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Next sessions

Coffeebreak 10.3Go 11.00am Sponsore'@ SWEDISH ORPHAN INTERNATIONAL

Conference Sessions from 11.00 to 12.30 pm

Session 17: Cro8®order Activities of Centres of Expertise Room A

Session 19PlayDecidé&ession Preimplementation Genetic Diagnosi Room GEnglish
(interactive sessiowith voting devices). and Polish

Voting devices are sponsored 2§

Session 2(PlayDecidé&ession Is there arupper limit on the cost Room B (English)
society is willing to pay for a single patient? The case of orphan drugs.
(interactive sessiowith voting devices)

Voting devices are sponsored 2§
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Scenerifor Rare Diseases

LYy ftAYS AGK 9dzNPNRAAQ YA&aaiazy
advocate on issues that affect them.

A PATIENTS&should be directly consulted on policies
that affect them

A CONSENSUS:reated a united voice adds weight to
our opinions

A PREFERRED SCENER#I should all have strong
opinions, but in the real world we must sometimes

compromise
m
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Principles oPlayDecide

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

A But how can society become more effectively
Involved In decisioAmaking beyond giving our views
In polls or surveys?

A Play Decide
A Empower patients
A Collect opinions




g

www.playdecide.eu

Today:
A Preimplantation Genetic Diagnosis
Tomorrow:

A

v v v D

>\

Cross Border Health Care

Neonatal Screening

Orphan Drugs

Stem Cells

Diagnosis , Information to the patient, Genetic counselling

All downloadable orwww.playdecide.euin 22 languages



http://www.playdecide.eu/

PlayDecide

Get more information

A In your delegate bags

A At the Play Decide stand

A On the websitewww.playdecide.eu
A From Eurordis

i


http://www.playdecide.eu/

D
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This session

A This interactive session is somewhat
unconventional but fitting to present an
Interactive tool

A Allows for discussion with audience

A Collection of opinion through voting devices
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How to Play

¢ KNBES LIKIFasSax LI dza 2y

1. Gather information
2. Discuss

3. Vote

4. Upload results
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DisScuss

Pre-implantation Genetic
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Cards in this cluster:

Info Carit Inwuw Card Story Card Wiits Cardd

g

Sranew 1390 Mgy JOTR

Challenge cards



Vote

Policy positions for Pre-implantation Genetic Diagnosis

Positions

1

Market iz unregulated. It is possible and acceptable for
couples to ablain a test for gender and perscnality
traits on an embryo if they want it

2

Controls on who can carry out genetic disease testing
involiing designated professional organisations and a
woluntary code of practice. This is managed by an
independent body. Mo licensing.

3

Only to be used for genstic diseases with serious
medical conseguences, not for gender or persenality

traits. Licenses issusd for specific tests and conditions.

Independent monitoring and evaluation.

4
Lizensing and stringent monitoring and evaluation. In
sach country, an independent body (like The Human
Fertilization and Embryclegy Autharity in the LK) will
license new tests and record each test carriad out.

Or propose

Support

+++

Acceptable

Not acceptable

Abstain | I |

your own

D)
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Upload

@ AR RS Create a Polka account.
J:,"’V .
Announce your upcoming

Play Getinvolved View the results Share your results event

>

Learn how to play, choose a topie and download a decide kit to start with
a game, O connect with other users through their sharved experiences

™

Download and prepare
Play ————) games_

S e ——————————

Noose your kit from 11 toples In more than 20 languages Check Howtoplay
it the toples avallable, download the mstructions and start Get decide kit z -
playing ot A Play Decide!
Get support
Get support L 4
& % A Go back to the event

“-'/n‘l“lr-\ “"“"”““ Created .
| Add results.
Get an event report.

See overall results in your
country and beyond.

DEGCIDIE

KITS Wl i

Gt support

> >




How to vote today

AProgrammed voting devices

APractice questions

D))
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Question

Wholisyour
favorite Beatl&?

1
2
3
4

- John

- Paul

- Ringo

- George



Question 2

Doyouseeanold or 1-oldwoman

youngwomart?

2 - young woman
3 - neither
4-L R2Yy QU

o ’)

Ly 2.



Question 3

1- OKAf RNByYy Qa
DO yOU 2 - a theatrical performance

th | N k Play 3-an adv.oc_:acy exercise
5 é C") 7\ |VQ S 4-atiew§on>s{10vcvb

Iay@

ecide




How do
you
identify
yourself?

b I
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Question 4

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 Vitkeertilisationtechniques (IVF) are used to create
embryos. At around the eighdell stage of development, one or two cells are
extracted from the embryo, and the DNvalysedo 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:

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

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

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



Story Cards




Story Card 5

Li-Fraumeni Syndrome

In 2002, the Reproductive Genetics
Institute in Chicago used PGD for the
first time to ‘screen out’ embryos
carrying a cancer-causing mutation.
The Institute were helping a couple
from New York to have a baby without
running the risk of passing on
Li-Fraumeni Syndrome (which was
carried by the father’s family) which
leads to an 80-90 percent chance of
developing cancer. The lead doctor
commented that the decision on
whether to test embryos should be up
to the doctor and the patient.
‘Government regulations always
backfire’, he said.

29



Story Card 2

The Snapes Twins

Spinal Muscular Atrophy (SMA) 1s a
genetic condition resulting in muscle
wasting which can cause death in
infancy. For some sufferers, such as
five-year-old Kate Snapes. SMA
means that she will never be able to
walk. Kate’s parents wanted to have
more children. but because of the one
in four risk of producing another child
with SMA they were deeply cautious
until an answer was offered by PGD.
The couple used PGD technology to
successfully select ‘healthy” embryos
for transfer. The twins Isabelle and
Esther were born without the SMA
condition in November 2001.




Story Card 4

The Masterton Family

Several countries allow couples to plan
the gender of their unborn child using
PGD. Gender selection is only allowed
in the UK to help prevent a genetic
disorder. Louise and Alan Masterton
lost their three year old daughter
Nicole in a tragic fire accident. The
family wanted to use PGD to create
another daughter. to balance a four son
family. This was refused by the Human
Fertilisation and Embryology
Authority (HFEA). A spokesman
commented, ‘British society is not yet
prepared to accept this ... my view 1s
that society will accept this. but it is
not going to happen now.’

Wrahew 1373 Muy 2078



Story Card 8

Anna Fitzgerald

Anna is the central character in the

novel My Sister’s Keeper. by Jodi
Picoult. When she asks how babies get
made, her parents, “explained that they
chose little embryonic me, specifically,
because I could save my sister Kate. It
made me wonder what would have
happened if Kate had been healthy.”

“Kate has acute promyelocytic
leukemia. When Kate needs leukocytes
or stem cells or bone marrow to fool
her body into thinking it's healthy. I'm
the one who provides them. Nearly
every time Kate's hospitalized. I wind
up there too. I'm not sick. but I might
as well be.”

g
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Ccomments?
Questions?




Info Cards




Info Card 10

Family history

PGD allows families with a history of
a genetic disorder to attempt to have
children without the disorder.

i




Info Card 4

Technical alternatives to PGD

The main alternative to PGD is
pre-natal diagnosis plus selective
abortion. Pre-natal diagnosis involves
tests carried out on women who are
already pregnant.

i




Info Card 7

Donor siblings

Families with a sick child have used
PGD to create a child who could
donate cord blood stem cells (or
other tissues) for their sick sibling.




Info Card 2

i

Info Card 3

Embryo Transfer

What is PGD?

If the tests show the embryo is free
from a specific genetic disorder, the
embryo is transferred to the woman's
uterus.

PGD (pre-implantation genetic
diagnosis) involves genetic testing on
a cell or cells taken from an embryo
created by IVF.




Info Card 21

Abortions

In England and Wales in 2004, 1,900

abortions were performed because of
a risk that the child would be born
with abnormalities. The total number
of abortions was 185 ,400.

i

e
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Info Card 18

IVF costs and success rates

Each IVF cycle costs € 3 - 4000 and
has an average success rate of up to
30% live birth per cycle (dependent
on the woman’s age).

i







