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Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi

MAYIS AYI FAALIYET RAPORU - 2021

Mayis ayinda bir ilki gergeklestirdik. Pulmoner Hipertansiyon igin farkindalk olusturmak
amaciyla, cep telefonlarina 6 MinuteWalker oyunumuz kurgulandi. Bu basarimizla medyada
tam sayfa haber olduk. 5 Mayis Dinya Pulmoner Hipertansiyon gunu nedeniyle PAH
deneyimlerimizi paylastigimiz kendi videomuzu hazirladik ve basin bildirimiz yayinlandi.
Global Dinya 5 Mayis farkindalik ¢alismalarinin bir pargasi olduk. Ayhk aile bulugmalarimiz,
hasta hikayeleri ve egitim amagh toplantilar yanisira Stratejik Planimiz igin Degerlerimiz
dogrultusunda paydaslarimizla gerceklestirecegimiz faaliyetler lizerinde konustuk. Diger
aylardan farkh olarak bu ay, PH hastalarinin evde kolayca yapabilecekleri bir rehabilitasyon
programini konusunun uzmaniyla birlikte yiritmek igin adim attik. Ayrica Pulmoner
Hipertansiyon’u anlattigimiz bir Animasyon Serisini WorldPHDay kapsaminda paylagmaya
basladik. Dog. Dr. Ozge Kenis Coskun, dernegimiz adina pulmoner hipertansiyon hastalarina
6zel rehabilitasyon Programi baslatti. iki Gyemiz dernegimizin mesai saatleri igerisinde gelen
telefon aramalarina genel kapsamda yardimci olmaya devam edip daha fazla ayrintili bilgi
isteyenleri Dernek Web sitemize yonlendirdi.

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

Mayis ayi boyunca

Pulmoner Hipertansiyon giini etkinlikleri kapsaminda hastalarimiz tarafindan c¢ekilen
“Pulmoner Hipertansiyonla yasamak — (Pulmoner Hipertansiyon ve giinlik yasam & Pulmoner
Hipertansiyon ve gorinmez engellilik & Pulmoner Hipertansiyon ve gebelik & Pulmoner
Hipertansiyon ve organ bagisi konulu) videolarimizi yayinladik.

Yine Pulmoner Hipertansiyon glnu etkinlikleri kapsaminda PHmatters ile hazirlanan gorselleri
ve etiketlerimizi yayinladik.

1 Mayis’ta Uluslararasi Pulmoner Hipertansiyon Toplulugu ile birlikte haziran ayi ortasina
kadar surecek olan Dinya Pulmoner Hipertansiyon Gunua Farkindalik Etkinlikleri kapsaminda
Dinya Virtual World PH Day Center etkinliginde stand agarak yer aldik.

4 Mayis'ta

e Nadir Ag ile CHP milletvekili Gllizar Biger Karaca ile zoom gorismesine dernegimiz
nadir ag sorumlusu Olcay Soykan katildi.
e Nadir Ag’a katilan yeni Uyelerle yapilan toplantiya Olcay Soykan katildi.

5 Mayis’ta
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e Faaliyetlerimizile Avrupa Akciger Vakfi ELF'nin haber bultenine kapak haber olarak yer
aldik be Turkiye’nin sesini duyuran yine TEK akciger hastalari dayanisma dernegi olduk.

e Instagram canl yayinina katilan istanbul Kartal Kosuyolu Yiiksek ihtisas Egitim ve
Arastirma Hastanesi Akciger Nakli Klinik Sorumlusu Prof. Dr. Ahmet Erdal Tasg! ile eski
Pah hastasi 2019 Akciger Nakilli Sinem Kalin akciger nakli ile hayata yeniden tutunmayi
konustuk.

e Diinya Pulmoner Hipertansiyon gini igin hazirladigimiz 2 adet animasyon filmlerimiz
yayina konuldu.

e Nadir Ag ile CHP milletvekili Gamze Tasgler ile zoom gorlismesine dernegimiz nadir ag
sorumlusu Olcay Soykan katildi.

6 Mayis'ta

e SiM-Sosyal inovasyon Merk. Egt. ve Dan. Hiz. Ltd. Sti. tarafindan diizenlenen
Derneklerin Yasal Siregleri ile ilgili toplantiya dernegimiz adina Olcay Soykan-Deger
Kesimoglu-Asya Arhan-Asli Cigekoglu-Kamil Hamidullah katildi.

e SiM ile dernegin kurumsallasmasina yonelik ézel toplantiya Kamil Hamidullah, Ayse
Kora Akersoy ve Olcay Soykan katild.

7 Mayis’ta SiM ile dernegin kurumsallasmasina yénelik 6zel toplantiya Kamil Hamidullah, Ayse
Kora Akersoy ve Olcay Soykan katild.

8 Mayis'ta Emine GCayiroglu ev sahipliginde aylik aile toplantimizi sanal ortamda
gerceklestirdik.

10 Mayis’ta SIM-Sosyal inovasyon Merk. Egt. ve Dan. Hiz. Ltd. Sti.’in NHA-Nadir Hastaliklar Ag
ile olan toplantisina dernegimizin nadir hastaliklar agi sorumlusu Olcay Soykan katildi.

11 Mayis’ta

e Ege Universitesi Hemsirelik Fakiiltesi i¢ Hastaliklari Hemsireligi Anabilim Dali Dog. Dr.
Serap OZER ile 2 Haziran da yapilacak olan Skleroderma konferansi ile ilgili toplanti
yapildi.

e instagram canli yayinina katilan Emel Balgiin ile sklerodermayla yasamayi konugstuk.

12 Mayis’ta

Pektus dernegi ile yapilan Pektus Hastaligi, Pulmoner Hipertansiyon ve Sklorederma
Hastaliklari” ile ilgili ortak yayina dernek baskani Kamil Hamidullah ile Marmara Universitesi
Gogus cerrahisi A.D. Ogrt. Uyesi Yrd. Dog. Dr. Nezih Onur Ermerak katildilar.

12-13-14 May;s tarihleri arasinda yapilan Eurordis Uyeler Toplantisina Dernegimiz adina Olcay
Soykan katildi.
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14 Mayis’'ta Aygin’le Hayata Gulimse instagram canli yayin serimize konuk olarak katilan
Astrolog Tuncay TAVUS ile “26 Mayis’ta Gergeklesecek olan Total Ay Tutulmasinin Burglara
Gore Etkileri” konustuk.

18 Mayis’ta

Ege Telgraf gazetesi Diinya Pulmoner Hipertansiyon Gunu Farkindalik projemiz “6
Minute Walker” haber yaparak Pulmoner Hipertansiyona ve Nadir Hastaliklara dikkat
cekti.

Instagram canliyayinina katilan Merve Balaban ile Pulmoner Hipertansiyonla yasamayi
konustuk.

20 Mayis’ta

ONKOD tarafindan diizenlenen Organ Bagisinda iletisim konulu Webinar Serisine
dernegimiz adina Aygiin Mengelli katildi.

PHA Europe tarafindan gergeklestirilen Eventbrite webinar conference how to stop
worrying and start living with PH (PH igin endiselenmeyi nasil birakip hayatimi
yasamaya baslarim?) konulu konferansa Begim Fulya Adizel, Deger Kesimoglu ve
Kamil Hamidullah katildi.

22 Mayis’ta

ADHAD tarafindan canli yayinlanan moderatér Prof Serdar Kiiglikoglu konuklar Prof
Hasan Giingér ve Dr Buse Ozcan’in katildig1 PAH ve Egzersiz konulu programa ziyaretgi
olarak katildik.

Sorumlular toplantisi yapilarak Dernek vizyon misyon degerleri ve varolus
nedenlerimiz, paydaslarimiz konulari tartisildi.

9. Nérolojik Yogun Bakim Sempozyumu’nun Beyin Oliimi konulu oturumuna
dernegimiz adina Aygiin Mengelli katildi.

Nadirim ama Nadideyim Toplantisi igin birinci hazirlk toplantisi yapildi. Olcay Soykan,
Deger Kesimoglu, Eylem Yigit ve Kamil Hamidullah katildi.

2 Haziran sempozyumunda gosterilecek video igin yapilan hazirlik toplantisi tim video
ekibi katild.

24 Mayis’ta Nafider tarafindan yapilan KVKK egitimine Kamil Hamidullah, Ayse Kora Akersoy,
Olcay Soykan, Deger Kesimoglu, Asli Cicekoglu, Emine Cayiroglu katildi.

25 Mayis’ta

Instagram canli yayinina katilan Fatma ERGUN OZCAN ile Pulmoner Hipertansiyonla
yasamayi konustuk.

Yayinlanmasi planlanan bilten igin yapilan Hazirlik Toplantisina Ayse Kora Akersoy,
Olcay Soykan, Kamil Hamidullah, Begiim Fulya Adizel ve Deger Kesimoglu katild1.
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e SiM ile dernegin kurumsallasmasina yodnelik dzel toplantiya Kamil Hamidullah, Ayse
Kora Akersoy ve Olcay Soykan katild.
e NHA-Nadir Hastaliklar Ag1 Genel toplantina dernegimiz temsilcisi Olcay Soykan katild.

26 Mayis’ta

e Sim Sosyal inovasyon Merk. Egt. ve Dan. Hiz. Ltd. Sti. tarafindan diizenlenen Arti
Deger- Kaynak Gelistirme Egitimine dernegimiz adina Kamil Hamidullah, Olcay Soykan
ve Deger Kesimoglu katild1.

e ECHA-Sosyal ve Kiltirel Hayata Katilim Calisma Grubunun 4. toplantisi yapildi.
Toplantiya Dernegimiz adina Beglim Fulya Adizel ile Asya Arhan Katild1.

27 Mayis’ta NHA ile Hacettepe Unv Sosyal Hizmet Bolimii’'nden Dr.Ogr. Uyesi Aslihan Aykara
ve ekibi ile yapilan Nadir hastalara psikososyal destek projesi ile ilgili toplantiya Olcay Soykan
katild1.

28 Mayis’ta

e izmir il Saglik MudurlGgi ile birlikte 15 Nisan’da baslattigimiz organ bagisi cagrimiz,
ulusal medyada haber oldu.

e Aygin’le Hayata Gllimse instagram canli yayin serimize konuk olarak katilan Bitiinsel
Yasam Kogu Aysin ULUG PEKINCE ile “Saglkli Yasamak igin Beslenme Nasil olmalidir?”
konusunu konustuk.

e Engelli Cocuk Haklari Agi (ECHA) temsilcilerimizden Asya ARHAN, goriinmez engellilik
ve Pulmoner Hipertansiyon hakkinda bilgi paylasiminda bulunmak adina ECHA
Roportaj Serisi’nin 8.’sine konuk oldu.

29 Mayis’ta

e Nadirim ama Nadideyim Toplantisi igin ikinci hazirlik toplantisi yapildi Olcay Soykan,
Deger Kesimoglu, Eylem Yigit ve Kamil Hamidullah katildi.

e 2 Haziran sempozyumu icin Universite tarafindan organizasyon ekibi ile yapilan son
hazirlik toplantisina Kamil Hamidullah, Eylem Yigit, Olcay Soykan, Sibel Ercan katild1.

30 Mayis’ta NHA - Organ Bagisi galisma grubu toplantisi yapildi Olcay Soykan katildi.
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MAY 2021 REPORT

To mark the celebrations for the World PH Day, our Patient Association organized a number of
activities focusing on Pulmonary Hypertension along with others concentrating on Scleroderma, lung
transplant and educative sessions. Due to Covid-19 our PH Patient testimonials and all other
activities took place via Zoom, YouTube and instagram. All throughout the month a video titled
‘Living with PH’ filmed by ourselves was shown on our instagram account. We also started an on-line
Pulmonary rehabilitation programme supervised by a physiotherapist expert. Last but not least
Pulmonary Hypertension was fictionalised for a game on mobile phones with the aim of raising
awareness for the first time in the world. Two of our members continued answering incoming calls
to the Association and those who wished to have more information were directed to our website.

The activities and events of the month are as follows:

On 1 May - As an awareness activity for the World PH Day we opened a stand at the Virtual WPHD
Center with the International Pulmonary Association. This event will take place until mid-June. The
banners prepared by PHAEurope for the occasion were translated into Turkish.

On 4 May - Olcay Soykan our representative senior member for Rare Disease Network held a zoom
meeting with Giilizar Bicev, MP for People’s Republican Party.

Olcay Soykan also attended the meeting held for the new members who have joined the Rare
Disease Network.

On 5 May - Our activities made the front page of European Lung Foundation (ELF) and we were the
only Lung Patients’ Awareness Association from Turkey to be news headlines. Along with a press-
release our own video was shown. Each member talked about a topic consisting of Early Diagnosis,
the Risks of Pregnancy, Living with PH, Invisible Disability and Lung Transplant for PH Patients. Each
patient’s testimonial was translated into English.

On 6 May - Olcay Soykan, Kamil Hamidullah, Asya Arhan, Asli Cicekoglu and Deger Kesimoglu joined
a meeting titled ‘The legal Procedures of Associations’ organized by Social Innovation Centre.

On 6 May Kamil Hamidullah, Ayse Kora Akersoy and Olcay Soykan attended a meeting on ‘
Institutionalization of the Association’.

On 7 May - Kamil Hamidullah, Ayse Kora Akersoy and Olcay Soykan attended a meeting
‘Institutionalization of the Association’

On 8 May - We held our monthly family reunion hosted by Emine Cayiroglu.

On 10 May - Olcay Soykan, our representative for Rare Disease Network attended a meeting
organized by the Social Innovation and NHA (Rare Disease Network)

On 11 May - A meeting on the Scleroderma Symposium to take place on 2 June was held with Serap
Ozer, Assc. Prof., Nursing Faculty, Ege University.

On 11 May - We discussed the Scleroderma Disease with Emel Balgun.
On 12 May - Kamil Hamidullah and Nezih Onur Ermenak, Assc. Prof., Marmara University, Thoracic
Surgery Department discussed the Pectus lliness on a Virtual Programme organized by Pectus

Association and Pulmonary Hypertension Association.

On 12-13-14 May - Olcay Soykan attended Eurordis Members’ Meeting.
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On 14 May - We attended an interview on effects of total eclipse of the moon which would take
place on 26 May, on other signs of the Zodiac. The interview took place on ‘Smile onto life with
Aygln’.

On 18 May - The Ege Telgraf newspaper published a report on our awareness project, the 6 Minute
Walker and drew attention to Pulmonary Hypertension and Rare Diseases.

On 18 May - On instagram we discussed Merve Balaban’s experience in living with PH.

On 20 May - Aygiin Mengelli took part in ‘Communication on Organ Transplant’, a webiner serial
Programme organized by Onkod.

On 20 May - Beglim Fulya Adizel, Kamil Hamidullah and Deger Kesimoglu attended a ‘How to stop
worrying and start living with PH’ an Eventbrite Webiner Conference organized by PHAEurope.

On 22 May - We were guests of a programme titled ‘PH and Exercise’ organized by Serdar
Kiiclikoglu, Prof Hasan Giingdr and Dr. Buse Ozcan.

On 22 May - The vision, mission, values and reasons for being of the Association and our
stakeholders were discussed by senior members.

On 22 May - Ayglin Mengelli attended Celebral Death session of the 9th Neurologic Intensive Care
Symposium.

On 22 May - Olcay Soykan, Deger Kesimoglu, Eylem Yigit and Kamil Hamidullah attended a
preparative session for the ‘1 am Rare yet Precious’ Symposium on 2 June.
The team to prepare the video for the Symposium on Scleroderma held a meeting.

On 24 May - Kamil Hamidullah, Ayse Kora Akersoy, Deger Kesimoglu, Asli Cicekoglu, and Emine
Cayiroglu attended the Training session on Personal Data Protection Law organized by Nafider.

On 25 May - on Instagram Ergiin Ozcan talked about his living with PH experience.

On 25 May -Olcay Soykan, Kamil Hamidullah, Begiim Fulya Adizel and Deger Kesimoglu attended the
initial editorial meeting for the magazine to be prepared.

On 25 May - Kamil Hamidullah, Ayse Kora Akersoy and Olcay Soykan took part in a meeting on
Institutionalization of the Association organized by the Social Innovation Center.

On 25 May - Beglim Fulya Adizel and Asya Arhan attended the fourth meeting of Social and Cultural
Participation Workgroup of Network for Disabled Children’s Rights.

On 27 May - Olcay Soykan attended a meeting on Psychosocial Support to Rare Disease Patients
organized by Rare Disease Network and Aslihan Aykara of Hacettepe University, Social Service
Department.

On 28 May - Alongwith Izmir Provincial Health Department our call for organ donation was on
national media news.

On 28 May -Aysin Ulug Pekince, a holistic life coach gave information on, ‘How should healthy
nutrition be for a healthy life’ on ‘Smile onto Life’ instagram programme organized by Aygiin
Mengelli.
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On 28 May - Asya Arhan attended the eighth interview session organized by Rights of Disabled
Children’s Network and gave information on invisible disability and pulmonary hypertension.

On 29 May - Kamil Hamidullah, Olcay Soykan, Deger Kesimoglu and Eylem Yigit participated in
another meeting for ‘l am rare yet precious’ Symposium.

Kamil Hamidullah, Eylem Yigit, Olcay Soykan, Sibel Ercan attended the final meeting for the
Symposium.

On 30 May - Olcay Soykan attended a meeting of Organ Donation Workgroup.
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