Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi

7 PAHSSc

KASIM AYI FAALIYET RAPORU - 2021

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

Kasim Ayi boyunca Pulmoner Hipertansiyon farkindalik ay1 kapsaminda sosyal medya hesaplarimizda
farkindalik paylasimlari yaptik. Hazirladigimiz 5 animasyon kamu spotlari hem Tiirkce hem de ingilizce
olarak haftada bir kez sosyal medya hesaplarimiz paylasildi.

Yaklasik 1.5 yildir devam eden Pfizer sponsorlugundaki Sosyal inovasyon Merkezi tarafindan yiiriitiilen
Arti Deger projesi sona erdi. Bu projeye katilan KH, OS, ve AKA dernegin 3 yillik stratejik planini yazdilar.

Kasim ayl boyunca

1 Kasim’da c¢ocuklarda Pulmoner Hipertansiyon konulu projemiz ile ilgili gérismek Uzere Gazi
Universitesi Pulmoner Hipertansiyon Merkezine konuk olduk. (Prof. Dr. Giilten Tagoy - Prof. Dr. Serdar
Kula - Prof. Dr. Abdurrahman Tufan)

3-9 Kasim Organ Bagisi Haftasi kapsaminda sosyal medya hesaplarimizda farkindalik paylagimlari
yaptik.

5 Kasim’da 3-9 Kasim Organ Bagis Haftasi Ozel Programi Konugumuz: istanbul (Kuzey Marmara) Organ
ve Doku Nakli Bélge Koordinasyon Merkezi Sorumlu Hekimi hem de Organ Naklinde Sisli Hamidiye
Etfal E.A.H.Karaciger Nakli Kurucu Hekimi ve Sorumlu Cerrahi Op. Dr. Giiltekin HOS ile Tirkiye’'de
Organ Bagisi ve Organ Naklini konustuk. Moderator Aygiin Mengelli

7 Kasim’da

- Kronik Tromboembolik Pulmoner Hipertansiyon konulu projemiz ile ilgili gérismek Uzere
Multidisipliner yaklasimla Firat Universitesi, Kartal Kosuyolu ve Giilhane EAH 'a konuk olduk.
(Prof. Dr. Mehmet AKBULUT Firat Universitesi Tip Fakiiltesi Kardiyoloji A.D. Baskani - Dog. Dr.
Nesrin OCAL Saglik Bilimleri Universitesi Giilhane Tip Fakiiltesi Gogiis Hastaliklari A.D. - Dog.
Dr. Serpil TAS istanbul Kartal Kosuyolu Yiiksek ihtisas Egitim ve Arastirma Hastanesi Kalp ve
Damar Cerrahisi )

- Istanbul Maratonuna SMA igin Sn. Olcay Soykan bizi temsilen katildi

- Istanbul Maratonunda Kuzey Marmara Organ nakli koordinatérleri basta Op. Dr. Giiltekin HOS
olmak lizere Dernegimizi ve "Bagis"la Tlrkiyem’i temsilen organ bagisi icin farkindalik adina
kostular.

8 Kasim’da

“Pulmoner Arteriyel Hipertansiyon nedir?” konulu projemiz ile ilgili gériismek lzere Dokuz
Eylul Universitesi Pulmoner Hipertansiyon Merkezine konuk olduk. (Prof. Dr. Ahmet Merih
Birlik - Prof. Dr. Bahri Akdeniz - Dog. Dr. Ebru Ozpelit - Dr. Ogr. Uyesi Dilek Sezgin)
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- Konugumuz istanbul Kartal Kosuyolu Yiiksek ihtisas Egitim ve Arastirma Hastanesi Organ ve
Doku Nakli Koordinatérii Sn. Azize GOKTURK ile Organ Nakli ve Bagis Sirecini konustuk.
Moderatér Emine Cayiroglu.

9 Kasim’da instagram canli yayinina katilan Miberra Giines EMRAN ile kizi Defne’nin Pulmoner
Hipertansiyonla yasama miuicadelesini konustuk. Moderatér Emine Cayiroglu.

10 Kasim’da Atamizi andik.
11 Kasim’da 10 Kasim Diinya KTEPH giiniinde sosyal medya hesaplarimizdan farkindalik yarattik.
12 Kasim’da

- 2019 yilinda Tirkiye’de ilk Kez PAH’lI Bir Hastaya Akciger Nakli Yapilisinin yildéniimiinii sosyal
medya hesaplarimizdan kutladik.

- lsbirlikcilerinden oldugumuz 2. Uluslararasi Organ Bagisi Karikatiir Yarismasi’nin sonuglari belli
oldu.

13 Kasim’da Asya ARHAN'In ev sahipliginde aylik aile toplantimizi sanal ortamda gergeklestirdik.

16 Kasim’da Konugumuz Dog¢. Dr. Mustafa Vayvada ile Akciger Nakli Ve Organ Bagisini konustuk.
Moderatér Emine Cayiroglu

18 Kasim’da izmir Valiligi il Sivil Toplumla iliskiler Midirltgiimiizce yapilan denetimden, BASARIYLA
ciktik.

26 Kasim’da Aygiin’le Hayata Giilimse instagram canli yayin serimize konuk olarak katilan Sair-Yazar
Faziylet SONMEZ ile “Yasadigi sancili siireci organ nakli ile gelen mucizeyi yazdigi 'Bir Nakil Hikayesi'
adli kitabi” hakkinda konustuk. Moderator: Aygiin MENGELLI ve Merve BALABAN

30 Kasim’da instagram canli yayinina katilan Beril Yavuz ile Pulmoner Hipertansiyonla Yasamayi
konustuk. Moderator Emine Cayiroglu.
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The Plus Value project organized by the Social Innovation group and sponsored by Pfizer came to an
end after 1.5 years. Kamil Hamidullah, Olcay Soykan and Ayse Kora Akersoy who took part in the
project drew up a strategic plan for the association.

Just as in the past months, two of our members continued answering queries over the phone within
office hours. Those who wished to have more detailed information were asked to consult our
website.

As this month has been identified as an awareness month for pulmonary hypertension, throughout
november we shared awareness messages over our social media accounts. The five animated public
service announcement we have prepared both in Turkish and English have also been shared over our
social media accounts.

The activities held and the meetings joined via Zoom, instagram or YouTube are as follows:

On November 1st - Concerning our project on "Children with PAH" we visited Pulmonary
Hypertension Center of Gazi University with the participation of Prof. Gilten Tacoy, MD. , Prof.
Serdar Kula, MD. and Prof. Abdurrahman Tufan, MD.

On 3-9 November - Within the context of " Organ transplantation Week" awareness messages were
shared over our social media accounts.

On 5 November - Aygiin Mengelli, as our moderator discussed "Organ Donation and Transplant
Issues in Turkey" with Glltekin Hos, MD. the head of Organ and Tissue Transplantation of Marmara
Region and founding member and surgeon in charge of Kidney Transplantation Unit at Sisli Hamidiye
hospital.

On 7 November

- We discussed our project on "Chronic Thromboembolic Pulmonary Hypertension with a
Multidisciplinary Approach" at three hospitals and we were hosted by; Asst. Prof. Serpil Tas,
MD at Cardiovascular Surgery Department, Kartal Kosuyolu Post Graduate Studies Training
and Research Hospital, Prof. Mehmet Akbulut, MD Head of Cardiology Department at Firat
University, Nesrin Ocal, Asst Prof at Chest Diseases Department of Health Faculty, Giilhane
Medical University.

- Olcay Soykan took part in the istanbul Marathon to raise awareness on SMA and represented
our association and Adim Adim.

- For the same marathon North Marmara Region transplant co-ordinators headed by Giiltekin
Hos, MD all took part in "Turkey-Make a Donation" to raise awareness for organ transplant
campaign. They represented their unit and our association as well.
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On 8 November

- We visited the Pulmonary Hypertension Center of Dokuz Eyliil University to discuss our
"What is PAH? " project. We were hosted by Prof. Ahmet Merih Birlik, MD. , Prof. Bahri
Akdeniz, MD. , Ebru Ozpelit, Asst. Prof., and Dilek Sezgin, MD.”

- Wediscussed "The Process of Organ Transplant and making a Donation" with Azize Goktirk,
Co-ordinator of Organ and Tissue Transplant Department, Kartal Kosuyolu Hospital via the
moderation of Emine Cayiroglu.

On 10 November - We commemorated Atatiirk on his day of death.

On 11 November - For "The World Chronic Thromboembolic Pulmonary Hypertension Day" on 11
November, we raised awareness on our media accounts.

On 12 November

- Over our social media accounts, we celebrated the first lung transplant surgery of a patient
with PAH.

- The results of the Second International Organ Transplant Caricature Contest which we are
the partners of, were announced.

On 13 November - Asya Arhan hosted our monthly reunion.

On 16 November - We discussed Lung Transplant and Organ Donation with Mustafa Vayvada, Asst.
Prof. MD. Emine Cayiroglu was the Moderator.

On 18 November - We were happy to go through an elaborative successful inspection conducted by
Izmir provincial Civil Society Relations Department.

On 26 November - With the moderation of Aygiin Mengelli and Merve Balaban, we welcomed
Fazilet Sbnmez, author and poet on instagram. In her book titled "A Transplant Story" she talks
about the miracles that took place following her transplant surgery.

On 30 November - With Emine Cayiroglu as our moderator, we discussed living with PAH with Beril
Yavuz on instagram.

PULMONER HIPERTANSIYON VE SKLERODERMA HASTA DERNEGI

Tel: +90 555 024 14 80 Mail: info@pahssc.org.tr ~ IBAN: TR52 0004 6004 7688 8000 0415 58
Adres: Akdeniz Mah. Sehit Fethibey Cad. No: 55 / Kat: 9 Heris Tower Is Merkezi PK: 35210 / Konak - Izmir
Web: http://www.pahssc.org.tr Nadir Hastaliklar Ag1 kurucu iiyesi

(//\\\‘
N9
NADi

HASTALIKLAR AG!



