Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi

7 PAHSSc

TEMMUZ 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.

PAHSSc Dernegimiz Avrupa'nin sayili akciger hastalari dayanisma derneklerinden birisi olarak Avrupa
Akciger Vakfi - European Lung Foundation (ELF)'nin Temmuz ayi haber bilteninde Haziran ayinda
Skleroderma farkindalik ayi i¢in yaptigimiz programlar ve yayinlarla, Sosyal medyadan yayinlanan
hasta hikayeleri ve doktor réportajlariyla, Alliance for PH Uyeligiyle, 2. Uluslararasi Organ Bagisi
yarismasinda isbirligi ile kazananlarin eserlerinin sergilendigi 6dil téreniyle, Ayrica 8 yasindaki PAH'li
cocuklar icin bir sanat sergisine yaptigimiz ev sahipligiyle yer aldi.

E-dergimiz Nefes’e roportaj veren Pulmoner Hipertansiyon ingiltere’de dernegimizin faaliyetlerinden
ve dergimizden ovgliyle bahsetti.

Covid 19 pandemisi nedeniyle organ bagislarinin bir anda bigcak gibi kesildigi donemde, organ bagisinda
bulunarak Nefes olan akciger donoérlerimizin aziz hatiralarina PAHSSc Hatira Ormanimizda fidan
bagisladik. Kahramanlarimiz, yarinlarimiza nefes olmaya devam ediyorlar.

Temmuz ayi icerisinde 1 adet istanbul’dan 1 adette Hatay/iskenderun’dan olmak iizere 2 adet 5 It.
Oksijen kapasiteli Sabit Oksijen Konsantratorleri bagisi yapilmistir. Bagiscilarimiza minnettariz.

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

6 Temmuz'da

A Birazda tatli yiyelim tatli konusalim diyerek sosyal medya hesaplarimizda iiyelerimizden Giiler
hanimin tath kdsesinde Cikolatali kek’in yapilisini yayinladik.

A Saglikta yasanan siddeti protesto etmek icin Tirk Kardiyoloji Dernegi Yénetim Kurulunun
“saglikta siddet” konulu postunu tiim sosyal medya hesaplarimizdan yayimladik.

16 Temmuz’'da yeni dalga Covid Salgini hakkinda BBC tarafindan yapilan uyari ve bilgilendirmeyi sosyal
medya hesaplarimizdan paylastik.

18 Temmuz'da PAHSSc Hasta Dernegi Danisma Kurulu iyelerinden Ege Universitesi Tip Fakiiltesi,
Gogus Hastaliklar A.D. 6gretim lyesi ve ayni zamanda interstisyel Akciger Hastaliklari Unitesi kurucusu
Prof. Dr. Nesrin Mogulko¢ hocamizin Covid19 hatirlatma asilari hakkinda yaptigl bilgilendirme
actklamalarini sosyal medya hesaplarimizdan takipgilerim ile paylastik.

22 Temmuz'da vefatini biylk bir Gzintlyle 6grenmis bulundugumuz bir pulmoner hipertansiyon
aktivisti olan sevgili Adriana Posada icin pulmoner hipertansiyon camiasina ve Meksika'ya bassaghgi
dileklerimizi sosyal medya hesaplarimizdan paylastik.

23 Temmuz'da

A Diinya Sjégren Giiniinde sosyal medya hesaplarimizdan Sjégren sendromu (SS) ile ilgili
bilgilendirme paylasimlarinda bulunduk.

A Pulmoner Hipertansiyon icin farkindalik hareketini baslatan Seyid HAMIDULLAH'I &lim
yildoniiminde sosyal medya hesaplarimiz ile andik.
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26 Temmuz’'da TEMA; TEMA, Tirkiye Erozyonla Miicadele, Agaglandirma ve Dogal Varliklari Koruma
Vakfi, Gaziantep Diliik Agaclandirma Sahasinda bulunan PAHSSc Dernegi Hatira ormanimiz igin fidan
dikiminin tamamlandiginin bilgisini verdi.

27 Temmuz’da Pulmoner Rehabilitasyon ve ziyarette bulundugumuz yeni agilan Saglik Bakanligi
Bahcelievler Fizik Tedavi ve Rehabilitasyon Hastanesi ile ilgili bilgilendirme paylasimlarinda bulunduk.
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& PAHSSCc

Pulmonary Hypertension and
Scleroderma Patient Association

ACTIVITY REPORT FOR JULY 2022

Two of our members continued helping out with the incoming calls during office hours and those who
wished to get detailed information were directed to our website.

Our Association was once again on the monthly news bulletin of the European Lung Foundation with
the programs and notifications made during the awareness month of July for Scleroderma with our
patient stories, physician interviews and our most recent membership to Alliance for PH. The award
ceremony of the second international organ donation competition with the works of art of the winners
exhibited was mentioned and our hosting a painting exhibition for the 8 year old PAH patients was
also brought up.

In an interview for Nefes, Pulmonary Association- UK praised the activities of our Association and our
quarterly Nefes (The Breath).

During the Covid-19 pandemic when organ donations were totally interrupted, we donated saplings
in honour of the memories of the donors to our PAHSSc Memorial forest.

We are grateful for the donation of two oxygen concentrators with a capacity of 5 litres each.
The events that took place and the meetings held via zoom or YouTube are as follows:
On 6 July

A The recipe of a chocolate cake given by Ms. Guler for our let us talk sweet corner was shared
on our media accounts.

A In order to protest the violence in health, we published the post of the Board of Directors of
the Turkish Society of Cardiology on "violence in health" on all our social media accounts.

On 16 July - We shared the warning and information on the new wave of Covid given by the BBC.

On 18 July - We shared information concerning booster of Covid 19 vaccination notification given by
Dr. Nesrin Mogulkog, Md. Professor and founder of the interstitial chest unit of Eagean University.

On 22 July - We expressed our grief and condolences to the pulmonary hypertension community and
to Mexico for the loss of Adriana Posada, a well-known and highly appreciated activist.

On 23 July

A We posted an informative notice on Sjogren Syndrome (SS) on our media accounts.
A On our accounts we commemorated the loss of Mr. Seyid Hamidullah who started the PH
movement in Turkey.

On 26 July - TEMA (Turkish Foundation for combating Erosion, Afforestation and Conservation of the
Natural Assets) reported that the planting of saplings for our memorial forest in Gaziantep Dulik
Afforestation Area had been realized.

On 27 July - We gave a report on our visit to Bahgelievler Physical Rehabilitation Hospital, Ministry of
Health, inaugurated recently, on our social media accounts.
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