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- Hemos vivido episodios excepcionales
junto a personas extraordinarias.

- Lo explicamos hoy con una vision
actual que supera barreras y que se ha
ido consolidando en los ultimos 50
anos.

_____________________________________________________________________________

AVANCES DE LA HEPATOLOGIA: MUCHA GENTE CAI\/IINANDO
EN LA MISMA DIRECCION

______________________________________________________________________________






Indice de la presentacion

Asociaciones de pacientes hepaticos, nos identifican nuestros
objetivos: ayudar a las personas con enfermedades del higado

¢Qué hacemos? El trabajo del dia a dia, los proyectos y
actividades, ASSCAT, ELPA, FNETH.

Vision de futuro






¢ Cual es la experiencia de los pacientes en Euro
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N. Sheron. Alcohol and liver
disease in Europe — Simple
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of premature deaths.
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Fig. 2. EU member states categorised according to mortality
rate for chronic liver disease. Stable low (green) — Cyprus,
Ireland, Netherlands, Norway, Sweden. Decreasing (orange) —
France, Greece, Italy, Luxembourg, Malta, Portugal, Spain and
to some extent Austria. Stable high (red) — Belgium, Czech
Republic, Denmark, Germany, Poland. Very high or increas-
ing (black) — Bulgaria, Estonia, Finland, Hungary, Latvia, Lith-
uania, Romania, Slovakia, Slovenia, UK. Data from WHO HFA
atabase [46], errors bars = mean (SE), plotted with SPSS, data
m some of the newer EU members states was not availablg
time periods.

N. Sheron. Alcohol and liver disease

in Europe — Simple measures have the
potential to prevent tens of thousands
of premature deaths. J Hepatol 2015
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Policy strategies Alcohol Obesity Viral hepatitis
Fiscal and pricing Taxation Taxation
Minimum unit pricing Subsidies

Managing the
environment

Marketing regulation
Licensing
Minimum age of purchase

Marketing regulation
Nutrition labelling
Product reformation

Screening

Behavioural
interventions

Population level risk
factor screening and
referral to behavioural
intervenions

Multi-component lifestyle
interventions for weight
management

* Behavioural

* Diet

* Physical acivity

Screening of at-risk
groups

L. Pimpin et al.

Burden of liver disease in Europe:
Epidemiology and analysis of risk
factors to identify prevention
policies. J Hepatology 2018

Harm reduction services

Clinical

Immunisation (HBV)
Treatment as prevention




Poca informacion, estigma, falta de medidas de prevencion,
poblaciones marginadas, no tratamientos para todos...
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Tendencia en el consumo de alcohol per capita en algunos paises. (Data are from the
WHO Global Information System on Alcohol and Health) M Ezzati, E Riboli. N Engl J Med 2013



| A veces el
lcamino es...
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Tendencias en el numero de personas obesas, segun la region. Definen obesidad como un IMC >30.
M Ezzati, E Riboli. N Engl J Med 2013



Distintas velocidades, diferentes opciones, culturas diversas,
multiples sistemas sanitarios... El derecho a la salud es uno de los
Derechos Humanos reconocidos.
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M #NAFLDSummit
European Liver
Patients’ Association

Pre-summit on NAFLD

PATIENTS’ EXPERIENCES & VIEWS on NAFLD

Information for and from patients

Seville 26th September, 2019
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(Patients' and Consumers' Working Party)

EUROPEAN MEDICINES AGENCY ~ (EBPA

SCIENCE MEDICINES HEALTH

O

La Agencia Europea del Medicamento, EMA, es una agencia de la Union
Europea que se encarga de la evaluacion de las solicitudes de autorizacion

de comercializacion de medicamentos en la Union Europea y su supervision.

0 Del laboratorio al paciente: proceso de
como se aprueban las medicinas
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G Trabajando para todos los pacientes en Europa
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The burden of

liver disease in Europe

European Liver
Patients’ Association

E

The case of Hepatic Encephalopathy

The world is facing a veritable liver disease crisis.’
More than 844 million people worldwide suffer from
chronic liver disease (CLD).?

With a mortality rate of two million deaths per year,
liver disease is comparable to other major public

health epidemics, such as diabetes and pulmonary
diseases. Europe has the largest burden of liver disease
worldwide.® 500,000 EU citizens are estimated to be
living with advanced chronic liver disease.*

Hepatic encephalopathy (HE) is a serious complication
of advanced chronic liver disease characterised by

a loss of brain function, which occurs when the liver

fails to remove sufficient toxins from the blood. As per
the joint EASL and AASLD guidelines, up to 80% of
people with cirrhosis will develop minimal or covert
symptoms of HE during their clinical course, with up

to 40% suffering from fully symptomatic overt HE.®
HE equals increases in hospitalisations, healthcare costs
and mortality.® In Europe, HE is estimated to affect

up to 200,000 people.” However, the exact incidence

of HE remains unknown.?®

Liver disease is comparable to other major
public health epidemics

Liver Pulmonary Diabetes®
disease? diseases’® ‘

844 million 650 million 422 million
worldwide worldwide worldwide
2 million 6.17 million 1.6 million
deaths deaths deaths

HE is a serious complication
of advanced chronic
liver disease...

Ty

...and is
estimated to
affect up to 200,000

people in Europe’



26 de febrero de 2019
PARLAMENTO EUROPEO

Presentacion del libro blanco
de |la encefalopatia hepatica




The burden of liver desease
in Europe: The case of
Hepatic Encephalophaty - A
policy roundtable at the
European Parliament




Support, information, training
for patients and families
Projects
1. Direct attention to patients
2.Web and social networks
3. Publications

'orid Hepatitis Day ¢

Compromis amb les hepatitis
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Si hay tratamientos eficaces y curativos, los
pacientes queremos ir mas rapido
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Miembros de ELPA de Suecia, Espana, Israel, Reino Unido y Croacia
en el Congreso Internacional de la EASL en Viena, abril 2019
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Miembros de ELPA tras la cena de despedida de las jornadas de formacion
en Liubliana (Eslovenia), noviembre 2018



Journal of

A%l HcpatOIOgy

ELSEVIER Journal of Hepatology 51 (2009) 1068-1073

www_elsevier.com/locate/jhepj

Special article
Europe’s hepatitis challenge: Defusing the “viral time bomb”™

Nadine Y. Piorkowsky”

European Liver Patients” Association ELPA, F. De Renesselaan 57, B - 3800 Sint-Truiden, Belgium

Los hepatdlogos y los pacientes hepaticos se conocen tarde.
Esto es frustrante para el primero y potencialmente fatal para el
segundo, que a menudo se entera de su condicion solo después

de décadas.
Si se conociesen antes, muchas enfermedades hepaticas podrian

controlarse o incluso curarse.



Debilidades

Puntos débiles Lnternos
que restaw para Lograr
Los objcti,vos.

Oportunidades

Puntos fuertes tnternos
que ayudaw a lograr
Los objetivos.

Analisis DAFO para asociaciones de pacientes
hepaticos en el momento presente

Amenazas

Factores externos que
diﬁouLtaw el Logro de
mweetas.

Fortalezas

Coyunturas externas
que pueden potenciar el
Logro de Las meetas.



Analisis DAFO para asociaciones de pacientes hepaticos
en el momento presente

Debilidades Amenazas
-Falta de:
. : -Temas novedosos
experiencia _
: -Estigma
profesionales,
-Enfermedades

recursos, equipos

L, asintomaticas
y especializacion

Oportunidades Fortalezas
-Elevado n? de casos -Ya existimos
-Nosotros estamos -Conocemos el sector

-Organizacion -Adaptacion



Objetivos

TRABAJAR EN EQUIPO POR
LOS PACIENTES HEPATICOS EN
CATALUNA, ESPANA, EUROPA
y GLOBALMENTE

MANU

iacié Catalana de Pacients
Hepatlcs Patients' Association

FNETH






iMuchas gracias por su atencion!
Email: teresacasan@gmail.com



