% PAHSSc

Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi

MART AYI FAALIYET RAPORU - 2021

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

Bu ay yer alan etkinliklerimiz ve zoom veya youtube araciligiyla katilmig oldugumuz toplantilar
asagidaki gibidir.

1-12 Mart PHA Europe’un bu sefer Covid Pandemisi nedeniyle ¢evrim i¢i olarak dizenledigi
yillik sanal konferansina katildik.

2 Mart’ta yapilan instagram canli yayinina katilan Ege Universitesi Tip Fakiiltesi Akciger Nakli
Sorumlusu Gogiis Cerrahisi Anabilim Dali Dog. Dr. Ali Ozdil ve Serkan Yildiz ile Akciger Nakli
Surecinde Organ beklemeyi konugstuk.

3 Mart’ta;

- TKD — Turk Kardioloji Dernegi ile 5 Mayis’ta yapilacak basin bildirisi hakkinda toplanti yapildi.
S6z konusu toplantiya Dernegimizi temsilen Kamil Hamidullah-Beglim Fulya Adizel- Emine
CAYIROGLU katildi.

- Abilitypool Bulusmasi génulli hizmetleri igin aracilik yapan bir organizasyon olan Abilitypool
ile toplanti yapildi. Olcay Soykan - Kamil Hamidullah katild..

- Arti Deger Kapasite Gelisim Programi & Nadir Hastaliklar Ginu “Degisimlerin Caginda
Medya” konulu Ozel Paneline dernegimiz adina Olcay Soykan katild!.

9 Mart’ta yapilan instagram canli yayinina katilan Merve Emircan - Elif Emircan kardeslerle
sklerodermayla yasamayi ve kiz kardes dayanismasini konustuk.

10 Mart’ta
- Dernek sorumlu ekibi ile yapilacak yonetim kurulu toplantisi hakkinda toplanti yapildi.

- Dernegimiz Nadir Hastaliklar Agi elgisi Olcay Soykan NHA adina Uskiidar Universitesi ISTKA
Yenilik¢i istanbul Projesi TRFENMER (Transgenik Hiicre Teknolojileri ve Epigenetik Uygulama
ve Arastirma Merkezi) toplantisina katild.

12 Mart’ta
e ArtiDeger Sivil Toplum Destek Programi kapsaminda "Goénllilerle Calisma ve Gonullu
Yénetimi" bashgindaki egitimi Sosyal inovasyon Merkezi Kurucusu Suat Oz¢agdas
yurutuculiginde gergeklestirildi. Olcay Soykan-Ayse Kora Akersoy katildi.
e 28 Subatta baslayan ve her giin devam eden PHA Europa konferansinin son toplantisi
yapildi.

13 Mart’ta Asya Arhan ev sahipliginde aylik aile toplantimizi sanal ortamda gergeklestirdik.
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16 Mart’ta yapilan instagram canliyayinina katilan istanbul Kartal Kosuyolu Yiiksek ihtisas EAH
Gogls cerrahi Uzm.Dr. Mustafa Vayvada ve ipf hastasi akciger nakilli Murat Mediceler ile
akciger nakli ile hayata yeniden tutunmayi konustuk.

17 Mart’ta
o Ege Universitesi hemsirelik fakiltesi skleroderma farkindalik projesi toplantisina
dernegimiz adina Kamil Hamidullah, Eylem Yigit, Olcay Soykan ve Deger Kesimoglu
katild1.
e ADHAD tarafindan gergeklestirilen kisa sorulara kisa cevaplar instagram canli yayinina
sorularimizla seyirci olarak katildik.

19 Mart’ta Alzheimer Dernegi tarafindan diizenlenen Gonulluligin Anatomisi konulu
toplantiya dernegimiz adina Asya Arhan ve Olcay Soykan katildi.

20 Mart’ta Olagan Genel Kurulumuzu yaptik. Yonetimde yer alacak arkadaslarimizi segtik.

22 Mart’ta Nadir Ag ile birlikte Aifd ile toplanti yapilan nadir hastaliklarla ilgili projeleri igin 6n
gorisme niteligindeki toplantiya dernegimiz adina Olcay Soykan katild.
23 Mart’ta

e izmir Kent Konseyi ile yapilan Olaganiistii Durumlarda Engelli Bireylerin Yasadig
Sorunlar ve Céziim Onerileri ile ilgili toplantiya dernegimiz adina Kamil Hamidullah

katildi.
e Instagram canli yayinina katilan Emine Aktas ile pulmoner hipertansiyon ile yasamayi
konustuk.
24 Mart’ta

e Sosyal Inovasyon Merkezi ile Dernek Kapasite Artirimi ile ilgili yapilan toplantiya
dernegimiz adina Olcay Soykan - Ayse Kora Akersoy - Kamil Hamidullah katild.
e ELF toplantisi yapildi Dernegimiz adina Deger Kesimoglu katildi.

26 Mart’ta ECHA ¢alisma gruplari sosyal ve kultlrel hayata katihm ¢alisma grubu toplantisi
yapildi. Dernegimiz adina Beglim Fulya Adizel ve Asya Arhan katild1.

30 Mart’ta yapilan instagram canli yayinina katilan S.B.U Siireyyapasa Gégiis Hastaliklari ve
Gogls Cerrahisi EAH Pulmoner Rehabilitasyon Unitesi Sorumlu Hekimi Gégiis Hastaliklari
Uzmani Dog. Dr. ipek OZMEN ve akciger nakilli Oktay YUKSEL ile akciger nakli ile hayata
yeniden tutunmayi konustuk.

31 Mart’ta Agik Agik grubu ile 5 yillik degerlendirme toplantisi yapildi. Dernegimiz adina Emine
Gayiroglu - Olcay Soykan katildi
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MARCH 2021

Two of our members tried to provide information to those who placed calls within work
hours. Those who wished to have more detailed information were directed to the website of the
Association. The list of activities and meetings attended via YouTube and Zoom are as follows:

1. 1-12 March The PHA Europe’s virtual annual conference (APHEC-Annual Pulmonary
Hypertension Europe Conference) was attended.

2. On 2 March Prof. Ali Ozdil of Ege University and Serkan Yildiz discussed the awaital of an organ
for lung transplant on a live broadcast.

3. On 3 March an internal meeting took place concerning the press-release to be made in
conjuction with the Turkish Society of Cardiology on 5 May.

4. On 3 March a meeting was realised with ‘Ability Pool’ which mediates for voluntary services
between organizations.

5. On 3 March a meeting titled ‘Media on the Era of Change’ as part of ‘Added Value Capacity
Improvement Programme’ was attended.

6. On 9 March sister to sister solidarity between Merve and Elif Emircan was expressed during a
live broadcast meeting titled ‘Living with Scleroderma’.

7. On 10 March a meeting concerning the election of Board of Members and General Assembly
was held with the participation of restricted members in charge.

8. On March 10 our Ambassadress for Rare Diseases took part in ‘Innovative Istanbul Project’ held
by ‘ Transgenic Cellular Technologies and Epigeneric Applications and Execution Centre’ of Uskudar
University.

9. On 12 March a meeting of ‘Added Value Capacity Programme’ titled ‘Working with Volunteers
and Voluntary Management’ was attended.

10. On 12 March the final meeting of PHA Europe Conference which started on 28 February was
attended.

11. On 13 March our monthly Family Reunion took place on virtual platform.

12. On 16 March Dr Mustafa Vayvada and Murat Mediceler, an IPF patient with lung transplant
discussed reintegration and holding onto life once again with lung transplant on a live platform
transmitted via Instagram.

13. On 17 March a group of restricted members participated in the preliminary meeting of an
awareness project on Scleroderma to be held in conjunction with the Nursing Faculty of Ege
University.
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14. On 17 March on an Instagram meeting titled ‘Brief Replies to Brief Questions’ organized by
ADHAD (Pulmonary and Vascular Diseases’ Research Association we served as participators of the
audience with our questions.

15. On 19 March we particated in a meeting titled ‘An Anatomy of Voluntary Work’ organized by
Alzheimer Association.

16. On 20 March new board members were selected on the General Assembly.

17. On 22 March in conjunction with Rare Diseases’ Network and AIFD, we participated in a
preliminary meeting to discuss future projects concerning rare diseases.

18. On 23 March we took part in a meeting organized by Izmir City Council and titled ‘Problems
Encountered by individuals with Restricted Mobility Activities and Proposed Solutions’.

19. On 23 March ‘Living with PAH experience’ was discussed on Instagram.

20. On 24 March we participated in a meeting titled, ‘Capacity Increase of Associations’ in
conjunction with Social Innovations Centre.

21. On 24 March an ELF meeting was attended.

22. On 26 March we took part in a work group on ‘Participation in Social and Cultural Aspects of
life’ organized by ECHA ( Rights of Children with Restricted Mobilities Association).

23. On 30 March Associate Prof. ipek Ozmen of Siireyya Hospital discussed ‘Reintregration and
holding onto life’ with Oktay Yuksel, a patient with lung transplant on a live broadcast.

24. On 31 March our Association took part in a meeting titled ‘A Five Year Evaluation’ organized by
Acik Agik Group (Frank Approach Group).
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