Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi

7 PAHSSc

AGUSTOS AYI FAALIYET RAPORU — 2022

iki Gyemiz dernegimizin mesai saatleri icerisinde gelen telefon aramalarina genel kapsamda yardimci
olmaya devam edip daha fazla ayrintili bilgi isteyenleri Dernek Web sitemize yonlendirdi.

Agustos ayi icerisinde

A 1 adet tasinabiliir konsantratér,

A 1adet5 It. ve Oksijen kapasiteli Sabit Oksijen Konsantratérleri
A 1adet 10 It. Oksijen kapasiteli Sabit Oksijen Konsantratorleri
A 2 adet aliiminyum oksijen tiipi

A 2 adet pulse oksimetre

bagisi yapilmistir. Bagiscilarimiza minnettariz.

Boehringer Ingelheim ve Roche ile IPF Farkindaligi icin yapilan toplantilara Olcay Soykan Hanim ve
Kamil Hamidullah katild.

Dernegimizin merkez birosu Karsiyaka Belediyesi tarafindan kurulan Sancar Maruflu Sivil Toplum
Yerleskesi’'ne tasindi.

Agustos ayi icerisinde gerceklesen akciger nakillerinin dondrlerinin aziz hatiralarina hatira
ormanimizda fidan bagisinda bulunuldu.

Ayrica bu ay yer alan etkinliklerimiz ve zoom veya youtube araciligiyla katilmis oldugumuz toplantilar
asagidaki gibidir.

2 Agustos’ta sosyal medya hesaplarimizdan Akciger nakli sonrasinda ve pulmoner hipertansiyon
hastaliginda pulmoner rehabilitasyonun 6nemine dikkat ceken postumuzu paylastik.

4 Agustos’ta Ege Universitesi Tip Fakiiltesi Gogiis Hastaliklari Anabilim Dalini baskanimiz Kamil
Hamidullah ziyaret eti.

5 Agustos’ta sosyal medya hesaplarimizdan endustrinin daha sahip ¢ikmadigi 1980°li yillarda PAH
hastaligi ve hastalari icin ugrasmaya baslayan Dr. Lewis J. RUBIN’in dogum giini kutladik.

8 Agustos’ta kadin hekimler tarafindan kurulmus bir sosyal sorumluluk platformu olan Kadin Kalbine
Hanimeli 6nderliginde “Pulmoner Hipertansiyonda Gebe kalinamamasi” ile ilgili sosyal medyada
farkindalik yaratildi.

12 Agustos’ta 3 yildir bébrek beklerken vefat eden Organ Bagisi rekortmeni Sayin Op. Dr. Timur
Didinen aziz hatirasina hatira oranimizda fidan bagisinda bulunuldu.

19 Agustos’ta Nefes dergisi editérimiiz Ayse Kora Akersoy’un Avrupa Akciger Vakfi’(ELF) nin sosyal
medyasinda yayimlanan dergimiz Nefes’i anlatigl muhtesem videosunu paylastik.

22 Agustos’ta Kanada Organ Nakli Dernegi’nin haberini yaptigi baba ogulun 4’er organ nakli ile hayata
tutunduklari haberi Tirkgelestirilerek basta kalp-akciger nakli gibi ayni anda birden fazla; multi organ
nakillerinin tGlkemizde de yapilmasi ve organ bagisi icin farkindalik yapildi.

26 Agustos’ta Avrupa Kardiyoloji Dernegi ile Avrupa Solunum Dernegi'nin birlikte hazirladiklar ve
Avrupa Kardiyoloji Dernegi’'nin 26 Agustos 2022’de Barselona’da gerceklestirilen kongresinde, Uyesi
oldugumuz Alliance for Pulmonary Hypertension organizasyonunun kurucularindan Sayin Pisana
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Ferrari’nin Avrupa genelinde hasta temsilcisi sifatiyla yer almasi sayesinde diinyada ilk kez hasta sesini
de iceren Pulmoner Hipertansiyon 2022 kilavuzunun yayinlandigini duyurduk.

31 Agustos’ta

A 7 Mart 2020 tarihinde kendisine tasinabilir oksijen konsantratdrii temin ettigimiz kiigik
melegimiz, Cagatay Gl vefat etmistir.

A 31 Agustos’ta Avrupa Akciger Vakfi (ELF) ‘nca gerceklestirilen virtual ELF Patient Organisation
Networking glinline 19 Agustos’ta duyurulan Poster ve videolarin yani sira Ayse Kora Akersoy
katihm saglamistir.
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& PAHSSCc

‘ Pulmonary Hypertension and
Scleroderma Patient Association

ACTIVITY REPORT FOR AUGUST 2022

Two of our members continued helping out with the incoming calls during office hours. Those who
wished to have more detailed information were directed to our web-site.

In August one portable concentrator, one fixed oxygen concentrator with a 5 litre capacity, one fixed
concentrator with a 10 litre capacity, two aluminium oxygen cylinders, two pulse oximeters have been
donated. We are grateful to their donors.

Ms. Olcay Soykan and Mr. Kamil Hamidullah attended meetings for raising awareness for IPF with
Boehringer Ingelheim and Roche companies.

Our head-office was moved to Sancar Maruflu Civil Society Campus established by Karsiyaka
Municipality.

Saplings were donated to our commemoration forest in memory of donors of lung transplantations
that took place in August.

The events that took place and the meetings held via zoom or YouTube are as follows:

On 2 August - An announcement was posted on our media accounts drawing attention to pulmonary
rehabilitation for post-transplant lung patients and PH patients alike.

On 4 August - Kamil Hamidullah paid a visit to the Head of Chest Diseases’ Department of Ege
University, Faculty of Medicine.

On 5 August - The birthday anniversary of Dr. Lewis J. Rubin was celebrated. In 1980 when Dr. Rubin
started working hard to find a remedy for PH and cure PH patients, the industry had not yet started
protecting neither the illness nor its patients.

On 8 August - An awareness social activity, under the leadership of Kadin Kalbine Hanimeli ( A Touch
of a lady’s hand to the hearts of women) platform founded by female physicians was realised on the
social media advising patients with PH not to get pregnant.

On 12 August - Saplings were donated in memory of Dr. Timur Didinen, a surgeon and a record holder
for the high number of organ donations he made. He lost his life whilst expecting a kidney transplant
for a period of 3 years.

On 19 August - A comprehensive video of Ms. Ayse Kora, the editor of Nefes, describing our quarterly
was shared on the social media of the European Lung Foundation ( ELF).

On 22 August - The posting of the Canadian Organ Transplantation Association on the survival of a
Dad with his son after having had four transplantations each was translated into Turkish. The aim was
to raise awareness in our country in performing more than a single transplantation mainly like heart
and lung simultaneously and to encourage organ donation.

On 26 August - We posted the publication of the new guidelines for PAH for 2022 at The Congress of
the European Cardiology held in Barcelona on 26 August. The guidelines were finalized following long
meetings going on for a full year with the participation of the European Society of Cardiology, The
European Respiratory Associa'gion and Ms. Ferrari who took part as the only patient representative in
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Europe for the first time. Ms. Ferrari is one of the cofounders of the Alliance for PH, an organization
we are also members of.

On 31 August

A Cagatay Gul, a young patient we presented a portable oxygen concentrator with on March
2020, passed away.

A Besides the posters and videos mentioned earlier on 19 August, Ms. Ayse Kora participated in
the Virtual ELT patient Networking Day held by the European Lung Foundation.
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