonatal screening

• Stem cell research

• Pre-implantation genetic diagnosis



Process of Kit Development

1. Outline issue 

2. Identify Experts

3. Interview for outline of issue and fundamental documents

4. Draft kit materials

5. Review by 1st round of experts - vote and comments5. Review by 1st round of experts - vote and comments

6. Review by 2nd round of experts - vote and comments

7. Trial session with EURORDIS, ECSITE, other PO and general 
public

8. Translation in 23 EU languages 

9. Translation validated by PO



Next Steps - I

• 2 topics are ready for translation
• Neonatal screening

• Cross-border healthcare

• 2 topics are ready for trial
• Is there an upper limit for spending on a single patient? – OD• Is there an upper limit for spending on a single patient? – OD

• Diagnosis, information to the patient, genetic counselling

• 2 previously existing games are updated 
• Stem cell research

• Pre-implantation genetic diagnosis

• 1 topic designated for Delphi-like method
• Centres of Expertise



Next Steps - II

• Available games will be translated into 23 

languages and validated by volunteer patient 

representatives

• They will be made availalbe on the Play Decide • They will be made availalbe on the Play Decide 

website, currently www.playdecide.org mid 

January 2010 

• RD patient organisations will organise Play 

Decide sessions across Europe



How does it work? 
Xenotransplantation as an example

PREPARE:
Each participant 
gets a placemat.

•Participants read 
the Guidelines 
and Three stagesand Three stages

•Moderator may 
talk everyone 
through the 
game, inform 
about yellow 
cards and 
challenge cards 



Stage 1- Information

• Participants read Introduction 

• True life stories help participants to measure the 

consequences of their choices. Participants circulate 

story cards and pick one that they find important and 

place it on the mat. They then present it to the group



Stage 1- Information (30 min.)

• Information cards: Participants read randomly the 

cards, pick up 2 of them and place them on the mat 

to share with the group.

• Each participant presents her or his cards

• White cards can be used for new cards 



Stage 1- Information (30 min.) 

• Issue cards: Participants read randomly the cards, 

pick up 2 issues they would like to discuss.

• Each participant presents her or his cards on the mat



Stage 2- Discussion

• Players are engaged into discussion

• Yellow cards are for all participants – in order to keep 

them focused and fair



Stage 2- Discussion

• 16 cards may be used by the moderator to address 

challenges raised by the subject and to give a new 

turn to the discussion if the discussion does not 

progress by the players



Stage 2- Discussion

• The participants collect their cards into clusters and 

identify one or more larger themes that they all feel 

as relevant.



Stage 3 – Shared Group Response 

(20 min.)

• Read  the 4 policy scenarios

• The group decides on a possible policy scenario, or 

proposes its own policy. With or without consensus.



Stage 3 – Shared Group Response

• Participants individually

record their support for 

each policy position or 

choose to abstain.

• The organiser of the • The organiser of the 

event uploads the 

results online.



Stage 4 – Uploading Results

After 
loading 
results of 
your 
individual 
session 
you will be you will be 
able to 
compare 
results 
from others 
in your 
country, in 
Europe, 
and around 
the world.



Stage 4 – Uploading Results

Please be sure to 
select the project 
POLKA when 
uploading results on 
the new website.

In the meantime, 
please enter the 
name POLKA into the 
field for a 5th policy 
position whether 
there is one or not.



Stage 4 – Uploading Results

After loading results 
of your individual 
session a report will 
be generated that 
summarises the 
results.



Follow the leaders...
• RDD - Rare Disorders Denmark 

• Finnish Association of People with Physical Disabilities

• Seminar for students of MPH programme – PARIS 13

• HUFERDIS - Hungarian Federation of People with Rare 
and Congenital Diseasesand Congenital Diseases

• EURORDIS – Summer School and AMM

…have already organised or plan to organise 

Play Decide sessions! 

The most active organisations will win a prize –

40,000€ all in all! 



Can we help? YES!

• Passing on experience and inspiration

• Let us come and visit you in time for your 

annual meeting, rare disease day event, or any 

other opportunity and help you toother opportunity and help you to

– organise training of moderators

– organise Play Decide sessions 

Contact Anna Kole before you leave to arrange a 

date!



Can you help? YES!

• Quick validation of translation into your  

language

• Translation of 5th policy scenarii 

• Share your experience – photo documentation • Share your experience – photo documentation 

welcome ☺

• Organise lots and lots of games! For 

everybody!



Succes depending on…

BUT
2

IT TAKES TO 

TANGO

MANY

TO 

POLKA
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