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Dando alas a las personas con Piel de Mariposa
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* Butterfly Skin is a rare and incurable condition that causes

extreme fragility of the skin - La Piel de Mariposa es una enfermedad
rara y sin cura que provoca una extrema fragilidad en la piel.

IN THIS PUBLICATION EN EL INTERIOR

Don Fisher; life and soul of the “Butterfly Children Golf & Ball”
Don Fisher, el alma del evento solidario Butterfly Children

- Pain is Eased with Good Company

debra
El dolor se pasa con la mejor compania

www.pieldemariposa.es Piel de Mariposa
www.butterflychildrencharity.com Butterfly Children
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INSURAMCE BROKERS

“Serving the expatriate community

for over 40 years”

Proud to be associated with this worthy cause.

Ted. +#34 85 268 22 T3

C.C. Guadalming IV

Locales 87-38, Guadalmina Alta

29670 San Pedro de Alcantara, Malaga
info@opdebasck-worh.com www.opdebaeck-worlh, com
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DON FISHER; LIFE AND SOUL OF THE
“Butterfly Children Golf and Ball”

Each and every June, an event takes place
that solidifies not only the support, but
the special relationship held between the
“Butterfly Children” and the Aloha Golf
Club. Don Fisher is a much needed and
valued piece of the puzzle. A true gentle-
man that shares a huge heart and a huge
smile with everyone he meets, who has
never failed to support the cause over
the last |6 years.

Why did you choose to support
DEBRA-The Butterfly Children Charity?
My relationship with the charity began
when the Founder, Inigo Ibarrondo built
my home in [1996. That’s when | first met
his family and his son, who, affected by
“Butterfly Skin” always had his limbs ban-
daged. Despite having worked with many
charities by that time, the distinct and ins-
tant connection | felt from the moment
| came across this cause, was unlike any
other, perhaps it was because | also knew
Inigo personally.

How did the idea to organize

a charity event come about?

Three of our members, Elisabeth, Mag-
gie and Carole, approached me with an
idea to organize an event in support of a
cause and asked for my help. | then rea-
ched out to Ifiigo for more details of the
mysterious condition which his child su-
ffered from and | instantly became aware
of how difficult life with this disease must
be, and in that moment, | agreed to help
however | could.

How do you remember the first years?
| was a member of the Executive Com-
mittee of the Club and as a result | was
able to ensure we could obtain the cour-

se free of charge. We held the first tour-
nament that year and I'll never forget the
moment we announced the amount we
had been able to raise as a result of our
efforts, a grand total of €35,000 It was an
incredible result; there’s no doubting the
generosity of the Aloha Golf Club and its
members.

How has the event progressed

over the past 16 years?

The most concerning times we faced
were in 2008, when the unforeseen arri-
val of the financial crisis hit us hard. That
was a very difficult time for us. It was the
year that we were most challenged to rai-
se funds, in comparison to previous years.

What encourages you to

keep supporting the cause?

These children are, quite frankly, the bra-
vest children that | have ever known in my
life. One year, the charity invited me to their
annual National Families Meeting, and to
my surprise when | was introduced as the
person responsible for enabling the emplo-
yment of the first full-time nurse, the entire
room took to their feet and applauded. It
was a deeply emotional moment.

What are you proudest of?

| am most proud of what the charity has
been able to achieve and how they have
grown in this short time. When | first
came on the scene it was just Ifiigo and his
wife Nieves, the organization’s President.
There are many charities that | don’t
trust, but this particular organization has
never failed to fill me with confidence in
both their ethics and the management of
its funds. The manner in which the orga-
nization has rolled out their projects over
the years is admirable and | couldn’t be
prouder that the Aloha Golf Club plays a
part in their journey.

Since the inauguration of the event over
€650,000 have been raised. None of this
would have been possible without the
unwavering support and trust of peo-
ple such as Don Fisher, Elizabeth, Mag-
gie, Carole, the Aloha Golf Club and of
course the companies and individuals
who collectively help us to create a won-
derful event.

DON FISHER,
ALMA DEL EVENTO
“BUTTERFLY CHILDREN

Cada junio tiene lugar un evento solida-
rio para ayudar a las personas con Piel de
Mariposa en el Club de Golf Aloha. Don
Fisher es una de las piezas clave ya que
lleva 16 afios haciendo posible el Torneo
de Golf y la Gala Butterfly Children.

¢Por qué decidiste ayudar

a la Asociacién?

Mi relaciéon con la Asociacidon comenzd
cuando el fundador, fﬁigo |barrondo, me
construyd una casa. Asi le conoci a él y
a su familia, incluido su hijo con Piel de
Mariposa. La conexiéon que senti desde el
primer momento fue Unica.

¢{Como surgié la idea del evento?

Tres socias del club, Elizabeth, Maggie
y Carole, me pidieron ayuda para un
torneo de golf solidario. A través de un
folleto sobre la enfermedad pude ver lo
dura que era la Piel de Mariposa. Y pensé,
iharemos algo por estos ninos!

({Qué evolucién has podido percibir?
Los mayores problemas que tuvimos fue-
ron en el afio 2008 con la llegada de la cri-
sis econémica. Fue muy duro. Fue el afio
que menos recaudamos en comparacion
con el resto.

(Qué te da fuerzas para seguir ayudando?
Estos ninos son los mas valientes que he
conocido en toda mi vida. Un afo, la Aso-
ciacion me invitod al Encuentro de Familias
Piel de Mariposa. Y cuando me presenta-
ron como la persona que habia ayudado
a poder contratar a las primeras enferme-
ras todos se levantaron y comenzaron a
aplaudir. Fue tan emocionante...

¢De qué te sientes mas orgulloso?
Estoy orgulloso de todo lo que ha crecido
la Asociacion. Existen muchas ONGs en
las que no confio, pero la Asociacién nun-
ca ha mostrado el mas minimo defecto en
sus cuentas ni en su ética. Amo la ONGy
a los nifios para los que trabajan.

Desde 2003, hemos recaudado cerca de
650.000€. Nada de esto habria sido posi-
ble sin el compromiso de personas como
Don Fisher, Elizabeth, Maggie y Carole, el
Club de Golf Aloha y todas las empresas
y personas colaboradoras.

- Piel de Mariposa &
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Butterfly Children Golf & Ball 2017
Torneo de Golf y Gala “Butterfly Children™ 2017




2™ June
Aloha

Golf Club
2018

Butterf %, .
Children

Charity Ball - Gala Solidaria

Mr Maph
& Simone Lisa
and their band

Stableford individual

Over €10.000 in prizes Prizes on each hole
Mas de 10.000€ en premios Premios en cada hoyo
Complimentary snack Prize presentation at 8.30pm
Picnic incluido Entrega de premios a las 20.30h

Green Fee: €80*
Buggy: €30 Trolley: €15

*Early Bird Special available only until 18/05. From 19/05
full prize of €85 per person will be charged. Not refundable.

*Oferta Especial disponible sélo hasta el [8/5.A partir del 19/5 se cobrard
tarifa completa de 85€ por persona. No reembolsable.

3" June - 8 pm - Aloha Golf Club Restaurant

Magical night under the stars

Delicious 3 course dinner with wine, fabulous
entertainment and much more

Disfruta de una exquisita cena bajo las estrellas con
actuaciones en vivo y mucho mas

Ticket: €60%*

*Early Bird Special available only until 18/05. From 19/05 full
prize of €65 per person will be charged. Not refundable.

*Oferta Especial disponible sélo hasta el 18/5.A partir del 19/5 se cobrard
tarifa completa de 65€ por persona. No reembolsable.

www.butterflychildrenball.org

952 816 434
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In collaboration with: Funds raised to support

& I
debra AL . the Butterfly Children.

-
Piel de Mariposa - GOLF CLUB - esser]tlal Fondos recaudados para apoyar
Butterfly Children MARBELLA marbella magazine a las personas con Piel de Mariposa.




SHORT BUT POWERFUL STORIES

ANA Mia’s mother / Madre de Mia

“When my daughter Mia was born, we found

ourselves alone and vulnerable. The charity vi-

sited us in hospital as soon as they found out

about Mia. Thanks to their support, my daughter

now has everything she needs and we have access

to the necessary supplies of dressings, free of charge.

On top of that, the organization were able to assist the

training of the nursing staff on how best to treat the condition

as they had no previous experience handling the needs of one of

these patients. Without the organization, we would have been
completely lost.”

ANELIYA Martin’s mother / Madre de Martin

“It was my dermatologist that introduced me to the

charity. When | called them, their team explained

everything | needed to know about the condition,

the treatment it requires and they connected me to

all the specialists | would soon come to rely on. They

helped me to fully understand my son Martin’

condition and how to best care for him. | am so
immensely grateful that the charity exists.”

PEQUENAS-GRANDES
HISTORIAS

“Cuando nacié nuestra hija Mia, nos encon-
tramos solos y desprotegidos. La Asociacién no
tardé ni dos dias en presentarse en el hospital.
Gracias a su apoyo, mi hija tiene ahora todo
lo que necesita y podemos adquirir gratis el
material de cura. Ademds, los profesionales
de la ONG se encargaron de formar al per-
sonal del hospital que no conocia cémo tratar
su enfermedad. Sin la Asociacién estariamos
huérfanos.”

“Mi dermatdloga me hablé de la Asociacion.
Cuando les llamé, sus trabajadores me informa-
ron sobre la enfermedad, su tratamiento y me
conectaron con todos los profesionales especia-
lizados que he necesitado. Me ayudaron mucho
a asimilar la enfermedad de mi hijo Martin. Me
explicaron cémo cuidar bien de él. Agradezco
muchisimo que exista la Asociacion.”

IRENE Lady with Butterfly Skin / Afectada de Piel de Mariposa

“I have ‘Butterfly Skin’ and on the day | gave bir-

th to my children one of the nurses from the

charity stayed by my bedside throughout labour.

From the moment | was admitted until | reached

the theatre, the nurse was involved in everything

the hospital staff were doing. The peace of mind that

it gave me to know someone was watching over me
made a big difference”

PILAR Pedro’s mother / Madre de Pedro

“l contacted the charity to ask for their help

because | needed them to explain my son’s con-

dition to the school staff as | wanted to avoid

the teachers from feeling the inevitable fear as-

sociated with dealing with someone with Butterfly

Skin. As well as visiting the school, the charity lob-

bied the local council to help secure a dedicated carer to

help Pedro in his daily activities whilst at school, which has made
everything so much easier”

6 & Piel de Mariposa -

“Yo tengo Piel de Mariposa, y el dia que di a
luz @ mis hijos una de las enfermeras de la
Asociacion me acompafié en todo momento:
desde el ingreso hasta la llegada al quirdfano,
interviniendo en lo que iban haciendo el resto
de los profesionales. La tranquilidad que te da
el saber que hay unos ojos que lo ven todo por
ti hace mucho.”

“Contacté con la Asociacién para que pudieran
explicarle al colegio de mi hijo su enfermedad.
Queria que los profesores no tuvieran miedo de
tratar con é€l. A partir de la visita de la Aso-
ciacién consegui una monitora para Pedro que
le ayuda en su dia a dia en la escuela. Desde
entonces todo es mucho mds fdcil.”




FluentFinance Abroad FFA

Openmg Doors For Years
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UK qualified independent mortgage consultants and specialists in Spanish mortgage lending

Mortgages options for purchase, re-mortgaging and capital raising against Spanish property

Exclusive mortgage products available starting from 1.5%

Operational throughout the global credit crisis

We deal with international lenders as well as Spanish banks

No language barriers as we have multi-lingual consultants all fluent in Spanish

Want to know more? Contact Us...

www.fluentfinancebroad.com info@fluentfinancebroad.com t: +34 952 85 36 47 m: +34 600 413 396

Av. Margués del Duero 76, 3°C, San Pedro Alcantara, 29670 Marbella, Mdalaga, Spain




APROVECHA ESTE MES UNAS CONDICIONES
EXCEPCIONALES EN TODA LA GAMA
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Ven y desciibrela en tu Concesionario Oficial Honda o en www.honda.es

5 afios de garantia (3 anos de original + 2 de extension de garantia mecanica) sin limite de km, segun condiciones contractuales a consultar a través de la Red Honda.

Consumo mixto (/100 km): 4,0 - 7,7 / Emisiones COz: 104 - 179.

!

WWW.camuri.es -

i! L

1Y |y Cotri.
H ’ | Avda. Veldzquez, 319. Tel. 952 24 17 17*. MALAGA. - Ctra. Cadiz, 183. (Pol. Ind. La Ermita). Tel. 952 82 15 53*. MARBELLA. MALAGA.

i . . .
~ *Contacte con nosotros para mas informacion y solicitud de prueba.
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Afios de
Garantiapy

951 217 871 - C.C. Laguna Village
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PAIN IS EASED WITH

GOOD COMPANY

Fernando is 16 years old and although he
enjoys learning all about the field of In-
formation Technology, he says he would
like to be a Doctor. He dreams of fin-
ding a cure for Butterfly Skin, but until
that time he enjoys the peace he finds in
music, conversations with friends and a
hearty meal. Without doubt our mem-
ber and friend, knows how to make the
most of his situation. Despite his age he
has a lot to teach us about life.

Describe your day to day life...

On a school day, | wake up, get myself
ready and prepare to go to class. Whilst
in class, | do everything | possibly can wi-
thout risking hurting myself. In the after-
noons | do homework and spend the rest
of the day focusing on being happy with
who | am. There are moments of extre-
me discomfort but | have learned to put
that aside and concentrate on my friends,
my family and my duties.

How is life with the condition?

The truth is that you never get used to it,
but you can learn to tolerate it. Even after
so long | still don’t understand everything
about the condition, but | do know how
to protect myself now.

What does having Butterfly Skin
involve for you?

| don’t consider it something from a different
world, and it might well be that | have difficul-
ty doing certain things but that doesn’t mean
it’s a bad thing. It means there is always going
to be pain, but having the company of family
and friends helps alleviate it.

What would you like to do

when you grow up?

Ideally | would like to be a Doctor becau-
se | think it would be nice to help other
people, just how | have been helped
myself. But | would also like to explore
opportunities in the Information Tech-
nology field because that is one of my
strengths.

How important is it for this charity
to exist?

The charity is extremely important in
my point of view because without their
support we wouldn’t have been able to
access many of the things that | need, and
that is an enormous help to my family.

What have you learned about
Butterfly Skin?

Whilst it’s true that most of what we
know about Butterfly Skin is negative,
there is a silver lining; the incredible peo-
ple you meet who are prepared to help
you however they can. If it wasn’'t for
Butterfly Skin | would have most likely
made different choices in life and that
would mean | wouldn’t have met the
people who are so kind to me. Despite
everything, | wouldn’t change this part for
the world.

| have also learned that we must never
give up or give in. It might be hard but we
only get one life and each and every one
of us are dealt the cards we are dealt. We
must live our lives to the fullest in spite of
any and all difficulties!

EL DOLOR SE PASA
MEJOR EN BUENA
COMPANIA

Fernando tiene |6 afios y suefia con que
se descubra la cura a la Piel de Mariposa.
A pesar de su juventud, nos da toda una
leccién de vida.

¢{Coémo es un dia en tu vida?

Pues un dia lectivo me despierto, me
aseo y voy a clase. Hago todo lo que pue-
do permitirme sin hacerme dano. Por la
tarde hago alguna tarea y el resto del dia
lo paso feliz de ser yo mismo. Existen do-
lores, pero he aprendido a darles de lado
y centrarme en mis amigos, familiares y
obligaciones.

¢{Como es la convivencia

con la enfermedad?

Pues sinceramente uno nunca se acos-
tumbra, pero la soporto. Después de tan-
to tiempo aln no sé algunas cosas, pero
ahora me sé proteger a mi mismo.

({Qué supone para ti tener

Piel de Mariposa?

Puede que tenga dificultades para algunas
cosas, pero eso no implica nada malo.
Claro que siempre supone dolor, pero
eso se pasa con la mejor compaiia que
son los amigos y la familia.

¢A qué te gustaria dedicarte

cuando seas adulto?

Me gustaria ser médico porque para mi
serfa bonito dar a los demas algo que en
algdn momento dieron por mi para ayu-
darme. También me gustaria hacer algo
que tenga que ver con la informatica, se
me da bien.

¢Es importante que exista

esta Asociacion?

La Asociacion tiene una gran importancia
porque desde mi punto de vista sin ellos
no podriamos acceder a muchas cosas
que ahora nos facilitan, y eso es una gran
ayuda que merece la pena.

({Qué has aprendido de la

Piel de Mariposa?

Yo he aprendido que nunca hay que ren-
dirse. Puede que sea dificil, pero vida solo
hay una y a cada uno le toca lo suyo. La
vida hay que vivirla al cien por cien a pesar
de todas y cada una de las dificultades.

Piel de Mariposa & 9



A SAFE LEGAL APPROACH

TO A BEAUTIFUL COUNTRY
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lndependent and Reliable www.lawbird.com

MARBELLA OFFICE

L]
Edificio Alfil, Floor 4 IBWblrd

Ricardo Soriano 19 - 4
29601 Marbella Legal Services

+34 952 861 890
+34 952 861 695

Vive tu vida.

Estds en un momento en el que tu eres el centro. Ahora es el momento de vivir tu vida al maximo y disfrutar de todos los
planes, porque todos son una buena idea. Por suerte también estds en el momento de disfrutar del Nuevo Polo equipado
con los ultimos sistemas de seguridad. Tu céntrate en vivir tu vida, él se encarga de tu seguridad.

Gama Nuevo Volkswagen Polo: consumo medio (I/100 km) de 4,4 a 4,8; emision de CO2 (g/km) de 101 a 110.

Hacemos realidad el futuro. Volkswagen

Safamotor
C. Dublin - Pol. Ind. San Pedro de Alcantara - Tel. 952 828 212 - Marbella (Malaga) volkswagen.safamotor.com
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Professional, Personalised Finance Advice
from Wealth Management Experts

For the chance to WIN a one half hour golf lesson with a
professional golfer at Aloha, text your name and answers
to +34 603 224 101.

A golfer can only do what for five minutes?
How many dimples are there on a standard golf ball?

How many people in Spain have epidermolysis bullosa
(Butterfly Skin disease)?

When was DEBRA Spain founded?

For a complimentary review of your finances des {ere
N 1 N

to ensure tax efficiency and Spanish TR
compliance, call lan on +34 603 224 101 +34952903 101
info@devere-spain.es

Takieeg care of your Hofme B our prionicy
‘We look foreard o hearieg iroem you

deVere Spain S.L. Registered number in Spain: B92881598. Registered Office Address: Edificio MS208 Parque
Myramar, 2nd Floor, Avda Saenz de Tejada s/n, Mijas Costa, Malaga, 29649, Spain. deVere Spain S.L., Correduria : ol i 050 | Motwie BN
de Seguros, REG. DGS niim J2807, R.C. asegurada con AlG Europe Limited Sucursal en Espania, Capacidad Fi- Tl oy il B LT P T T | B i iy e LT e L i Tl S5

nanciera conforme a la Ley. deVere Spain S.L., Insurance Broker, Registered DGS n° J2807, Pl insurance with AlG
Europe Limited Sucursal in Spain, appropriately qualified according to the law. V01// ES270218A

Gerry & Catherine McKeown

Richard & Sue Fawcett
Peter & Ann Fawcett

Proud to support

‘3 the Butterfly Children Charity * .
v
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ViliD

PUERTO BANUS

A

baldrich - arquitectos Y e
Join our Wine Family
Call or email us to find out more
Playas del Duque, Avda Jose Banus, Puerto Banus 29660
Tel: (+34) 952 19 24 88

online@vinopolis-spain.com
www.vinopolis-spain.com

Muslle Rivera, Casa E-2, Puerio Banis, 79660-Marbelz-Malaga
WS 810 267 - 352 811 377 =SR2 81504

esiudinaquilecluracib-aa com

I I . FX
Don't let the banks cash in!
www.hifx.co.uk

Bank-beating international
money transfers

Your money, wherever it's needed, whatever the reason

2 B O O

Great rates No fees” With care Fast & easy

*Charges may occasionally be applied by a third party bank when transferring the funds to HiFX
or before the funds arrive in the recipient account.

Visit one of our offices or call us:

Costa Blanca Costa del Sol

Avenida de las Brisas 5, Villamartin ~ Avenida de Manolete, Central Plaza 12-13,
Orihuela Costa 03189 Alicante Nueva Andalucia, Marbella 29660 Malaga
+34 966 764 934 +34 951 203 986
www.hifx.co.uk/villamartin www.hifx.co.uk/marbella

HiFX Sucursal en Espafia is a branch of HiFX Europe Limited. HiFX Europe Limited is authorised
by the Financial Conduct Authority under the Payment Services Regulations 2009,
registration 462444, for the provision of payment services. HiFX Europe Ltd. Registered Office:
Maxis 1, Western Road, Bracknell, Berkshire RG12 1RT. Registered Number 3517451.




Supporters | Colaboradores

XVI Butterfly Children Golf & Ball - 2018
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" ALOHA

16 afios colaborando con
16 years supporting

The Butterfly Children

Club de Golf Aloho | Urbanizacidn Algha, 5/n
29660 | Morbella - Méloga

-GOLF CLUB - T. +34 952 90 70 85
MARBELLA F.+34 952812389 %
Fr
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www. clubdegolfaloha.com



