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Why a World Pl Week? (1)

The objective is:

e Toincrease | Awareness & of PIDs

"Understanding |
* |n a coordinated way

e for a week (22-29 April)

‘ throughout the world




Why a World Pl Week? (2)

The target audiences of WPIW are:

e Patients & Society in general;
* Healthcare professionals;

* Government & authorities.

Communication

| media



Campaigns aimed at Patients &
Society (1)
e Why?

— Increase awareness & understanding

— Breach isolation of patients with PIDs and their
families

— Develop and/or increase social support to patients
with PIDs and their families.
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Campaigns aimed at Media (1)

e Why?
— Increase awareness & understanding.

— Wide diffusion among patients, society, &
healthcare professionals.

— Create leverage towards national/regional/local
authorities.



Campaigns aimed at Media (2
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Campaigns aimed at Healthcare A€
Professionals (1)

e Why?
— Increase awareness and understanding of PIDs.

— Create or increase the interest of healthcare
professionals (commitment with PIDs).

— The more aware and knowledgeable healthcare
professionals are, the:
* more patients are diagnosed;
* better care they receive;
* more support patients get.



Campaigns aimed at Healthcare @
Professionals (2)
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IV SEMANA INTERNACIONAL DE LAS INMODEFICIENCIAS
PRIMARIAS
JORNADA “AVANCES EN EL DIAGNOSTICO Y MANEJO DE LAS
INMUNODEFICIENCIAS PRIMARIAS (1DP’s)"
Sevia, Viernes 25 de Abril de 2014

Sospechay

o,
Igualdad, d del Plan
Andaluz de Enfermedades Raras (PAPER).

D. Carlos Jiménez Contrecas (Presidente dé AEDIP),

D. Laureano Fermdndez (Director UGP),

D. Diego Nufiez (Subdirector Médico i)

o R

09:209:50  Or. Olaf g

09:50 -10:20  Dra. An3 Garcia Alonso, (Hospital Virgen de la  Arritxaca ~Murcia-), “Como
diagnosticor las IDP’s *.

10:20-10:50 Dra. Aimudena Sampalo (Hospital Puerta del Mar ~Cidiz), “Defectos de lo
Pproduccion de Anticuerpos”.

10501120 Ora. Teresa Espafiol, (Profesora UAB y Asesora Médica del AEDIP),
“Inmunodeficiencias combinadas”.

11:20-11:40  Coloquio.
11:40-1200 Café.

12:0012:30  Ora. Berta Sinchez (Hospital Virgen del R la-),
comiin varioble-reto diognostico en nifios”

12:3013:00  Or. Ferreira (Hospital La Paz ~Madrid-) “Defectos de los células fogociticas”.

13:00-13:30 Dra. Marisol Camacho (Hospital Virgen del Rocio ~Sevilla-) “Enfermedodes
matorias”.

13:30-14:00 Coloquio
14:0015:30  Comida
Manejo de las IDP’s: Para Médicos, Pacientes y Familiares.

15:30-16:30 Mesa Redonda presidida por 1a Dra. Teresa Espafiol sobre “Tratomientos de los

* Dra. Nuria M: (Hospital Son Espases
*  Dr. Manuel Santamaria (Hospital Reina Sofia ~ Cérdoba-)
* Dra. Agueda Molina (Hospital Virgen del Rocio, -Sevilla-)

16:3017:00  Or. Antonio Gonzslez Meneses (Hospital Virgen del Rocio ~Sevilla-),
“Asesoramiento Genético. Conceptos Generoles”,

17:00-17:15  Clausura de la Sesidn a cargo del Presidente de AEOIP.
17:15-18:00 Caté

ASAMBLEA GENERAL ORDINARIA AEDIP ~SOCIOS-

18:00 Celebracién de la Junta General Ordinaria de AEDIP
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Local Organizers
Nahla H H Erwa

Wesal M Abbas

Najwa M Elbashir

ASID nominated trainers
Monika Esser South Africa.
Shereen M Reda Cairo, Egypt
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Campaigns aimed at Government &'¢"
authorities (1)

e Why?

— Educate politicians and government officials about
PIDs and the issues PID patients & their families
face.

— Politicians are the ones making the decisions on
treatment and care financing & reimbursement.

— The more a politician knows about a topic, the
more they can sympathise.

— Politicians increase willingness from sponsors to
fund activities.



Campaigns aimed at Government 8@
authorities (2)
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Conclusions

* WPIW is the best occasion for building a
momentum about PIDs in your country.

* Objectives and Target audiences depend on
the specific situation of the country.



