PO DYNAMIC STRUCTURE TO FAVOR m

COMMUNICATION AND EFFICIENCY  eorepe’

HHT

europe

SAVETHEDATE

54 4/5 NOVEMBER 2023 ./
'MARTIN JIMENEZ FERNANDEZ GOLDEN TULIP HOTEL i S
LEIDEN - NETHERLANDS '} 1 B
a t 1 ' '
\ J Schipholweg 3, 2316 XB Leiden
+31 71 408 3500 1 s

LUISA BOTELLA CUBELL .



Mission Vision il
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The HHT Spain Association aims to become the national reference in supporting patients and
families with HHT.

We want to represent, promote and defend the rights of those affected by HHT, as well as
develop projects that improve their quality of life.

Promote and support lines of research and raise awareness in society by giving visibility to
people who suffer from rare diseases and HHT in particular.

Joint effort through the associative movement, to seek for solutions and build a common
project. To strive for excellence in health care within the national territory.

To support a collaborative system between the different international HHT associations, thus
enabling harmonized synergies, and to support the creation of international reference centres
or clinical units that guarantee the universality of healthcare for HHT patients regardless their
country of residence. www.asociacionhht.org
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GENERAL MEMBER ASSEMBLY

It is the Association's highest decision-making body.
Ordinary meetings are held once a year.
It plans and approves the most important decisions made or to be
taken during the year.

BOARD OF DIRECTORS

Representative body that manages and represents the interests of the Association in
accordance with the provisions and directives of the General Assembly. It is made
up of several completely volunteer members

ADVISORY COMMITTEE

Advisory body of the Board of Directors, composed of patients,
physicians and researchers,

TERRITORIAL COMMISSION

Group formed by partners representing each geographical area within the country,
collaborating and informing the board of events that happen in their respective areas
and promoting relationships between the associates of each region.w.asociacionhht.org
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MAKING THE ASSOCIATIONAL
MOVEMENT STRONG

Members must feel fully represented, that they are listened to and that they have an easy and
communication channel with the representatives of the association, which makes them feel accompanied
and supported.

www.asociacionhht.org
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THE ASSOCIATIONAL
MOVEMENT

Q a meeting every 3 months
Google Meet \ Q

Google Meet ;“e)
a meeting annual

What;App

Google Meet

1 meeting per month

BOARDS OF
DIRECTORS

y"/r’-_> ‘_-\-\'x
|: |
\ 4

What;App

HHT CONGRESS

a meeting every two vears

www.asociacionhht.org
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www.hhteurope.org
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400

Increase of full membership

300
from 2019 until 20 October
2023
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www.asociacionehht.org 0
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REPRESENTATIVE
HARO ESTEVEZ GOMEZ
N2 OF MEMBERS: 27
N2 EMAILS: 27
Ne WHATSAPP: 27

ASTURIAS

REPRESENTATIVE
MONSERRAT ARDEVOL
LLOPIS
N2 OF MEMBERS: 1
N2 EMAILS: 1

EUSKAL

REPRESENTATI /

Yolanda Mermo Ortiz :
No. of members: 16 NO. OF EMA ;

No. of emails:; 16 N2 of WHATSAPP: 44
N2 WhatsApp : 14

NeWhatsApp: 1
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ATIVE
f RINO ORTIZ
0. OF MEMBERS: 9
O. OF EMAILS: 7

° of WHATSAPP: 6LA RIOJA

)

REPRESENTATIVE
ESTHER LASA MUNOZ
N2 OF MEMBERS: 5
N2 EMAILS: 5

N2 WHATSAPP: &

ARAGON |
CATALUNYA

REPRESENTATIVE
\ ¥ REPRESENTATIVE
o . NEUS VALLES PEREZ
Y, Ne WHATSAPP: 11 N OF MEMBERS: 41
ﬁ ﬂ Ne EMAILS: 41
© &, 4 Ne WHATSAPP: 34
< www.asociacionhht.org
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TILLAY
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PRESENTATIVE

A DEL RIO ROBLES

N2 OF MEMBERS: 33
N2 EMAILS: 29

Ne WHATSAPP: 28

QQ

-

MADRID «
REPRESENTATIVE
REBECA ANDRADAS RIVAS
Ne OF MEMBERS: 90
N2 EMAILS: 86
Ne WHATSAPP: 62 COMUNITAT
NS MANCHA  VALENCIANA
d RESENTATIVE
CARLOS.SIERRA OLIVA REPRESENTATIVE
O ‘ﬂ Ne OF MEMBERS: 6 ISABEL BRINAS ANADON LOU%%E&%EAI\IJSR\((E:'NA
o ﬁ & N2 EMAILS: 6 4) N° OF MEMBERS: 14 N2 OF MEMBERS: 41
0 . N¢ EMAILS: 10 .
< N WHATSAPP: 7 N2 WHATSAPP: 16 NSEMAILS: 36 ht.org

NIOWA/LIATCADD: 1 K
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AS CANARIAS
=3
REPRESENTATIVE @
Soraya Diaz Diaz )
N2 OF MEMBERS: 22 &
N2 EMAILS: 22 -
N2 WHATSAPP: 21
ISLAS BALEARES
MURCIA
\ ' REPRESENTATIVE
& REPRESENTATIVE REPRESENTATIVE Veronica Pozo Cano
i M2 CARMEN ALMAGRO TONI JIMENEZ N OF MEMBERS: 5
o tf ﬂ TORRES BARQUERO N2 EMAILS: 5
@) N°e OF MEMBERS: 27 4] N° OF MEMBERS: 5 Ne WHATSAPP: 10
< N2 EMAILS: 27 N2 EMAILS: 5 www.asociacionhht.org

NIOWA/LIATOCOCADD: DN NIOWA/ILIATOADD: £



Consultations HHT
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Consultation service via the web. They are answered by
the Vice-President of the Association, Nuria Cuadra, = Consultations
supported by the members of the Advisory Committee. 75

¢Estas diagnosticado de HHT?

Si

Hora preferida para la llamada

anas de lunes a viernes

Man

Autorizo el tratamiento de mis datos con la finalidad de resolver mi consulta, asi como ef
envio de comunicaciones de actividades y/o servicios prestados por la Asociacion HHT
de acuerdo a su Politica de Privacidad.

-14=2?

2020 2021 2022 2023

http://www.asociacionhht.org/preguntas-frecuentes/ www.asociacionehht.org
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o --‘\ European
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. ‘3 Reference

L o. Network

for rare or low prevalence
Federacion Espanola de complx diseases
& Network
Enfermedades Raras Vascular Diseases

(VASCERN)

Red Europea de Referencia (ERN)

Centro de Investigacion Biomeédica sobre Enfermedades Vasculares Raras

En Red Enfermedades Raras

****

¥ &« EURORDIS

La voz de los pacientes de todas las
Enfermedades Raras en Europa

europe

Asociaciones

Europeas de HHT



WEB AND SOCIAL NETWORKS HHT
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Nuestra web y las redes sociales




RESEARCH AND CLINICAL CENTRES HHT
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INVESTIGACION Y CENTROS CLINICOS

U H\ CONSEIO SUPERIOR DE INVESTIGACIONES CIENTIFICAS H rgarita Salas
‘ Dpto Fisiologia y Farmacologia
GERENCIA DE ATENCION ESPECTALIZADA AREAS Nl y IV?
’ TALCOMARCAL STERRALLANA

Centro de Investigaciones UNIVERSIDAD DE SALAMANCA
Biologicas. CSIC - MDRID

o
N VNI\/IIZP\QID AD atide
fs?-@% DSALAMANCA [BSAL:

UNIDAD MEDICINA INTERNA.
HOSPITALSIERRALLANA.
TORRELAVEGA

Iml Bellvitge

Hospital Umversﬁan
UNIDAD FUNCIONAL HHT

UNIDAD HHT DE HOSPITAL
UNIVERSITARIO BELLVITGE.
BARCELONA

Hospital Universitario
Ramon y Cajal

-
M
SaludMadrnd

Bl comunidad de Madrid

"u Hospital Universitario

UNIDAD MEDICINA INTERNA DFL. piET SO I e Fundacion Alcorcon

HOSPITALRAMON Y CAJAL. MADRID

UNIDAD DE ORL HOSPITAL
UNIVERSITARIO DE

HOPITAL UNIVERSITARIO ALCORCON. MADRID
CRUCES. BARAKALDO

Osakidetza

mnuom AL O RALLA
s



PROJECT OF PATIENT’S  HHI
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CARD/APP

HHTS

Asociacion HHT Espana

Asociacion HHT Espana - . - - rp o . .
: = Actualizaciones: Telangiectasia hemorragica hereditaria:

CARNET DEL SOCIO I A enfermedad de Rendu-Osler-Weber
N° de socio : Fecha de alta: :
Nombre
Apellidos
Direccion Resumen Segundas Guias Internacionales para el Diagnostico y

. Manejo de la Telangiectasia Hemorragica Hereditaria

CPy Poblacién:
Provincia ¥ Red Europea de Referencia en Enfermedades Vasculares
Paciente de HHT Multisistémicas Raras - VASCERN. Recomendaciones generales

Telf contacto
Profilaxis antibiotica. Farmacos actuales para el tratamiento de

epistaxis/sangrados gastricos

Lea el QR Contiene Informacion importante
para el tratamiento como paciente de HHT

Project for the creation of a membership card for the HHT Association in which data will be collected to help the doctor or
healthcare assistant to identify the patient as well as some of the patient's pathologies, previously suffered by the patient. .
: . . , , wwwasociacionhht.org
It will also show in a general way those clinical procedures that are not advisable to carry out as a HHT patient.
All of this is done by reading a QR code to access this information or the link to the general information.
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www.asociacionhht.org
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