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Population 4,200,000

Zagreb 790,000
Split 180,000
Rijeka 130,000

Osijek 110,000




Croatian health care system

» National health insurance fund — provider for 90% of citizens

» 30 public hospitals (8 university hospitals) and 3 private hospitals
» 719 € per person (vs. 3600 € in Germany)

» 250 doctors per 100,000 citizens (350 in Germany)

> Specialist’ s basic month income: 1200 € (after-tax)

» 700 doctors (3.5%) left Croatia in the past 3 years



NETs in Croatia

» Incidence and prevalence are unknown

» Approximately 170 new cases annually

» No centers of excellence for treatment of NETs

» Two centers in Zagreb specialized for patients with NETs

» Everyday challenges in diagnostics and treatment



Treatment options in Croatia

Croatia Centers of excellence

Octreotide LAR Octreotide LAR
Cisplatin + etoposide Lanreotide
Everolimus Cisplatin + etoposide
Everolimus
Pasireotide

Streptozocin
Bevacizumab
Temozolomide
Capecitabine
Interferon a
PRRT



Multidisciplinary team for patients with NETs in Zagreb




Croatian NET registry

2003. initiative for development of NET registry

2004. working group for NET registry (10 university professors)
2004. donation from Novartis

2005. approval by the Croatian parliament

2010. Consensus guidelines for diagnosis, treatment and follow-
up of patients with pancreatic neuroendocrine tumors



Reasons for failure

» Lack of clear aims for developing a registry
» Lack of young doctors engaged in its development
» Lack of financial interest (motivation)

» Excessive competition between the two largest hospitals in Zagreb




Lack of clear aims for developing a registry

High quality epidemiological data

Negotiation with the National health care provider
Participation in multicenter clinical trials
Improvement of care for patients with NETs

International scientific collaboration



Lack of young doctors engaged in its development

Young doctors took the initiative



Lack of financial interest

Previous two steps overcome this remaining issue



Excessive competition between the two largest
hospitals in Zagreb

Engagement of a third party — German NET registry
Development of NET registry based on a german
model



2003
2004
2005

Approval by the parliament

Working group and funding

Initiative

Agreement with the German registry

Completed Croatian registry

Aug 2015
Mar 2016
Sep 2016

Active registry



Registry website (www.net-registar.com)

] Novosti  Oregistru  Upute  Pristup  Kontakt
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Hrvatska od sada ima Nacionalni registar osoba s neuroendokrinim neoplazmama, pozivamo sve lijecénike za se uklju¢e u rad registra i na
ovaj nacin unaprijede skrb za bolesnike s ovom rjetkom dijagnozom. Nacionalni registar osoba s neuroendokrinim neoplazmama napravljen je
po uzoru na njemacki registar (Deutsches NET-Register) i kompatibilan je sa novim registrom Europskog drustva za neuroendokrine tumore
(ENETS).

- MNacionalni registar osoba s neuroendokrinim neoplazmama napravljen je po uzoru na ,Deutschen Register Neuroendokrine Tumore (NET-Register)”
NET http/iwww_net-register.org/
REGISTER Croatian NET registry has been made based on ,Deutschen Register Neuroendokrine Tumore (NET-Register)” hitp://www.net-register.org/
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Registration and login

Novosti  Oregistru  Upute  Pristup  Kontakt

Nacionalni registar osoba s
neuroendokrinim neoplazmama

Username

Password

Registrirajte se

Nacionalni registar osoba s neuroendokrinim neoplazmama napravljen je po uzoru na ,Deutschen Register Neuroendokrine Tumore (NET-Register)”
hitp://www.net-register.org/
Croatian NET registry has been made based on ,Deutschen Register Neuroendokrine Tumore (NET-Register)” hitp://www.net-register.org/
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Opcenito Dijagnoza

Pacijent ID: 1

Opcenito Nasljedni sindromi

Ime
Zeljko
Prezime

Dupelj

Godina rodenja

1962

spol

Muski

Datum zadnjeg kontakta

Status pacijenta

Pacijent je Ziv

Primarni tumor

Metastaze

Drugi malignom

TNM

Registry

Histologija Funkcionalnost

Druge ustanove, bolnice, ambulante i sl.

Posjete

Terapija

® Odjavi se



Registry

Pacijent ID: 1

Datum dijagnoze

21.06.2016

Datum prvih simptoma

01.06.2016

Prosirenost bolesti prilikom postavljanja dijagnoze

Primarni tumor DA; Metastaze DA v

Performanse i nutritivni status na pocetne dijagnoze

Karnofsky indeks (0-100)

70

WHO score

WHO SCORE 1 v

Veliéina (u m)

‘ Welicina (u m)

Masa (u kg)

Masa (u kg)

KliniCka funckionalnost prve dijagnoze

Kliniéka funkcionalnost

Odaberite v

Tumorski biljezi prilikom prve dijagnoze

Datum uzorka

Datum uzorka

Kromogranin Jedinica Gornja granica Nema podataka
Kromogranin pa/l v Gornja granic: -

5-HIAA Jedinica Gornja granica Nema podataka
5-HIAA mol/d v Gornja granic: -

Gastrin Jedinica Gornja granica Nema podataka
Gastrin pa/mi v Gornja granic: =

NSE Jedinica Gornja granica Nema podataka
NSE pa/ v Gornja granicz L



“Report” option

= Odjavi se
h_tRe
B Dodaj novog pacijenta
B 1zvjestaj

Prikazi | 25 v |pacijenata po stranici Search:
Ime i prezime Godina rodenja Spol Uredivanje 1zbrisi
Zeljko Dupelj 1962 M Uredi Zhrisi
Prikazano 1 od 1 Prethodna 1 Sliedeca

\/

** one click provides Excel tables of all patients and their
characteristics at diagnosis and at their last follow-up visit



Facts about the registry...

» Time needed for development of the registry: 3 months
» Time from the final version to the active registry: 6 months
(payment issues)

» Total cost of the registry and webpage: 5200 €

» Each hospital may access only the patients they have entered
» Croatian Institute of Public Health has access to all patients-

they provide mortality data and annual reports.



Perspectives...

» Detailed cost-effectiveness analyses may persuade the National
health care provider to approve new treatment options (PRRT)

» Participation in multicenter clinical trials — benefits for patients
» Scientific collaboration with other NET registries

» Multidisciplinary team through telemedicine — way to gain
long-term follow up for patients treated in small regional hospitals
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