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Efni:  Umsoégn um pingsalyktunartillogu um etlad sampykki vid liffeeragjafir, 28. mal

Umsogn:
SIBS stydur eindregid pingsalyktunartillégu um aetlad sampykki vid liffeeragjafir, 28. mal.

SIBS varar pé vid peirri leid, sem fram kemur i greinargerd med pingsalyktunartillégunni, ad skra vilja
til liffeeragjafa i okuskirteini, verdi ekki farin leid setlads sampykkis. A3 mati SIBS veeri slikt kerfi
jafnpungt ivéfum og naverandi kerfi og myndi ekki skila betri arangri, enda reidir pad sig afram & ad
einstaklingurinn hafi sjalfur frumkvadi ad skraningu, auk pess sem kostnadur hlytist af enduratgafu
okuskirteina. A3 mati SIBS er eina haldbaera leidin ad logleida etlad sampykki.

Greinargero:

SIBS hefur fra haustinu 2011 haldid utan um samstarfsverkefnid Annad lif, sem er vinnuhépur SIBS,
Hjartaheilla, Samtaka lungnasjiklinga, Félags nyrnasjukra og Félags lifrarsjakra.

Hlutverk Annars lifs er ad efla veg liffeeragjafa a islandi, og gekkst hépurinn m.a. fyrir malpinginu
"Liffeeri fyrir Iifid" a Grand Hotel pann 6. mars sl. Markmid malpingsins var ad vekja athygli a stddu
liffeeragjafamala & islandi og bera hana saman vid Noreg, par sem vid lydi er setlad sampykki, en tveir
frummeelendanna voru Nordmenn.

Helstu nidurstdédur malpingsins voru:

e Meirihluti Evrépurikja hefur l6gleitt atlad sampykki, og tidni liffeeragjafa er almennt haerri i

peim rikjum en hinum, sem likt og island bua vid upplyst sampykki / @tlada neitun.
« Tidni liffeeragjafa a islandi er adeins teepur helmingur af tidni liffeeragjafa i Noregi.

« A lslandi neita adstandendur liffeeragjof i 40% tilfella, pott beedi islenskar og erlendar
kannanir leidi i lj6s ad 80 - 90% fblks vilji gefa liffeeri eftir sinn dag.

e Liffeeraigraedsla er 6dyrasta medferdarlrraedid vid morgum sjukddmum og jafnframt pad
sem gefur sjuklingum bestu lifsgaedin.

Ef hlutfall synjunar um liffeeragjof hér & landi needist nidur i 10 - 20% geeti pad bjargad 3- 5
mannslifum & ari ad mati SIBS, auk pess sem nota ma marga adra likamsvefi. Skortur & liffeeragjéfum
veldur pvi ad fjéldi folks, sem berst vid veikindi par sem engin medferd finnst énnur en liffeeragjof,

lifir i mikilli 6vissu um bata, og pess eru daemi ad folk deyi & eftir liffaarum.



Um SiBS:

SIBS er samband sjuklingafélaga & svidi brjostholssjikdéma med & sjdunda pasund félagsmanna
Innan sambandsins eru eftirtalin félog: Hjartaheill - Landssamtdk hjartasjaklinga; Astma- og
ofnaemisfélagid; Samtok lungnasjuklinga; Berklavorn; Vifill - félag einstaklinga med kaefisvefn og adar
svefnhadar éndunartruflanir. SIBS & og rekur endurhaefingarmidstédina Reykjalund og

oryrkjavinnustadinn Mdulalund.

A& umsogn pessari standa formlega SIBS og adildarfélég pess, en Hjartaheill sendir sérstaka umségn.
Fyrir hénd umsagnaradila vil ég lysa dnsegju med pingsalyktunartilloguna og vona ad hun fai jakveeda

afgreidslu og komist til framkveemda a yfirstandandi pingi.

Reykjavik, 5. n6vember 2012

Virdingarfylist,

Gudmundur Love

framkveemdastjori SIBS

Fylgiskjal:
Glaerukynningarfra malpinginu "Liffaerifyrir Hfio", Grand Hotel Reykjavik 6. mars 2012



6. mars 2012 Liffeeri fyrir lifid

Afangar a svidi liffeeraigreedsina

a islandi

m 1970 Fyrsta liffeeraigreedslan i islenskan sjakling
var igreedsla nyra fra lifandi gjafa i London

m 1973 Fyrsta igraedsla nyra fra latnum gjafa var
framkvamd i Kaupmannahofn

m 1985 Fyrsta lifrarigraedslan var gerd i London

m 1988 Fyrsta hjarta- og lungnaigraedslan var
framkvaemd i London

= 1991 Log um akvordun dauda og brottnam liffeera
til igraedslu

= 2003 Fyrsta igraedsla nyra fra lifandi gjafa & islandi

for fram & Landspitala

islensk 16g um akvordun dauda og
brottnam liffeera til igraedslu

mL6g um &kvoérdun dauda nr. 15, 1991
Madur telst vera latinn pegar 6afturkreef stodvun
hefur oroid a allri heilastarfsemi hans

m|0g um brottnam liffeera til igreedslu og
krufningar nr. 16, 1991

Lifandi gjafar: Verda ad hafa nad 18 ara aldri
Latnir gjafar: Upplyst sampykki (aetlud neitun)

Samningar vid erlend sjuakrahids um
liffeeraigreedslur og brottnam liffeera

Sahlgrenska-haskélasjukrahisio Rigshospitalet i Kaupmannahofn,
i Gautaborg, 1993-1996 og fra 2010 1997-2009



Liffeeri

Hjarta

Nyra

Lifur

Lunga

Bris

Fyrsta nyraigreedslan & islandi 2. desember 2003

Liffeeraigraedslur i islenska
sjuklinga 2002-2011

2002 2003 2004 2005 2006 2007 2008 2009 2010 2011 Alls

Finland

Sverige

Norge

10

Danmark

Skyrsla liffeeraigreedslunefndar 2010
Upplysingar fra Landspitala

Island

Liffeeraigraedslur i islenska
sjuklinga 1970-2011

= Hjarta m Nyra
12 igreedslur i 11 227 igreedslur i 201 sjukling
sjuklinga 137 nyru fengust fra lifandi
9 voru & lifi i arslok 2011 gj6fum og 90 fra latnum gj6fum
m Hjarta og lungu 133 voru a lifi med starfandi
4 igraedslur i 4 sjuklinga nyra i arslok 2011
2voru 4 lifi f arslok 2011 ® Lifur
= Lungu 42 igreedslur i 37 sjuklinga
11 igreedslur 3 born fengu lifur fra lifandi gjafa
9 voru 4 lifi i arslok 2011 27 voru a lifi i arslok 2011

Skyrsla liffeeraigreedslunefndar 2010
Upplysingar fra Landspitala

Nyrnaigraedslur fra latnum og lifandi
gjofum 1970-2009

islenska nyrnabilunarskrain 2011

Meoferd lokastigsnyrnabilunar
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Bl6dskilun Kvidskilun



Incidence of ESRD, 2009

Figure 12.3 (Volume 2)

USROS 2011ADR

islenskir sjuklingar a bidlista eftir
liffeeraigreedslu i Gautaborg

m Hjarta
Enginn & bidlista
1 sjuklingur &
undirbUningsstigi

m Lunga
2 sjuklingar & bidlista
1 sjaklingur &
undirbuningsstigi

m Lifur
6 sjuklingar a bidlista

= Nyra
11 sjaklingar & bidlista
6 sjuklingar f
umsoknarferli
15-20 sjuklingar &
undirbuningsstigi

m Nyra og bris
2 sjuklingar & bidlista
1 sjaklingur {
umsoknarferli

Upplysingar fra Landspitala og
Sahlgrenska-haskolasjlikrahusinu

a islandi 1968-2010

Arlegt nygengi lokastigsnyrnabilunar

Islenska nyrnabilunarskrain 2011

Biotimi eftir lifrarigraedslu

a Nordourlondum ario 2010

Copenhaaen Gothenbura Helsinki Os/o

Blood type A 166 65 8 15
Blood type 0 328 282 15 53
Blood type AB - 106 13 23
Blood type B 190 74 77 15

Stockholm
49
219
29
257

Median time on waiting list (days) for patients receiving first liver allograft in 2010

Nordic Liver Transplant Registry
Annual Report 2010



Liffeeragjafir a islandi 1992-2002

Medal latinna voru 3% ekki
greindir sem mogulegir
liffeeragjafar
40% adspurdra eettingja
héfnudu liffeeragjof
Latnir liffeeragjafar 11 &
milljon ibua & éri
S. Kérason, Laeknabladié 2005;91:417-22

Mogulegar leidir til ad
fjolga liffeeragjofum

Loggjof sem byggir a setludu sampykki

Gerd krafa um ad sjalfrada einstaklingar taki
afstodu til liffeeragjafar

Opinber skra yfir liffeeragjafa - liffeeragjafakort
Fj6lgun lifandi gjafa

Efling vinnuferlis i tengslum vid beidni um
lifferagjof

Vitundarvakning og markviss freedsla fyrir
almenning, m.a. um ferlid vid liffeeragjof

Liffeeragjafir latinna einstaklinga
aSpanilo89-2009

Liffeeragjafir fra latnum gjofum

a Islandi 2006-2011

2007 2008 2009 2010 2011 Alls
Fioldi giafa 0 2 6 3 2 (*\
Lifferagjof synjad 2 2 2 1 1 V'
Liffeeri gefin
Hjarta 0 1 1 2 2 6
Nyra 0 4 12 6 4 26
Lifur 0 2 4 3 2 1
Lunga 0 2 2 0 2 6
Bris 0 0 0 1 0 1

Skyrsla liffeeraigreedslunefndar 2010
Upplysingar fra Landspitala

Liffeeragjafir latinna medal
ymissa pjéda arid 2009

Deceased donors pmp 2009
= Optingout m Opting in

i
I

Rudge and Buggins, Transplantation 2012;93; 141-44



Samantekt og alyktanir

mlengst af hefur gengid vel ad meeta eftirspurn
islenskra sjuklinga eftir liffeeraigraedslu

mHatt hlutfall nyrna fra lifandi gjéfum hefur radio
miklu par um

mSidustu ar hefur eftirspurn islenskra sjiklinga
eftir liffaeraigraedslu verid vaxandi

mTidni latinna liffeeragjafa hér er mjog lag og pvi
er liklegt ad bidtimi eftir igreedslu muni aukast

mNaudsynlegt er ad leita allra mégulegra leida til
ad fjolga liffeeragjofum



Lessons learned from the development of a national organ

donation and transplantation service in Norway: Leglslatlon In NorWay

What's hot, - What's not?

N O U Norges offentlige utredninger 2011:21
Nar deden tjener livet

Etforslag til nye lover om transplantasjon, obduksjon og
avgivelse avlik

Pal-Dag Line
Director, Dept. Of ransplantation Medicine,, Oslo University Hospital - Rikshospitalet

When death serves life

Improving donation; Key focus Who should be involved?

areas
It's all about...... mGeneral public
Information &education mPatient organizations
Communication skills mHeaith professionais (doctors and nurses)

Medical guidelines

2 ) mHeaith system managers
Organlzatlon of services

mHeaith Authorities
mPoliticians
mMass media

Critical steps in organ donation

Iceland
1 Irreversibel brain ,
damage * .
Detection Reykjavik Scandiatransplant
wwwscandiatransplant.org
Robust, unambiguous 2. Diagnosis of death
diagnostic criteria
Information and Faroe Islands
\ (DK

communication skills
Medical skills and resources
Organisation

LANDSPITALI - THE NATIONAL UNIVERSITY HOSPITAL OF ICELAND DIVISION OF NEPH


http://www.scandiatransplant.org

Deceased organ donation
Scandiatransplant

Norway
Sweden
— Finland
-*-Denmark
Donation and Transplantation in Norway is
based on close network cooperation
« Norwegian donor hospitals («- 28>
* 7 university hospitals (5 regional)
* 21 local hospitals
Measures implemented to increase deceased organ donation
Education of health personnel
Public education
S JFTELSEN
« Norwegian Organ Donation Foundation Ay GANDONASJON
Established 1997

Publicity campaigns

Donor cards 2002 (app for I-phone 2011)
Films for public schools

Web-based infonnation

TV
- I ko for livet (Documentary 2007) Awarded Gullruten 2008
- Livet pa vent (Dokumentary, 8 episodes 2011) Awarded Gullruten 2011

LANDSPITALI - THE NATIONAL UNIVERSITY HOSPITAL OF ICELAND DIVISION OF NEPHROLOGY

LANDSPITALI - THE NATIONAL UNIVERSITY HOSPITAL OF ICELAND

LANDSPITALI - THE NATIONAL UNIVERSITY HOSPITAL OF ICELAND

Deceased organ donation
Norway 1.1.1969-31.12.2011

Measures implemented to increase deceased organ donation

Education of health personnel
Started april 1993 by NOROD

4 Based on European Donor Hospital Education
Programme (EDHEP)

 1,5-2-day seminar repeated 3-4 times per year

+ Offered to all personell groups involved in the organ
donation process

+ Focusing on communication (2007)

4+ National symposium on organ donation every 5th year,
starting 1996

+ Yearly meeting for doctors in charge of organ donation
in the 28 donor hospitals (2002)

+ Local meetings

&

Norsk ressursgruppe for organdonasjon

DIVISION OF NEPHROLOGY

Measures implemented to increase deceased organ donation

Education of health personnel
Public education

Improved organisation
Transplant coordinators (1995)

One doctor responsible for coordinating organ
donation in each donor hospital (2003)

National coordinator for organ donation (2005)

Organ donation included in NIR (Norwegian
intensive care registry) (2007)

Advisory board on organ donation (2009)

DIVISION OF NEPHROLOGY



Measures implemented to increase deceased organ donation

Education of health personnel
Public education

Improved organisation
Political support

A doctor in charge of coordinating organ donation in each hospital (Requirement
by The Ministry of Health 2003)

Letter from The Ministry of Health to all hospitals making request for organ
donation mandatory (2003)

Setting anational goal of30 donations pmi (The Ministry of Health 2007)
Finandal reimbursement (DRG 2007)
Report on measures to increase organ donation (The Ministry of Health 2008)

LAIVDSPITALI -THE NATIONAL UNIVERSITY HOSPITALOF ICELAND DIVISION OF NEPHROLOGY

Measures impiemented to increase deceased organ donation

Educationofhealthpersonnel

Public education

Improved organisation

Political support

Increased use of extended criteria donors

LANDSPITALI - THE NATIONAL UNIVERSITY HOSPITALOF ICELAND DIVISION OF NEPHROLOGY

Deceased donor age
Norway 1.1.1989-31.12.2011
(n=1756)

Deceased organ donation
Norway 1.1.1994-31.12.2011

Norsk ressursgruppe for organdonasjon

Deceased donor age
Norway 1.1.1989 - 31.12.2011
(n=1756)

Year

Deceased organ donation
Norway

Goal: 30 pmi
Mandatory to ask NIR



Status: Abdominal transplants 201 |

x Waiting times for Liver Tx

Status: Thoracic transplants 2011

Table 5. Median tin

Waiting times for Kidney tx (DD)

Medan 7 months
Blood groups

O:  lOmonths

B |Omonths
AB: 7 months

Conclusion
Tx results

Multiple factors may have contributed to the increase in deceased organ
donation rate

Exept for the TV-documentary in 2011, no single factor can be shown to be
more important than the others.

LANDSPITALI - THE NATIONAL UNIVERSITY HOSPITAL OF ICELAND DIVISION OF NEPHROLOGY

The future? Thankyou foryour attention !

A three-level education for hospital personnel
1. Basic information to large groups in all donor hospitals
2 2-day seminar 3-4 times a year, focus on communication
3. One day course for personnel who has attended level 1 and 2-courses discussing
selected topics

Optimize the donation process in each donor hospital

Establish a donorteam in each donor hospital with sufficient economic and other
resources

LANDSPITALI - THE NATIONAL UNIVERSITY HOSPITAL OF ICELAND DIVISION OF NEPHROLOGY



Troels Normann Mathisen
Stiftelsen Organdonasjon






Keep

Simple,
Stupid

STIFTELSEN
ORGANDONASJJ

You can save lifes

DONORKORT

DONORCARD

Al T

WV " STIFTELSEN
y  ORGANDONASJON

Inform your family and friends
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Make it simple

Social Media

Awards ty -
Sretu&HOTIYf

2011: 56 000 downloads
Generated 162 news artides
2000 downloads in January

Saying yes
to organ donation

« requires knowledge
« simple to do
« not time consuming

« a positive feeling



STIFTELSEN Thank you for your attention!



