Identifying and Meeting
Patient and Family Needs

Across the Lifespan

September 14-15, 2007, Brussels

September 14-15, 2007 Brussels I C 0 R D

International Conference on




T —




Background -
reality for the family

Hospital staff

BB Therapiest
Hosptial GP .
_ Civil servants
Friends Healthcare
Neighbor Bord
Relative )
Social networl Insurance
Friends at work Adv. doctor
over Education’
LSS authorities Work Groundschool
Living condition-
adapting Technical Pree-school
aids Schoolnurse
Sarskola I C 0 R D
September 14-15, 2007 Brussels

International Conference on
Rare Diseases & Orphan Drugs



Background - reality for

the family > 40 contacts
\ /

Hospital staff
\QB ospiial sia Therapies/
\ Hosptigle \GP / o
_ / \ Civil servants
Friends \“" Healthcare > _/

ighbor \ Eoie
Y \, 7 \

Relative

Social ne\hnrm insurance

Friends at work )’ ‘ Adyv. doctor
7 ~

- - ~
-~ — jt'l:ucatlit_ml -
BEE authorities — - Work Groundschool
Living condition-
adapting Technical Pree-school
aids Schoolnurse

September 14-15, 2007 Brulsels

Sersiola ICORD
International Conference on
Rare Diseases & O Jrug

& Orphan Drugs



T

To few among different professionals have apprpriate
knowledge about RD

Services from society don’t coordinate for persons who
have a RD

There is a need to discuss possibilities rather then
obstacles

Describe themselves as “outsiders”

They always have to explain and defend their condition
because of it's rareness

They need in different phase of live receive knowledge
and meet other who also have the same RD
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Present time!

RD - needs both geographically and
occupationally cross border cooperation

Insufficient activities from the Healthcare system
because of lack of proper knowledge about RD

Oftentimes wrong or severe delayed diagnose

Parents stay home from work unnecessary
because of insufficient knowledge

They know to little about the diagnose and where
to seek knowledge of proper support

To little cross border cooperation between
different centre within the system
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The confarence will be openad by

HER MAJESTY QUEEN SILVIA Of Swaden.
The Agrenska Centre Is operating under
tha patronage of the Quean.

Tuesday 21 October

12.00 - 13.00 Buffat lunch

13.00- 13.10 Opening of Conference
Anders Olauson, Agrenska Academy

13.10- 13.20 Opening Ceremony
H. M. Queen Slivia of Sweden

13.20 - 13.40 The Swadish approach -

Wednesday 22 October

08.45-09.00 Summary of day 1
Anders Olauson

09.00 - 09.15 UVIng and Growing -
*Adapting to the changing needs
of patlents with a rare diseasa”
Lesley Green, CLIMB, England

09.15-10.15 The need of new perspectives
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\‘:;’,‘h\\.‘ Y

|

orders.

The family parspective Is also glven to all toplcs at the con-
ference, In order to enhance understanding among all Involved
persons. After the opening ceremony, MRS. BERIT ANDNOR,
Minister for Children and Families, from the Department of
Soclal Afralrs In Sweaden, Wil present the Swedish approach.

In every saction of the Intemet particip are

Invited to address the speakers with quastions, which will be
answered durng the conference.

On our wabsite you will ind the program and a reglstration
Torm.

Welcome
THE AGRENSKA ACADEMY

Anders Olauson
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To have a child with a disabliity
Berlt Andnor, Minister for Children and
Families, Department of Social Affalrs, Sweden

13.40 - 14.20 The Famlly perspective on rara disorders

* From birth to adut life

* Mom and Dad, differant reactions

* The tamily of today. Impliations

* Questons from Ntamet participants
Ellsabeth Wallenlus, Sallsynta Diagnoser
carina Hvalsteadt, Agrenska

Lotta Dellve, Gothenturg Univarsity

Jan Andersson-Norinder, MunH<Canter,
Orofacld centre In Sweden

14.20 - 15.00 Chlidhood and beyond

g of rae
* Play, design and new possibilities
* Making fiends

* Questions from Ntarmet participants

Gry Hammer Neander, NORDSPES, Norway
Ann-Catrin ROJwIk, Agrenska

Bo-Erlk Gyberg, Gothenburg University
Cenfre for Dasign and Culture,

15.00 - 15.30 The Major Agrenska Award 2003

Prize Award Ceremony
H. M. Queen Slivia of Sweden

Coffae with musical entertalnment
The Church cholr OmniCantus, Halland

15.30 - 16.20 An International view

* Acoess to knowkdge

* Acoass to traatmant - new network for centres
of excallence

* Acoass to contacts - “Parspectives In Ewrcpean
Collaboration - tha roke of EURORDIS® (Ewropean
Organisation for Rare Disabllities)

* Questions from Ntermet participants.

James Hansen, NIH (Nationd Institute

of Hadth) USA,

Stephen Groft, NH, USA

Arrige Schleppatl, Marlo Nagrl nstitue, taly

Terkel Andersen, EURORDIS, Darmark

16.20 - 16.50 Surprisal

16.50 - 17.00 End of day — summary

Anders Olauson

17.00 - 20.00 Dinner and musical entertalnment

The Church cholr OmalCantus, Halland

Brussels

10.15-10.45

1045-11.45

11.45-12.15

12.15-13.00

* Childhood and beyond

* The Agrenska program

* Cross boarder cocparation - examples

* Socloaconomic facts

* Genetic knowledge - for the future

* Design for all needs

* Quastions from Intermet participants
Christopher GllIberg, Gothanburg Uriversity,
Willlam Gunnarsson, Orphan Ewrope, France
Person to bee confrimed, Business School of Gothenturg
Jan Wahlstrom, Sahigrenska University Hospital
Stefan Johansson, Furka NU, Sweden

Coffea

Parallal workshops
Chalr, to be confirmad

Feadback rom workshops
Consldarations:

* The Family perspactive

* Childhood and beyond

* An internationd view

* The need of new perspactives
Plans and projects for naxt year
Topic 1

Toplc 2

Toplc 3

Chalr Anders Olauson

Closing statement and Buffet lunch

ICORD
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Other comments and needs..

e Assure easier reliable access to
information

e How to go from a problem pathology
nerception to a potential family oriented
perspective?

e How can we, authorities, and the medical
profession, patient organizations in
different countries get in closer contact to
increase knowledge, spread ideas, and
assess best treatment/therapies?

e What will life be like for my child as an
adult and how can I influence that when
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e How to change attitude towards disability
more positive and acceptable in the
nrofessionals, families and the society?

e How can we speed up the diagnosis and
now can the information about the disease
to the family be better and more
understandable?

e Educational perspective!

e How will services be accessible for
minority groups in our society?

e The economic perspective, income and
costs from an individual perspective.
(Investment rather than costs!)
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International

e Norway
e Sweden
e Finland
e Estonia
e Spain

e France

September 14-15, 2007

activities

e USA
e Argentina
e Australia

e New Zeeland
o ?

Brussels

Rare Diseases & Orphan Drugs



Suggested activities

» Start a workgroup who should...

* Set up a network among present and
planned centre

* Make a global survey about which
and where there are centre working
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September 14-15, 2007

The Agrenska Virtual
International Academy

Brussels

Virtual centre for research

Stimulate further and
deeper research regarding
rare diseases

Based upon experiences
from Agrenska programs

Holistic perspective

International cross boarder
cooperation's

Scientific council

Appointed “NGO in
Special Consultative  §7°

Internat
Rare Dis
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Valon ar varldens tuffaste pirat. a
Lat honom fa visa det. o)

“In order to understand how 1t 1s to
be a parent to a disabled child —

you have to be a parent to a
disabled child yourself!”

Ake Martinsson, Sweden
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