Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi

7 PAHSSc

MAYIS AYI FAALIYET RAPORU - 2022

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

PAHSSc faaliyetleriyle, Avrupa'nin sayili akciger hastalari dayanisma derneklerinden birisi olarak
Avrupa Akciger Vakfi - European Lung Foundation (ELF)'nin aylik haber biilteninde mayis ayinda da yer
ald.

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

5 Mayis'ta Dinya Pulmoner Hipertansiyon Gunli farkindahgl kapsaminda sosyal medya
hesaplarimizdan cesitli paylasimlarda bulunduk.

10-16 Mayis'ta Engelliler Haftasinda goriinmez engellilige dikkat ¢ekmek adina sanal dernek
hesaplarimizdan paylasimlarda bulunduk.

10 Mayis’ta

A Lupus hastaligi giiniinde Gini farkindaligi kapsaminda sanal dernek hesaplarimizdan
paylasimlarda bulunduk.

A Dernek Uyemiz akciger nakilli Aygiin Mengelli Trakya’nin Hemsireleri Bulusuyor
sempozyumuna katildi.

12 Mayis’ta biz hastalar izerinde cok emekleri olan kanatsiz meleklerimiz hemsirelerimizin hemsireler
glnlni sosyal medya hesaplarimizda yaptigimiz paylasimlarla kutladik.

13 Mayis’ta Youtube kanalimizin yakaladigi performans nedeniyle igerik Ureticisi sifatiyla youtube
tarafindan sinif atladigini bildirerek bizi onurlandirdi.

14 Mayis'ta Asya Arhan’in ev sahipliginde sanal ortamda bulustugumuz aylk aile toplantimizi
gerceklestirdik.

16 Mayis’ta

A Tirk Toraks Dernegi ile yapilan toplanti ile yeni bir projeye (Canli donérden akciger nakli
Gzerine birlikte bir webinar diizenleme konusunda) yelken actik. Toplantiya dernegimiz adina
Kamil Hamidullah, Olcay Soykan, Deger Kesimoglu ve Ayse Kora Akersoy katildi.

A Danny ile diinyaya acildik. Diinya Pulmoner Hipertansiyon Giinii farkindaligi kapsaminda
Avrupa PH gruplarindan katilimlarla mizik terapi ¢alismasi yaptik.

17 Mayis’ta instagram canli yayinina katilan Hilya Kalkan ve Moderator Emine Cayiroglu ile
Skleroderma ile Yasamayi konustuk.

18 Mayis’ta

A Kartal Kosuyolu Organ Nakli Bélimiinii ziyarete giden Dernek Uyelerimiz Aygiin Mengelli ve
Asli Cicekoglu organ bagisina dikkat cekerek herkesi bir kez daha organ bagisinda bulunmaya
davet ettiler.
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A Eurordis Genel Kurul'una online olarak katildik ve biitce/ydnetimde yeni tiye oylamalarinda oy
kullandik.

23 Mayis’ta Prof. Dr. Mehtap Kacar, Tirkiye Organ Nakli Koordinatéri Gamze Yildirim ve akciger nakli
bekleyen Gyemiz Mehmet Seyman ile “O da Yasasin” da glizel bir sdylesi gerceklestirildi.

29 Mayis’'ta Nadir Hastaliklar Agi Gyeleri ile Saglik Bakanhgi'nin nadir hastaliklarla ilgili hazirladig
stratejik plan taslagi (izerine yapilan toplantiya dernegimiz adina Olcay Soykan katildi.

31 Mayis’ta instagram canli yayinina katilan Mehmet Boztepe ve Moderatér Emine Cayiroglu ile
Pulmoner Hipertansiyon ile Yasamayi konustuk.
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MAY 2022 REPORT

Two of our members continued helping out with the incoming calls to the Association during office
hours and those who wished to have more detailed information were directed to our Website. Once
again, our Association took place on the monthly Newsletter of the European Lung Foundation as one
of the few lung patient solidarity groups across Europe to organize extensive activities for its members.

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

On 5 May - Various messages were shared on our social media accounts on the occasion of the World
Hypertension Day.

Between 10-16 May - In order to draw attention to the invisible disablement feature of our illnesses
we shared posts on Instagram on the occasion for “Disabled Patients’ Week”.

On 10 May

A On 10 May we shared awareness messages for the “Lupus Disease” on our social media
accounts.

A On 10 May, our member Ms. Aygiin Mengelli who has recently had a lung transplantation
attended a Symposium titled, Nurses of the Thrace Region Get Together.

On 12 May - Nurses Day was celebrated through our awareness messages on our media accounts.

On 13 May - We were congratulated by YouTube authorities for having passed on to a higher level
thanks to our performance.

On 14 May - our monthly reunion hosted by Asya Arhan took place online.
On 16 May

A A meeting was held online in collaboration with the Turkish Theocratic Society so as to
organize a webinar on lung transplantation from a living donor. Kamil Hamidullah, Olcay
Soykan, Deger Kesimoglu and Ayse Kora Akersoy attended the meeting on behalf of the
Association.

A As part of celebrations for the the World Pulmonary Hypertension Day we organized writing
a song get together session with Danny Kora. The event which was participated by PH Groups
as well was conducted in English.

On 17 May We discussed Living with Scleroderma with Hiilya Kalkan. The live broadcast on Instagram
was realised with the moderation of Emine Cayiroglu.

On 18 May

A Aygiin Mengelliand Asli Cigcekoglu, both our members paid a visit to the Organ Transplantation
Department at Kartal Kosuyolu Hospital to draw attention to organ donation whereby they
invited all to donate their organs.

A On 18 May we took part in the Eurordis General Assembly virtually and voted for the budget,
administration and approval for new members.
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On 23 May Prof. Dr. Mehtap Kagar, Gamze Yildirim, organ transplant coordinator in Turkey and
Mehmet Seyman, our member expecting a lung transplantation held a chatting session online titled
Let him Live as Well.

On 29 May Olcay Soykan participated in the planning session of the draft of strategic plan prepared
by the Miniistry of Health with members of Rare Diseases Network.

On May 31 Our moderator, Emine Cayiroglu chatted with Mehmet Boztepe on Living with Pulmonary
Hypertension.
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