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CAS CLINIC

» Pacient de 56 anys, treballa en la construccio
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INTRODUCCIO
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CANVI EN LA SUPERVIVENCIA

CONGENITAL HEART DISEASE

Changing Mortality in Congenital Heart Disease
Age at death (years)
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PREVALENCA ACTUAL
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PREVALENCA ACTUAL

The prevalence of adult congenital heart disease, results
from a systematic review and evidence based calculation

Teun van der Bom, MD, *" Hf:rm_j Hnullll MD, PhD,* l-nlkf:rl_] “Cllhnﬂlll MD,

Table I. Crossseciional siudies prevalence of CHD in o ESPANyA (INE) :
38 milions adults (>18 anys)

Year Year Age -
Author study estimate Cou population S
T — 114.000-231.800 adults amb ¢C B
Billet et al 22 2008 2005 UK =19

o o CATALUNYA 2017 (Idescat):
6 milions adults (219 anys)
18.000-36.600 adults amb CC

Owerall prevalence (weighted mean)
*COMNCOR is still recruiting ond therefore not included in the weighted

Table Il. Adult CHD prevalence

Year Year

Author study estimate Country

Current study —
Warnes et al* 2001 2000 Usa 1940-198%9 11-40 4200 57% 3560
Somerville®* 2002 2010 UK 1940-1990 20-70 4000 55% 3300
Hoffman et al** 2003 2002 Usa 1940-198%9 16-60 g912 207%-44% 1770-3880
Fredriksen et al®® 2007 2005 Norwery 1940-1989 16-64 7800 &2% 4810 Overall prevalence -
Shiina et al” 2009 2007 Japan 1947-1992 16-60 10400 7% 3930 —
Daliento et al*® 2011 2032 Ity 1982-2023 11-49 4200 &3% 3907 0
Current studly 2011 2008 The Netherlands  1940-1989 18-68 8979 36% 3228
Overall prevalence [mean) 3548




ENVELLIMENT DE LA POBLACIO

» Major percentatge de FRCV classics i neoplasies malignes

» Pacients que han sotmesos a PAL-LIACIONS / cirurgies REPARADORES (no CURATIVES)

Cardiologia CC del adulto

Servicio de apoyo social (formacién nivel 3)

Electrofisiologia

Insuficiencia cardiaca/

Psicologia/ psiquiatria Cardiologia pediatrica trasplante

Cirujano congénitas/

Obstetricia Trasplante

Genética Anestesia cardiaca

Cuidados intensivos

Técnica de imagen Cardiologia intervencionista

Neumologia/Unidad

de HT pulmonar - v’u“
Enfermeras ® d Hebron

Reumatologia Anatomia patolégica especializadas e e




ENVELLIMENT DE LA POBLACIO
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ENVELLIMENT DE LA POBLACIO
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ENVELLIMENT DE LA POBLACIO
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Clinical Transplantation

Transplantation for complex congenital
heart discase in adults: a subanalysis of the
Spanish Heart Transplant Registry

Panmiagua Martin MJ, Almenar L, Brossa V, Crespo-Leiro MG, Segovia
1, Palomo J, Delgado J, Gonzilez-Vilchez F, Manito N, Lapge E, Garcia-
Guereta L, Rodriguez-Lambert JL, Albert INC. Transplantation for
complex congenital heart disease in adults: a subanalvsis of the Spanish
Heart Transplant Registry.

Clin Transplant 2012 DOL: 1000111 5139900122012 01611 x. © 2012
John Wiley & Sons A S

Abstract: Background: Congenital heart diseases (CHDs) have high
infant mortality in their severe forms. When adulthood is reached, a heart
transplant (HTx) may be required. Spanish adult population transplanted
for CHI? was analyzed and compared with the most frequent causes of
HTx and betwesn different subgroups of CHID.

Materials and Methods: A total of 6048 patients (HT x 1984—2008) were
included. Pediatric transplants (<15 vr), combinad transplants, reHTx,
and HTx for heart diseases other than idiopathic dilated cardiomyopathy
(IDCM ) and ischemic heart disease (IHDY) were excludad. Total patients
included: 3166 (IHD = 1888, DM = 1223, CHD = 55). Subgroups
were studiad as follows: (1) single ventricle with pulmonary stenosis

(n = 18),{2) single ventricle with tricuspid atresia and Glenn/Fontan
surgery (n = 10), (3) congenitally correctad transposition of the great
vessels (TGV) orwith switch atrial surgery (n = 10), and (4) CHD with
right ventricle overload (n = 17).

Results: Survival probability was different between groups (p = 0.0001).
Post hoc analysis showed some differences betwesn groups (CHD vs.
IHD, p = 0.05;, CHD vs. IDCM, p = 0.5; THD vs. IDCM, p = 0.0001).
Early mortality was different betwesn CHD subgroups (group 1 = 19%,
group 2 = 40%, group 3 = 0%, group 4 = 20%; p < 0.001); however,
overall mortality did not show differences betwesn subgroups (p = 0.5).
Conclusions: The percentage of Spanish adult HTx patients for CHID &
low { 1% ). The survival curve is better than for other HTx causes (THD).
Mevertheless, early mortality was higher, particularly in some subgroups
(Fontan).
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NECESSITAT D'ATENCIO

ESPECIALITZADA

Specialized Adult Congenital Heart Disease Care
The Impact of Policy on Mortality

Darren Mylotte, MD: Louise Pilote, MD, MPH, PhD; Raluca lonescu-Ittu, PhD;
Michal Abrahamowicz, PhD; Paul Khairy, MD, PhD: Judith Therrien, MD:
Andrew S. Mackie, MD, SM: Ariane Marelli MD, MPH
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RECOMANACIO ORGANITZACIO

UNITATS D'ATENCIO

Electrophysiology laboratory
Pacemaker/ICD implantation

sl worker ~==1 3CA suprarregional de referencia

Cardiovascular pathologist At least 1

Table | Staff requirements of a specialist grown-up Table2 Equipment requirements of specialist
congenital Rearaeentre grown-up congenital heart disease centres
ECG
Adult/paediatric cardiologist with GUCH certification At least 2 Holter monitoring
. . Stress ECG
GUCH imaging specialist (echo, CMR, CT) At least 2 Ambulacory blood pressure menitaring
Congenital invasive cardiologist At least 2 Event recorder
Cardiopulmonary exercise testin,
CHD on At least 2 pr mona’ &
surge cas Echocardiography (including transoesophageal echo, 3D echa)
Anaesthesiologist with CHD experience and expertise At least 2 CMR imaging
Invasive electrophysiologist with GUCH experience At least 1 Cardiac computed tomography
Catheterization laboratory
Psychologist At least 1 —_—
l
l

Cardiac surgery operating room

A

UCCA regional centro A UCCA regional centro B

y

Profesionales Cardiologos Profesionales
de atencion primaria generales de atencion primaria
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ORGANITZACIO NACIONAL
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ORGANITZACIO NACIONAL

ESPANYA (INE)
35 - 38 millons adults (>18 aifos)

% 114.000 -231,000 adults amb CC
= 301 N° de Centres: 31 agHits el
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= 20
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PERDUES EN EL SEGUIMENT

Lapse of care as a predictor for morbidity in adults with
congenital heart disease

Elizabeth Yeung, Joseph Kay, Genie E. Roosevelt, Mary Brandon, Anji T. Yetman *

International Journal of Cardiology 125 (2008) 62— 65

- 158 pacients inclosos

Table 4
-63% pérdu a>2 anys en transfer Factors associated with need for urgent intervention: univariate analysis
. . Factor Odds ratio 95% Confidence interval P value
- Mitjana perdua: 10 anys (2-50) _
Lapse of medical care 3.1 1.5, 6.8 0.003
_ Principal motiu: desconeixement Symptoms on presentation 4.3 2.1, 8.6 <0.001
Additional diagnosis made 9.7 3.8,24.6 <0.001

necessitat seguiment

® Vall
® d’Hebron

Barcelona Campus Hospitalari




MILLORES EN LA TRANSICIO

AHA Scientific Statement

Best Practices in Managing Transition to Adulthood for
Adolescents With Congenital Heart Disease: The Transition
Process and Medical and Psychosocial Issues
A Scientific Statement From the American Heart Association

Craig Sable, MD, FAHA, Co-Chair; Elyse Foster, MD, FAHA, Co-Chair;
Karen Uzark, PhD, PNP, FAHA, Co-Chair; Katherine Bjornsen, BSN, ARNP:

Mary M. Canobbio, RN, MN, FAHA: Heidi M. Connolly, MD: Thomas P. Graham, MD, FAHA:
Michelle Z. Gurvitz, MD, MS; Adrienne Kovacs, PhD, CPsych; Alison K. Meadows, MD, PhD;

Graham J. Reid, PhD, CPsych: John G. Reiss, PhD: Kenneth N. Rosenbaum, MD:
Paul J. Sagerman, MD, MS; Arwa Saidi, MB, BCh; Rhonda Schonberg, MS; Sangeeta Shah, MD;
Elizabeth Tong, MS, RN, CPNP, FAHA; Roberta G. Williams, MD, FAHA;
on behalf of the American Heart Association Congenital Heart Defects Committee of the Council on
Cardiovascular Disease in the Young, Council on Cardiovascular Nursing, Council on Clinical
Cardiology, and Council on Peripheral Vascular Disease

Transitien Teward Adulthood and Post School Options

Transiion Toward

Transinon Toward
Transition Toward School Adolescence
Programs Preschoal 3 >
R — Post School Program:  Employment
Preschool Pr Post Secondary education (2 or 4 year college

Birth to 3 Program “ﬁ' School Program or vocational school) >
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LA NOSTRA UCCAA

» 4176 pacients (51% homes)
» Edat mitja 36 anys (17-79)
» Mortalitat dltims 10 anys:
- 258 = 28 morts sobtades

» Transplantaments: . . .
- - - R e

- 8 cardiacs
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- 3 cardio-pulmonar S
- 1 cardio-hepatic
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CONCLUSIONS

> Les millores en el diagnostic, tractaments quirdrgic i medic, aixi com de I'esperanga de
vida en la poblacio general han contribuit a la millor supervivencia dels pacients amb CC

> Actualment existeix un major percentatge de pacients amb CC adults que infants

» Pacients que requereixen d'un maneig integral d'una patologia d'elevada complexitat
médica > atencio multidisciplinar + consum recursos

> Es imprescindible establir una adequada xarxa d'assisténcia i fer esforgos per evitar
les perdues en el seguiment - pitjor pronostic

> Les principals causes de morbi-mortalitat actuals arritmiques i ICC >
transplantament

2 Vuil
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