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;___ATo know WHET‘e-yUu are gomg you have to

see -Where you are e
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A Otherwise we are just geese.in the fog or
like sheep without shepherd
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G IARIFT e Rteratonal CommitieERV ORItoning s '\JJJ Y
epr.@ﬂuctlveq'echnolggles CMART) is an independer: ernati
~ non-profit organization that has taken a leading role in the
—“""'d'e'i'/‘e'lopm‘em—cchectlon and dissemination of worldwide data on
assisted reproductive technology (ART). |

-

A ICMART provide information on availability, effectiveness and safety
to health professionals, health authorities and te;the public

ART faC|I|tat|ng collaboration among already existing national

ereglonal reg willing, to start W
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T‘miety of AséTéied-Repreductive Technology was founded in 1985
. A-publishedithesfirst-annual US IVF data report 31 years ago in 1988 in
Fertility and Sterility
A In 1995, the Centers for Disease Control and Prevention subsequently:

began collecting data from IVF programs and published their first report in
1997.

A Using these data sources, 199 articles have been'published by clinicians
and researchers from across the country.

A_This research has guided the development of evidence-based assisted .‘
roductive technology (ART) practice guidelines duringjthepa |
ears, which have ultimat editeimprovediguality and patient care.

A Since the flrst SART National IVF data report publlcatlon 30 years ago,
SART has achieved its original goals of creating a national IVF registry
that successfully assesses clinical effectiveness, quality of care, and
safety.



SAKT role

- A The Society /forrAssisted Reg roductive Technology (SART)wWas

| —————

: established within a a-fewyea‘rs of-assisted reproductive technology
. (ARM)inthe United States, and has not only reported on the evolution
of infertility care, but also guided it toward improved success and

safety.

A Moving beyond its initial role as a registry, SART has -~
expanded its role to include quality assurance, data
validation, practice and advertising guidelines, research,

patient education and advocacy, and membership support.

-

reatly benefited from SART'S

A SART continues to set the standard and lead the way.



European IVF-Monitoring (EIM)

The European IVF Monitoring Consortium was
established in 1999 to collect, process and publish
European data on clinical results and side-effects of
assisted reproductive technology (ART), follow-up
of children’s well-being but also the availability and
structure of services in the various European
countries.

The EIM is a ,bottom up“-type of data collection
assembling the representatives of the national
registries of almost all European countries.
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51 European countries (geographically)

EIM covers approximately 84% of the European countries, active in ART
(with the results of 4 countries still pending and 4 countries incomplete)

2016

Countries 36
Centers 1198
Cycles 803 741

Children 165 975
@ Have never submitted data (n=7)

@ First year of data collection
O Not able to report data
’-@}*8}117@




year countries clinics cyches cycle-increase (%) ART infants
1957 18 452 203225 35314+

1998 18 521 232 225 +14 3 21433

1359 21 537 243624 +75 26212+

2000 22 569 275 187 +10.2 17 887*
m 2001 23 579 289 630 + 53 24963
'o_l 2002 25 631 324238 +119 24 283
D 2003 28 725 365 103 +126 63 931
N 2004 29 785 367 056 + 05 67973
| 2005 30 923 419037 +14.2 72134
r\ 2006 32 9098 458759 + 05 87 705
m 2007 33 1029 493430 + 76 56630
2 2008 36 1051 532 260 +79 107 383
2009 34 1005 537463 +10 109239
2‘. 2010 3 891 550 296 +24 120676
2011 33 1034 609 973 +110 134054
Ll_l 2012 34 1093 540144 +49 143 344
2013 38 1169 686 261 +72 145 466
2014 39 1279 776 556 +131 170163
2015 38 1343 249811 +94 132529
2016* 36 1198 203741 165975

total 9658 486 1326956

year countries clinics cycles cycle increase (%) ART infants

IUI:

* with the results of 4
countries still pending and
4 countries incomplete

(2002-2016)
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Characteristics of the national registers

compulsory 20 countries
voluntary 16 countries
based on individual cycles 13 countries
public access to individual clinic data / countries
all clinics are reporting  (44.4%) 16 countries +2

Austria, Belgium, Bulgaria, Denmark, Estonia, Finland, France, Greece, Iceland, Italy, Malta, Norway,
Portugal, Slovenia, Switzerland, The Netherlands

Not all clinics reporting  (56.6%) 20 countries

Albania, Armenia, Bosnia, Czech Republic, Georgia, Germany, Hungary, Ireland, Latvia, Lithuania,
Northmacedonia, Moldova, Montenegro, Poland, Romania, Russia, Serbia, Spain, Sweden, Ukraine
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2 To zll sizice rolders:
~ provide surveillance of ART field

_ — T . -
e R —

A Patients : p—
—z——'ﬁaﬁé? Information regarding treatment success, availability and

options, choosing their treatment options

A The Medical Profession and Laboratory Professionals :
checking effectiveness of currently available techniques, provide -
optimal care for patients, new methods research, testing and comparing

A Public Health Authorities:
providing public safety, developing health: care policies and legislation, cost

ﬁﬁnawys , reimbursement policies within.country. aIIocatlon o; [eSOurCes e
UblIc:

o

| T, methods, treatment possibilities, outcome,
Success rate, role in infertility treatment, helping childless couples,
socio-cultural influence on population and demographic picture



Wrllcr Jata 0 collact

: ‘=Fv ore data i more nanding for reporting, time™
consumlng mc‘@‘ ase cost for clinics and Health
~ Authorities, but provide better and more complex

reports

e —

A Less data i easier, but insufficient reports

eaningful rational solution important

cy depend of reporting system as well
as of surveillance system ( inspection and
reporting checking)
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A Number of traTvsfeTed'embryos
~ A Freshor frozen cycle

A Freeze all i just started?

A All donation ( DO, DS, ED)

A Frosen embryo cycle ( FER)

A Pregnancy outcome for all

A Advese event

A\ Qocyte cryopreservation (FOR) e
rtility: pre jonuresults T ———
wj' y CO reports

A Cross maching of all mention regarding results and
outcome

e




A PROM T patientswéﬁerfed%ﬂtcome measure
“A Involving of patients - their voice

They seeking for answers: -

A Long term health effects: for child and women undergoing IVFE

-——-ﬂ

A Burden of treatment
A Complications



CrININCISTIfISTS AICH U AITST Q) MO EIG ]S

S ARWRANS SUCCESS (Orf falliie) Tnrtieatment: QPR wL.B,R e

~ singleton pregnancy, MP, term delivery? n—
':—'73r—'l'-o caleulate-per started cycle, aspiration, ET?

A LB: equal or above 22 wg or BW above 500 g, any sign of
life T this Is troublesome

A WHO definition of health also troublesome

A We need well defined end point, like term live birth rate
ng Way from,CPR or LBR to cu Ve birth r“['e"fmm—

CONSORT statement: starting IVF cycle with term or LBR
A Focus on couple and child
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A The system monitors ART use cycle data and outcomes
d‘n—._ . - . - .
from all IVE units within a country or a region.

A Two basic options of collecting data: -

X annual or periodic reports:
Each clinic in the country should prepare an annual report covering '

e «.—*

Specified by, the national registratior

t'system I cycle by cycle or on line system:
collection of data for each cycle individually from all IVF units
within a country, better solution by more demanding, one platform for all



FeCOISClon

~ A Autonomous selection of data depending od personal
~~ .....0r centers.interest or aim

A No possible to have same platform or data selection

A Questionable quality of registered data

A No obligatory participation in national register:i- no
complete information for one country

A Surveillance, quality and safety diminished

‘rong term effect on health polic ers«eﬁd—“
ofessl

Poorer control




Mandatory. data collection
(r atlonal register for '\RT)

':—ZY-C-ycIe by—c~ye{e+eport|ng most accurate
A Important for national evaluation of ART centers
A Founds requirements for implementation and maintenance
A Need for professionals for data processing

A Scientific value - validation of new techniques, improvement
of treatments

-
%sed safety.and guality, patient T ———
Wiﬁﬂﬁ‘ﬁgn! for Flea|tH poilcy makers, legislation

and redistributions of founds
A Complete cycle coverage easier inspections and regulation
A Long time effect on whole country



European IVF-Monitoring (EIM)

The EIM Consortium collects ART data (on a voluntary basis) on:

Quantity — Availability — Efficacy — Safety — Quality - Trends

Techniques: IVF —ICSI
FER (frozen embryo replacement)
FOR (frozen oocyte replacement)
ED (egg donation)
|UI
PGT
VM
Embryo donation
Fertility preservation




\\hat we.can,.see.from data

R

A Trends N ART (numberﬁfcycles method of fertlllzatlon
~ emb ryo-transfer policy, genetic testing possibilities, patients
characteristics, ¢€&)

A Safety and quality
A Pregnancy outcome
A Long term health effects(patients, newbornsi some countries)

A _Di ces in.outcome (new techniques, policy changes or in.
IVF tec values an TTE———
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A Cost /affordability
A Private-governmental health care position
A Research



