arly diagn

® hest treatment @ better quality of life @ finding a

PHA EURZPE /

Maleen & Gerry Fischer




MY STORY

 Time to diagnose: 3 years, 5 doctors
* Prognosis: cannot reach the age of 10

e |V therapy with Flolan

* No school! No crowded places HCRTIEIIT

_ N P.P.H:
o G|Ve me 10 m|”|0n dO”a rs and PRIMARY PULMONARY HYPERTENSION

A HEART AND LUNG DISEASE THAT IS STILL FATAL
FOR SEVERAL THOUSAND KIDS WORLDWIDE

— T _ .

1‘ll find a cure

Iy Fischer-Schmi
n, chat d

to develop medicines to cure PPH!

We need your help!”

Several thousund children are not tial to sl
the Pharma Indusiry fo invest in tmpen&r"ae research

Account No.:  for Burope: CA-BY, Austria, 1444 98888 00, BLZ 11000
for USA: HSBC Bank, 550 Seventh Ave. New York, 10018
ABA# 021001 088, ACT 07 888 775
Inrernet: www.childrens pph.org / www.givingback.org

At the moment, several children have been treared wich the new method of inhaling Nitric
Oxide because their parents have enough to afford the extra costs of USD 3.000,--fmonth
P'his happens in the year 1999, when we are spending billions for wars or excursions t Mars!




e Qur first supported research — Prof. Dr. Ralf
Geiger and Prof. Dr. Petkov £ 3

e Alternatives to right heart cath
e Simple tests in hometown —

twice a year or at worsening

to Center of Expertise
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You can help:
v

(24k) Donotion hofline:
0800 228 888

ext omouni to:
0664 6608888

Your donation helps.
803
IBAN: AT1Z 3200 0000 0030 2
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Blue Baby

Leben mit Lungenhochdruck

Blue Baby

y Lebsen mit Lungenhochidinick

Bitte helfen
Sie, das Leid der Kinder zu lindern!
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Was steckt hlnt r
Husten und Atemnot?

AUS PNEUMOLOGISCHER SICHT: eine umfassende Anamnese, Anschauen,
und Abhoren (AAA-Regel) zur Abklarung sind essenziell, Hiufigste Ursache
von Husten: die Bronchitis.
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Horror-Parade & Ghostrun im Prater

Geisterhaus, der Rote Adler
und die Geisterbahn pra-

sorgt Samstig und Senmtag
ab 18 Uhr fiir GrusehAction

Leopoldstadt. Bereits zum
dricten Mal it der Prater
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EARLY DIAGNOSIS — BEST THERAPY —
QUALITY OF LIFE - CURE

Councelling in social matters

Organizing patient meetings and meetings
for children and parents

Encourage communication between
doctors and patients

Psychsocial support, 24 h hotline
Scooter, oxygen concentrator for travel
0O2Dyssey game, Mirnomore,




Questions for families suffering from PH

What would help you achieve a better quality of life
for your family?

 No side effects / from incurable to chronic / better
capability, as much as other children, not to be
isolated / not so often inhale / forget the disease in
daily life / more recognition of the disease / less pain
& problem with subcutanious medication / less side
effects of Prostacyclyn / less isolation due to better
awareness about the severeness of the disease / a
special scooter would help a lot




What information do you feel should be recorded in a
register (central database) to document the
effectiveness and safety of pulmonary hypertension
treatments?

e How often headache / when less tired / when more
energy / when less side effects / the all over
condition / results of echo / reaction on new drugs
and how long they last




Do you have any suggestions on how to collect data,
that is important for children with pulmonary
hypertension and their families?

e When ever we see a doctor / registries / send
questionnaires at home / an updated website with a

forum




Would you be willing to keep a diary of any
symptoms, need for additional medication and other
important questions?

e No! We want to live a normal life

* Yes weekly / please translate to English - we feel
isolated knowing only two other patients / receiving
info from other countries would be helpfull




What do you currently monitor in the daily life of your
child with pulmonary hypertension?

 We check the saturation and blood pressure, but do
not record it

* We watch his overall condition in a decent way /
every two — three months we see a doctor

e We are part of a patient association with meetings /
activities and newsletters with patient stories




Do you feel it is ok that medicines are prescribed to
children that are not actually approved for children,
but only for adults?

e Yes | trust our doctors / we knew the problem, but
without the drugs our child would be dead / we do
not want to put our child in a study because of
unknown risks and frequent right heart cath




Is there anything you have learned from your personal
experience that you could / would like to share with

other parents?

e Handling of IV treatment / how often should you talk
to your child about the disease / more kids -
youngsters meetings / meet other parents not to
loose courage and get hope with long survivor stories
/ how to do more awareness for the disease / we
have fear not to have access to treatment




PHA US study about patients and caregivers belonging
to a Patient Association vs. not belonging to a PA

Patients belonging to a PA:

e 26% are feeling less worried

* 61% have more desire to socialize
e 54% have a higher self-esteem

e 40% are feeling less embarrassed

CAREGIVER

Caregivers active in a PA:

e 72% less do not think that the patient asks for more than they need
e 53% less feel that the relative is over dependant on them

e 58% less feel strained when around the relative

e 64% feel that they have more privacy
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early diagnosis ® best treatment e better quality of life ® finding a cure
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https://youtu.be/ixL9cj58bfU
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