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lveta Simkova
T. Valkovicova, M. Kaldararova

Odd. VCHSD, Klinika kardiologie a angiologie LF SZU a
NUSCH a s Bratislava



s 4

AP
.

\rodene chyby srdca

VCHS [ﬁ]

Recurrence of CHD

»LIfelong chronic condition®

Pregnancy complications

Vyzad Uj u Ce Maternal mortality

Neonatal complications

Hypertension

,celozivotné sledovanie*
od ,,0“ do ,,100*

(1
Od ”20 Arrhythmia
na Specializovanom pracovisku YAV
pre VCHS v dospelosti

= 70% dospelych pacientov

heart disease ~ A

= vSetci aspon 1x za zivot Coronary complications

Aortic syndrome

lifelong chronic conditi

Need for repeated
operations and |ntervent|ons
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Emergency admissions

Exercise intolerance
Depressive symptoms

Reduced quality of life Endocar‘dltls
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Lifelong medical therapy

» 2

Sudden cardiac death

Stroke
Neurological

Reduced life expectancy

Baumoartner et al. EHJ (2014) 35: 686—690: EHJ (2021) 42: 563-645
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Epidemiologia

Prevalencia VCHS variruje okolo 9 / 1000 narodenych deti

Global birth prevalence
Liu et al. Int J Epid, 2019;

Prevalencia tazkych VCHS vo vyspelych krajinach v désledku fetalneho
skriningu a ukoncenia gravidity klesa

avsak
Celkova dospela populacia s VCHS globalne rastie a starne...

Liu et al. Global birth prevalence, Int J Epid, 2019; Baumgartner et al. ESC Guidelines, EHJ 2020



...celkova dospela populacia s VCHS
- globalne rastie a starne:

= dnes >90% VCHS sa dozije dospelosti: vdaka pokroku v medicine, technike, ...

= pocty dospelych s VCHS dnes prekracuju pocty deti a tato populacia bude dalej rast..
= s priemernou dizkou Zivota
= s prezivanim tych najkomplexnejsich chyb

Estimated clinical relevance of CHD in the next years

EU populacia: 741,1 mil. il
400,000
2,3 mil. ACHD / 1,9 mil. CHD 350,000
q 300,000
3 000 pac / mil. obyv. ——
200,000
150,000 ]
100,000
s 50,000
VEERWATE O ! ! =
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Ve . V4 . Q’ A 0)/ 4 63/
do blizkej buducnosti & &S E
Live births with CHD 0.8% of all live births
Children with CHD 80% of live births with CHD
Nationales Register fiir angeborene Herzfehler, [ 18-year-old with CHD 80% of children with CHD
Germany. 2016. Available online: Adults with CHD

kompetenznetz-ahf.de/en/research/register- bloban K/
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Dospeli pacienti s VCHS

specificka populacia,
velmi odlisna v porovnani s ostatnymi kardiologickymi dg:

mladi pacienti, casto diskvalifikovani: intelektualne, socialne, finanancne, ...
so sirokou variabilitou komplexnych anat. a hemodynam. abnormalit
po pocetnych KCH / intervencnych vykonoch a ich reziduami
ustiace do komplikacii:

— kardiovaskularnych: PH, HF, arytmie, SCD, IE ,..

— extrakardialne: neurologicke, hematologicke,...
vyzadujuci

— celozivotne FU a dalsie intervencie, ..

— emergentné vySetrenie a lieCbu formou hospitalizacie na exertiznom pracovisku

— planovanie rodicovstva a manazment v gravidite pri maternal & fetal morbi-, mortalite
s vekom akviruju ziskané choroby srdca

=) Vyzadujuca vysoko specializovanu ZS

2020 ESC Guidelines for the management of ACHD. Helmut Baumgartner, Julie De Backer, Sonya V. Babu-Narayan et al.
European Heart Journal (2020), doi:10.1093/eurheartj/ehaa554



Management of Grown Up Congenital Hear

Disease

CURRENT OPINION

Recommendations for organization of care for

adults with congenital heart disease and fo

The Task Force on the Management of Grown Up training in the SUbSPeCialtY of ‘GI‘OW“-UP
Congenital Heart Disease of the European Society

Cardmlogy

Dedr\'lﬂlﬂ Erik Th

Ul? Th
urence I
I?edmgmw

Lei
, Joag Morais, Al Oto,

Andreas Hoffm;

Congenital Heart Disease’ in Europe: a pos
paper of the Working Group on Grown-up

in, L.ngno naiento, Congenital Heart Disease of the European §

. of Cardiology

Otto Smiseth,

Helmut Baumgartner ', Werner Budts?, Massimo Chessa®, John Deanfiel,
Andreas Eicken®, Johan Holmé, Laurence Iserin?, Folkert Meijboom?, Jorg]
Andras Szatmari'?, Pedro T. Trindade!’, and Fiona Walker?, for the Wo
on Grown-up Congenital Heart Disease of the European Society of Cardig

2020 ESC Guidelines for the manageme
adult congenital heart disease

2014 ESC Guidelines on the diagnosis The Task Force for the management of adult congenital
g ‘ disease of the European Society of Cardiology (ESC)
treatment of aortic diseases

Document covering acute and chronic aortic diseases Endorsed by: Association for European Paediatric and Congenital Cal

and abdominal aorta of the adult (AEPC), International Society for Adult Congenital Heart Disease (19

The Task Force for the Diagnosis and Treatment of A Authors/Task Force Members: Helmut Baumgartner* (Chairperson)
of the European Society of Cardiology (ESC) Julie De Backer* (Chairperson) (Belgium), Sonya V. Babu-Narayan (
Kingdom), Werner Budts (Belgium), Massimo Chessa ' (Italy),
\A;uthor;l;'ask Ffrr:cehmemhers R:lmund Izhehl* (Chaérplerson::(Gs Gerhard-Paul Diller (Germany), Bernard lung (France), Jolanda Klui
E:::r'do B“g;li‘e((lt:l:;i:zzzt(o 'I;:‘;:)nolz:"(:"&al;')e:‘:)l(g;'ag (Netherlands‘), Irene M. Lang (Austria), Folkert Meijboom ('Netherl
(Germany), Arturo Evangelista (Spain), Volkmar Falk (Switzerlan M00ONSs (Belgium), Barbara J. M. Mulder (Netherlands), Erwin Oechs
(Austria), Oliver Gaemperli (Switzerland), Martin Grabenwéger ( Jolien W. Roos-Hesselink (Netherlands), Markus Schwerzmann (Swi
Axel Haverich (Germany), Bernard lung (France), Athanasios Johi Lars Sondergaard (Denmark), Katja Zeppenfeld (Netherlands)
Folkert Meijboom (Netherlands), Christoph A. Nienaber (Germany), Marco Roffi
(Switzerland), Hervé Rousseau (France), Udo Sechtem (Germany), Per Anton Sirnes
(Norway), Regula S. von Allmen (Switzerland), Christiaan J.M. Yrints (Belgium).

ESC Guidelines 2003, 2010, 2020
Position papers & Recommendations for organization 2014, 2017,..
AHA / ACC Guidelines 2018, ESC Guidelines 2020

Dospeli pacienti s VCHS

vyzaduju

ESC GUIDELINES

2018 AHA/ACC Guideline for the Management of Adults With Congenital Heart
Disease

ren K. Stout, MD, FACC, Chair, Writing Committee, Curt J. Daniels, MD, Vice

air, Writing Committee, Jamil A. Aboulhosn, MD, FACC, FSCAI, Writing Committee
Member, Biykem Bozkurt, MD, PhD, FACC, FAHA, Writing Committee Member, Craig
8. Broberg, MD, FACC, Writing Committee Member, Jack M. Colman, MD, FACC,
Writing Committee Member, Stephen R. Crumb, DNP, AACC, Writing Committee
Member, Joseph A. Dearani, MD, FACC, Writing Committee Member, Stephanie
Fuller, MD, MS, FACC, Writing Committee Member, Michelle Gurvitz, MD, FACC,
Writing Committee Member, Paul Khairy, MD, PhD, Writing Committee Member,
Michael J. Landzberg, MD, FACC, Writing Committee Member, Arwa Saidi, MB, BCH,
FACC, Writing Committee Member, Anne Marie Valente, MD, FACC, FAHA, FASE,
Writing Committee Member, George F. Van Hare, MD, Writing Committee Member

PIl: S0735-1097(18)36846-3

10.1018/j.jacc.2018.08.1029

centralizovanu a specializovanu kardiologicku starostlivost’ timu

s expertizou vseobecnej kardiologie a
kardiolégie VCHS / pediatrickej kardiologie



ESC GUIDELINES
2020 ESC Guidelines for the management of

0, b TR E E adult congenital heart disease
',' .."}l';’ ) The Task Force for the management of adult congenital heart
| disease of the European Society of Cardiology (ESC)
for European Paediatric an on
ciety for ult Congenital Heart
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Endorsed by: Assoc n

(AEPC), Internatio

Centralizovana specializovana ZS o VCHSD
= | Optimalny scenar :
» 1 specializovane pracovisko pre 5— 10 mil. populaciu

» |okalizovane ,,pod 1 strechou™ dospelej a pediatrickej
kardiologie a kardiochirurgie = spolocne kardiocentrum s
=) expertizou pre cele spektrum kardiologickych dg od',,0 po 100"

» Vv tesne] navaznosti na akademicku a univerzitnu podu
» zabezpecujuce komplexnu ZS o dospelych s VCHS

* umoznujuce hladky transter z pediatrickej starostlivosti do
dospelej po zavrseni dospelosti = kl'ucovy moment v priebehu ZS

"




Na Slovensku s 5 miliénovoq populaciou
optimalna konstelacia v NUSCH a.s.

Detské kardiocentrum ,Dospely“ NUSCH ass.:

NUSCH a.s. ¢ samostatné Odd. pre VCHSD
_jedine vSR___
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. svojho druhu jedinecné pracoviska
/‘__ s celoslovenskou p6sobnostou




Pozadovane vybavenie

... S pozadovanym =

Holter monitoring

vybaven IM esc 2014 Stress ECG

Ambulatory blood pressure monitoring

Event recorder

Cardiopulmonary exercise testizg

Echocardiogragks

P2 L catheterization in CHD
Interpreted
Catheter intervention in CHD
Participated
Electrophysiology in CHD

Participated

Baumgartner et al. European Heart Journal (2014) 35, 686—690

e araiclogist with ACHD certification

ACHD imaging specialist (certified in TTETOE,
CMR, CCT)
Congenital interventional cardiologist
CHD surgeon
Anaesthesiologist with CHD experience and expertise

pecialist nurse (if national professional nursing

odies allow specialization)
Invasive electrophysiclogist with ACHD experience
Pulmenary vascular disease expert
Clinical geneticist
Psychologist

Social worker

Palliztive care team
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... za takouto realitou je obrovsky entuziazmus
a velke usilie zainteresovanych
Jane Sommervile, the mother of GUCH, in 1975 opened the
world’s first dedicated ward for young adults with CHD (for GUCH)

This section edited by J. Willis Hurst, MD and W. Bruce Fye, MD, MA.

Jane Somerville

Carole A. Warnes, MD, FRCP, FACC

Division of Cardiovascular Diseases and Department of Internal Medicine, Mayo Clinic,

Rochester, Minnesota, USA

Jane Somerville (Figure 1), born Jane Platnauer in London,

England, in 1933, can arguably be described as the mother of

(11 own up Lﬂnqenltal Heart Disease l(;UL H).” Although

pursue her passion of clinical teaching of this z,ub—apemalh,
There can be no doubt she has trained more fellows in
congenital heart disease than any other physician, so much
so that a large fan club of ex-fellows called “the Unicorns”
gathers at every World Congress of Pediatric Cardiology (a
meeting she founded) to celebrate her life and work. She
pursued her interest in adult congenital heart disease at a
time when the focus of the world was on pediatric cardiology
and cardiac surgery; no one having recognized the need to
take care of this increasing population as they grew up. In
an era when very few women physicians were recognized,
she became internationally renowned as a world leader in
her field.

disease when much was being discovered in the area of clin-
ical diagnosis and cardiac catheterization. Wood, a master
clinician, taught Somerville about meticulous interpretation
of clinical signs and auscultation in relation to physiology
and hemodynamics. Fascinated by congenital heart disease,
she recognized the need to understand pediatric cardiology
and, against the rules, escaped periodically to work at the
Hospital for Sick Children in Great Ormond Street in Lon-
don, learning about infant medicine and surgery with Drs.
Bonham Carter and David Waterston.

Despite the challenges of being a woman cardiologist in
that era, Dr. Somerville “broke the glass ceiling” and was
"u:lpcnmted as a Consultant at the National Heart Hoc.pltal in

She recognized that following the huge su
pedla ric cardiac surgery there was a rapidly increasing
population of adolescents and adults with congenital
heart dle"lbt requir mg mformed medical care. Their




... za slovenskou realitou dlha cesta, pocetni entuziasti,
najma vsak nepredstavitelné usilie zainteresovanych

= Pocetné aktivity a apely lekarov DKC SR a NUSCH a.s.
= tisicky odliecenych dospelych pacientov v.improvizovanych podmienkach
= v ramci SKS zalozenie sekcie pre VCHSD 2002
= desiatky prednasok, publikacii ...
= apely, navrhy na riesenie, ziadosti na zodpovedné miesta ... vcitane MZSR

DKC <> NUSCH

> Odd. VCHSD

DKC SR .
NUSCH




Fungujuci transfer (prevod)

pacienta zo starostlivosti pediatrickeho kardiologa do starostlivosti kardiologa pre dospelych

= klucovy moment ZS

Preco?
prerusenie ZS = nefungujuci transfer
najcastejsia pricina komplikacii zdravotného stavu

USA 34%
Kanada 26%
EU 6,5% - 40%

Fungujuci transfer vyzaduje:
Specialne organizovanie ZS

na oboch stranach: pediatrickej aj ,dospelej” ZS, tak aby
tranzitné obdobie, véitane samotného transferu prebehlo hladko
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Tranzitne (prechodove) obdobie

Prechod do starostlivosti kardiologa pre dospelych
viacrocne obdobie specialne zamerané na vzajomne odovzdanie ZS:
— pripravna tranzitna (prechodova) faza
— transferova (samotny prevod) vizita

— podpora po transfere



Ly Tranzitne (prechodove) obdobie

Prechod do starostlivosti kardiologa pre dospelych

viacrocne obdobie specialne zamerané na vzajomne odovzdanie ZS

na oboch stranach pediatrickej aj ,dospelej* ZS

tranzitny tim / tranzitny program:

yrranzitny tim“ pozostava:

kardiolog erudovany vo VCHS: detsky a pre dospelych
vo VCHS orientovand sestra,
klinicky psycholog, socidlny pracovnik

Tranzitny program musi obsahovat aj aspekty:

mentdlneho zdravia (psychického well-being)
dobrej kvality zivota

Pravidlo ,,4“ dodrziavat:




Inform me: CHD, Tx, zivotny $tyl, prevencia, sexualita, gravidita, reprodukcia,
planovanie rodiny, celozivotné sledovanie

Engage me: ni¢ bez méjho suhlasu — argumentacia pre¢o Tx je nutna.
,Home Education Activities Diet Drugs Depresion Sex Safety“ (HEADDDSS)

Empower me: adekvatne znalosti, participacia na rozhodovani, zodpovednost’ za seba
samého

Partner with me: starostlivost’ zamerana na pacienta a jeho problémy




TR Tranzitne (prechodove) obdobie

Prechod do starostlivosti kardiologa pre dospelych:
viacrocne obdobie Specialne zamerane na odovzdanie ZS na oboch stranach pediatrickej aj ,dospelej* ZS

— pripravna tranzitna (prechodova) faza v pediatrickej ZS radovo 2 -6 rokov

LN ) CONGENITAL CARDIOLOGY TODAY
] q Tirmely News & Information for Congenitalstructural Cardiologists & Cardiothoracic Surgeons Worldwide

North American Edition
Vol. 19 - Issue 7

Eﬁ STARTING A TRANSITION PROGRAM

TABLE1 Transition Curriculum Topics*" TABLE 2 Transition Checklist

Tab. 1 Témy ,ucebnych” osnov pre ,prechod® Tab. 2 Kontrolny zoznam ,prechodu”



faza . pediatrickej ZS:

STARTING A TRANSITION PROGRAM
TABLE1 Transition Curriculum Topics® " TABLE 2 Transition Checklist

Pripravna tranzitna (prechodova)

Tab. 1 Temy ,ucCebnych® osnov pre ,prechod":

zakladne vedomosti o VCHS lekar

poucenie: kedy prakticky lekar lekar
« Zivotny Styl a pohybove aktivity /lekar/psych
« vzdelavanie, zamestnanie lekar/psych/socialny prac
» planovanie rodiny lekar

psychosocialne problemy: depresia, strach, rozhodovanie
0 sebe,... psych / psychiater

problemy lekar

e arytmia
« |E
o zenské”®

TABLE 1 Transition Curriculum Topics™ ™

Mame of lesion and previous interventions
Medical therapy

Residual hemodynamic issues

Symptoms and how to respond
Diagnostic tools in follow-up
Understanding of fregueancy of follow-up

Managerment options

Mon-Cardiac Issues
Followr-up with primary care physician
Mon-cardiac procedures/surgeries

Lifestyle Habits and Exerciss

Healthy eating
Physical fitmess

MNeead for exercise imitations due to Congeanital Heart Disease

Weight coninol

Avgidance of high-risk behaviors

Career, Vocational, and Insurance Planning

Marriage and family planning
Educaticon
Emiplonyrrmeenit

Life and health insurance

Psycho-Social lssues
Anxiety and depression
Self-care and self-advocacy

Decision making

Arrhythmia Concermns

Risks

Signs and sympionms
Screening tools
Diagmnostic tools

Management options

Signs and symptorms

Indications for antibiotics prophylaxis

Females Only

Contraceptive options and risks
Pregnancy risks
Management of pregnancy plan

Risk of transmission of congenital heart disease



TABLE 2 Transition Chechklist

Transition checklist items by age

.. Pripravna tranzitna (prechodova) i

i + | can describe my medical condition{s).

| can name my medications and kow what they are for and

faza . pediatrickej zs: i amunt & e | naed 1 take them

| kmow myy allergies to medications and medicines | should
not take.

STARTING A TRANSITION PROGRAM © 1 knmoww vy doctor’s and nurses” names and roles.

can use and read a thermometer.

TABLE1 Transition Curriculum Topics® " TABLE 2 Transition Checklist

can ask and answer at least aone guestion during my

Tab. 2 Kontrolny zoznam ,prechodu®: | bt oo o

can manage my medical issues at school.

kmoww mry doctor's phone number and can call my doctor's
office to make or change an appoimtrment.

" Before my doctor’s visit, | think about questions to ask.

Il co ma vediet v ktorom veku!!! < 1 have access to my own MyChart account and have

checkead My Chart.

knoraw thie names and purposes of the medical tests that are dome.
1 kmoww whiat can make my medical condition or health worse.
( ] 12 — 14 k < | kmows my meedical history.
F'OKOV
. answer most of the questions during a health care visit.

understand what dregs and alocohol do to my medical
condition and health.

understand how My condition affects my sexuality and
sex functions.

keep track of and keep my doctors” appointments.

[ J 15 — 1 7 k " 1 kmow where to get medical care when my doctor’s office
F'OKOV @ care 4

is closed.
kmoner howw to fill out medical forms.

knmoww how to refill my medications and who to contact
regarding rmy medication refills {(pharmacy or doctor's office).

“ | carry important health information with me at all times
{insurance card, allergies, medications, emeanrgency contact info).

* 18+ rokov ...ja a moja rodina méme néazor, et o cheok My obe ane edee TP
Ze som schopny robit rozhodnutia o svojom + My family and | have discussed my ability to make my own

, health care decisions at age 18.
Zdl"a VI, ZS, P « | understand how health care privacy changes at age 18.

hawe a plan so | can keep my health insurance after 18 or older.

hawve identified an adult physician for transfer of my care.

hawve made an appointment with an adult physician for transfer
for medical care and am prepared for this appointment.

am aware of the resources available to me that | can usa in
regard to illness or disability.

ko howw to read a medical bill.




TR Tranzitné (prechodove) obdobie

Prechod do starostlivosti kardiologa pre dospelych
viacrocne obdobie specialne zamerané na odovzdanie ZS:
— prl’pravné tranzitna (prechodové) faza v pediatrickej ZS radovo 2-6 rokov

— transferova vizita (samotny prevod): osobne + transferova sprava so sumarizaciou a planom ZS



Philip Moons'?*% Ewa-Lena Bratt>*%, Julie De Backer”®?, Eva Goossens' #4810,
Tim Hornung'''2, Oktay Tutarel®'*'4, Liesl Ziihlke*'*''%'7_ John Jairo Araujo'®1?

ST Edward Callus?%2"?2, Harald Gabriel®?, Nauman Shahid??, Karen Sliwa2%-2%-27,

4, Hsiao-Ling Yang®®??, and Corina Thomet'*3%3!

Transfer / presun ZS = kriticky moment presunu ma byt:

* flexibilny, individualne stanoveny (18 - 25 r) v zavislosti od vyvojovej a psycho-socialnej zrelosti
* optimalne za pritomnosti pacienta, rodicoy, transferujuceho pediatrického kardiologa a
kardiologa pre dospelych

2 modely: join clinic model alebo introductory model:

Joint clinic mode Introductory model

Transition to adulthood and transfer to adult

care of adolescents with congenital heart ACHD cardiologist joins the last Visit to ACHD clinic and
disease: a global consensus statement of the :

ESC Association of Cardiovascular Nursing and 7 g visit at paedwtrnc cardnology P ol introduction of the team
Allied Professions (ACNAP), the ESC Working / {

Group on Adult Congenital Heart Disease :

(WG ACHD), the Association for European : : : .
Pacdiatric and Congenital Cardiology (AEPC), ACHD cardiologist Paediatric cardiologist ACHD cardiologist
the Pan-African Society of Cardiology

(PASCAR), the Asia-Pacific Pediatric Cardiac

Society (APPCS), the Inter-American Society

of Cardiology (IASC), the Cardiac Society of 1 ;

Australia and New Zealand (CSANZ), the PA , ADULT CARE ‘ ADULT CARE

International Society for Adult Congenital

Heart Disease (ISACHD), the World Heart EMERGING ADULTHOOD ADOLESCENCE EMERGING ADULTHOOD
Federation (WHF), the European Congenital

Heart Disease Organisation (ECHDO), and
the Global Alliance for Rheumatic and
Congenital Hearts (Global ARCH) Transfer




TR Tranzitné (prechodove) obdobie

Prechod do starostlivosti kardiologa pre dospelych:

viacrocne obdobie Specialne zamerane na odovzdanie ZS
— pripravné tranzitna (prChOdOVé) faza v pediatrickej ZS radovo 2 roky
— transferova (samotny prevod) Vizita: osobne + transferova sprava so sumarizaciou a planom ZS

— podpora vo véetk)'/ch aspektoch po transfere pokracovanie aj vo faze ,dospelej* ZS nutné



,Lifelong chroenic condition”

,Lifelong survelllance®

——
e L
\¢ [ 4

= transfer do ZS Odd. VCHSD

« 70% ostava v ZS centra pre VCHSD, kazdy
aspon 1x vysetreny

= |ntenzita sledovania urcena na 1. vizite,
zavisi od:

— komplexnosti VCHS

a od:
— komplikacii (PH, HF, IE, arytmie, cyandza)
— ziskanej KV choroby v dospelosti.

— extrakardialnych problemov a komplikacii

Baumgartner et al. EHJ (2014) 35: 686-690; EHJ (2021) 42: 563-645

Congenital heart disease ~ A lifelong chronic condition

Hospitalisations

[ﬁj

Recurrence of CHD

Pregnancy complicatio
Maternal mortality
MNeonatal complications

Hypertension

Arrhythmia

|

Coronary complications
Aortic syndrome

Need for repeated
operations and |nter'vent|ons

@@

Emergency admissions

Exercise intolerance
Depressive symptoms
Reduced quality of life

0 \

Lifelong medical therapy
| 3
v 0
Sudden cardiac death

E — 1 )

Endocarditis

Stroke
Neurological
complications

&

Reduced life expectancy



Manazment VCHSD na Slovensku
populacia ~ 15 000

Region.kardiologovia + nemocnice Odd. VCHSD <:- DKC — NUSCH
\/USCH Kosice, SUSCCH BB NUSCH Bratislava
\
|
Komplexna BN

zdravotna starostlivost’

v zmysle Odporucani ESC
= diagnostika

N = [iecba vCitane Specificka terapia PH
\\. Bratislava

= dispenzarizacia

{
Vs

@ddyVEHSD

LESZUa NUSCH a.s.
Bratislava

MZ SR Statit narodného
Expertneho centra



ZOZNAM PRACOVISK

& Detska fakultna nemocnica Kosice
Detska fakultna nemocnica

s poliklinikou Banska Bystrica
% Fakultna nemocnica s poliklinikou

F. D. Roosevelta Banska Bystrica
® Narodny endokrinologicky

a diabetologicky ustav, n. o. Lubochna
© Narodny onkologicky ustav Bratislava
% Narodny ustav detskych chordb Bratislava
¥ Narodny astav reumatickych choréb Piestany
@ Narodny Ustav srdcovych a cievnych

chordb, a. s. Bratislava

@ Onkologicky ustav sv. Alzbety, s. . 0. Bratislava

& Specializovana nemocnica
sv. Svorada Zobor, n. o. Nitra

® Univerzitna nemocnica Bratislava,
Nemocnica akademika L. Dérera

® Univerzitna nemocnica Bratislava,
Nemocnica RuZinov

® Univerzit emocnica Bratislava,
Nemocnica Staré Mesto

B Univerzitna nemocnica Bratislava,
Nemocnica sv. Cyrila a Metoda

@ Univerzitna nemocnica L. Pasteura Kogice

¥ Univerzitna nemocnica Martin

¥+ Univerzitna nemocnica Martin,

Martinské bioptické centrum, s.r. 0.

@ info na www.sazch.sk
»H

Narodna exkluzivita a akceptacia
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Diagnogt
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Choroby imunitného systému
Choroby krvi
Choroby nervového systému
Choroby sluchu
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Choroby srdcovo-cievneho systému
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Choroby traviaceho systému
Choroby vylu¢ovacieho systému
Choroby zraku
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Metabolické choroby
Nervovosvalové choroby
Choroby koze

* BN

Choroby pohybového aparatu

=

Onkologické choroby

=

Reumatoldgia

Slovenska
Aliancia
Zriedkavych
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Spajame slovenskych expertov
pre zriedkaveé choroby
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European Reference Network |[pimmeriavaem

EU Member State (City) Healthcare provider

Cardiomyopathy Program Innsbruck, Department of Internal Medicine Ill,

Gssliesles) Medical University Innsbruck

Paediatric Heart Center Vienna, Department of Paediatrics,
Medical University of Vienna

Estonia (Tartu) Tartu University Hospital
- e a I Lithuania (Kaunas) Hospital of Lithuanian University of Health Sciences Kauno Klinikos

Lithuania (Vilnius Vilnius University Hospital Santaros Klinikos

Mem bers & A ffl\ ll.a te d Par tners Slovakia (Bratislava) ’r\fa(ional fz:rdiovafcn{l:re Ln;t:fyte&Slg::re?nedical University

Slovenia (Ljubljana) Clinical i for medical genetics, University Medical Center Ljubljana

Austria (Vienna)

Luxembourg (Luxembourg) Centre Hospitalier de Luxembourg

Malta (Msida) Mater Dei Hospital Malta
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2 ambulancie

|6zkoveé oddelenie

2 amb. sestry
Klinicky psycholog
socialna sestra

v spolupraci s ostatnymi oddeleniami NUSCH a.s.



Primari v mene kolektivu
Detského kardiocentra NUSCH a.s.

v spolupraci
so Specializovanymi pracoviskami v zahranici
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I. transfer a prvodiagnostika
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Michael A Gatzoulis

; - Nature Clinical Practice Cardiovascular Medicine 3, 2-3 (2006) | Cite this article
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Adult patients with congenital heart disease (CHD) are the beneficiaries of successful
pediatric cardiac surgery and cardiology programs around the world.! Over half of them
would have died before reaching adulthood had it not been for surgical intervention in
infancy and childhood. This success in treatment is exemplified by the fact that 96% of

children with CHD who survived infancy will live to at least 15 years of age.2 It has been

@ ESC European Hean[jjol.tl,;rlal—Qualwty ofOCare and Clinical Outcomes (2023) 9, 351-357 ORIGINAL ARTICLE
https://doi.org/10.1093/ehjqcco/qcad014
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Transition to adult care of young people with
congenital heart disease: impact of a service
on knowledge and self-care skills and
correlates of a successful transition
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* PROTOKOL PRE HODNOTENIE PRAVEHO SRDCA
PROTOCOL FOR RIGHT HEART EVALUATION

Protokol sledovania
pacientov s Fallotovou tetralégiou po kompletne] korekcii

Fallotova tetralégia: Kompletna korekcia: MNeskoré komplikdcie:
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Pre pacie

€o je Vrodens chyba srdca?

Vrodens chyba srdca (VCHs)

e na;laﬁln{au vrodenoy chybou
Postihuje as; 1

% ¥ivo Narodenych deti V detstve jo najlastejioy
chybou defekt komorového (30%) a Predsiefiového septa (10%)
Menej tasto sa jedného pacienta Vyskytuji  viaceré chyby
mbindcii, tzy. komplexné srdcove chyby

> Sa delia na
Vanotické chyby (70%)
bez skraty,

favo-pravym skratom » PO jeho korekeii (s dobrou hiadinou

ika v krvi v kude aj pri ndmahe) a :
€ chyby (30%), teda chyby s pravo-favym skratom a tym
1 hladinoy kyslika v kryi, v ddsledku toho dochadza k
Prstov, pier, jazyka, palickovitym prstom a k

cerych organovych systémov,

3 pokrokom v medicine doZije dospelosti viac ako
‘lom veku sg najéastejie?

“hlopiia (stenéza a/alebo aortalna

'morového septa




Cyandza

Plicna hypertenzia

Prevencia infekénej endokarditidy
Riziko tromboembolickej choroby
Arytmie s potrebou lieéeb. dorieenia

Kardiostimul&tar

Uy
Yo

Arteficidlna chlopria
yp

Perkatetrizadny okldzor
yp

Stenty

Iné (koily)

Casté otazky:
Je moiné vyietrenie MRIT

Je moZny rekreacny Sport?
- swyldéenim:

Gravidita - predpoklad. fyziologicka
- vysoko rizikova
- neodpordéana

Dalsie obmedzenia:

Poznamky:

Preukaz pacienta s VCHS

Preukaz pacienta
s vrodenou srdcovou chybou

Meno:
Priezvisko:
Rodné &isla:
Krvna skupina:
Adresa:

Kardiolog:
Pracoviske /Tel:

Spracovali: PS pediatricke] kardiolégie SKS
a S pre chlophove a vrodena chyby srdca v dospelom veku

Diagnoza:

Vedlajsie dg:

Ostatné dg: (sUvisiace s VCC/s operaciou, vy2adujlce

riefenie)

Operacie / Intervencie (vykon + datum):

Rezidualne nalezy:

Pridruzené nalezy:

Laboratrorne nalezy:
Saturacie 02
Hemoglobin (Hi)
Hematakrit (Ht)
MR

Terapia:
- antikoagulaéna fantiagregaéna:

- ina terapia:




ABILITY TO UNDERSTAND THEIR CONDITION

European Heart Journal - Quality of Care and Clinical Outcomes (2023) 9,351-357 ORIGINAL ARTICLE
ESC https://doi.org/10.1093/ehjqccolqead014
European Society
of Cardiology
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7 L congenital heart disease: impact of a service roor

on knowledge and self-care skills and
correlates of a successful transition
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Without LD With LD

Ready Steady Go Ready Steady GCo

,opravne strukturovany prechod (transition) ABILITY TO NAME THEIR CONDITION

dospievajucich a mladych dospelych s VCHS: mraran

Ready Steady Go Ready Steady Go

- dokaze vyznamne zlepsSit’ schopnosti, zruénosti a znalosti v oblasti Without LD Wieh LD
starostlivosti o seba ABILITY TO DESCRIBE THEIR CONDITION

HFully
HPartially
HEunable
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£
B
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- zalozeny na kontinualnej a dlhoroCnej spolupraci tranzitného timu s
pacientom a s rodinou

- prechod nie je mozné absolvovat pri jedine] navsteve, ale je to
viacro€ny a viacstupnovy proces vzdelavania a pripravy
na zivot s VCHS v dospelosti “

Percent, %

Ready Steady Co Ready Steady Go
(S —_———
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