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KASIM 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.

Kasim Ayi boyunca Pulmoner Hipertansiyon farkindalik ay1 kapsaminda sosyal medya hesaplarimizda
farkindalik paylasimlari yaptik.

3 — 9 Kasim Organ BagisI Haftasi kapsaminda sosyal medya hesaplarimizda farkindalik paylasimlari
yaptik.

Alliance for Pulmonary Hypertension (AFPH)'in haftalik toplantilarinda yer aldik.

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

2 Kasim’da

A Liv Hospital Vadistanbul Organ ve Doku Nakil Koordinatorii Burak Celik’i ziyaret ederek
organlarini bagislayan dernek Giyemiz Olcay Soykan ve ailesini sosyal medya hesaplarimizdan
paylasarak organ nakli konusuna dikkat cekmeye calistik.

A Uyelerimizden Ebru Dandin'in pahraman annesi, Sn. Adalet Oztiirk'iin vefat etti.

3-9 Kasim Organ ve Doku Nakli Haftasi 6zel haberimiz, Dogan Haber Ajansi'nda yer buldu. Yardimlari
icin Nilglin Yildirirm hanima Destekleri icin Dog. Dr. Pervin Korkmaz Ekren hocamiza ve hastalarina Ege
Universitesi Tip Fakiiltesi Hastanesi Akciger Nakli Poliklinigi'ne Sesimiz oldugu icin Kadir Ozen beye
Tesekkir ederiz.

3 Kasim’da

A 3-9 Kasim Organ ve Doku Nakli Haftasi icin Yedikule Gogiis ve Hastaliklari ve Gogiis Cerrahisi
Egitim Arastirma Hastanesi tarafindan Zeytinburnu Belediyesi Kazlicesme Kiiltiir Merkezinde
diizenlenen "Akciger naklinde 10. yilini dolduranlar" toplantisina dernegimiz adina Aygiin
Mengelli ve Hatice Erdogan katildilar.

A Bayrampasa Devlet Hastanesi tarafindan diizenlenen "Yasamak giizel, yasatmakta..." konulu
organ nakli ile ilgili toplantiya dernegimiz Organ Bagis Sorumlusu Aygiin Mengelli katildi.

A Dernegimizin rutin sorumlular grubu toplantisi yapildi.

4 Kasim’da

A Basaksehir Cam ve Sakura Sehir Hastanesi tarafindan diizenlenen "3-9 Kasim Organ Bagis
Haftasi etkinligine dernegimiz Organ Bagis Sorumlusu Aygiin Mengelli katildi.

A Maltepe Piazza AVM'de Kartal Kosuyolu Organ Nakli Koordinatérlerinden Azize GOKTURK
hanimin yaninda yer alarak destek vermeye giden dernek liyemiz Mehmet SEYMAN Bey, tim
organ nakli aday ve yakinlarini farkindalik calismalarinda goériinir olmaya ve destek vermeye
davet etti.

5 Kasim’da Pulmoner hipertansiyon hastaligindan ilk kez s6z eden kisi olan Dr. Ernst Van Romberg'i
dogum giinlinde sosyal medya hesaplarimizdan paylasarak andik.

6 Kasim’da

A Sosyal medya hesaplarimizdan istanbul’dan bagislanacak olan 1 adet 5 It.’lik oksijen kapasiteli
Sabit Oksijen Konsantratoér’'iin duyurusunu yaptik.
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>

iyilik icimizde Dernegi Kurucularindan ve Baskan Yardimcisi, Organ Bagisi Emekgisi, Rahmetli
Firuz Kayikci ve tiim donorlerimiz ve organ bagisi emekgileri icin okutulan mevlide, dernegimiz
adina Asya Arhan ve Neslihan Girkas katildilar.

istanbul Maratonunda Baskan Yardimcimiz Olcay Soykan, Payda Platformu ile Pulmoner
hipertansiyon icin farkindalik yaratti.

>

7 Kasim’da NTV'de yayinlanan, Mesut Yar ile Zincirleme Reaksiyon programina Memorial Sisli
Hastanesi Organ Nakli Merkezi Baskani Prof. Dr. Koray Acarli ve PAHSSc Organ Bagis Sorumlumuz
Aygiin Mengelli konuk oldular.

8 Kasim’da

A Dernegimiz Organ Bagis Sorumlusu Aygiin Mengelli istanbul Medipol Universitesi tarafindan
dizenlenen organ bagisi haftasi 1 bagis = 8 yasam konulu konferansa konusmaci olarak katildi.
A Vadi istanbul Jolly Joker’de yapilan Organ Bagisina dikkat konserine Dernegimiz Organ Bagis

Sorumlusu Aygiin Mengelli ve istanbul bélge sorumlusu Asya Arhan katild.
9 Kasim’da

A instagram hesabimizdan canl olarak yayinladigimiz Hasta Hikayelerinin 69. bdlimiinde
Moderatér: Emine Cayiroglu’nun konugu olan Aynur KOC OZDAMAR ile "Kronik
Tromboembolik Pulmoner Hipertansiyon (KTEPH) ile Yasamak” konustuk.

“11 Kasim Kronik Tromboembolik Pulmoner Hipertansiyon (KTEPH) Ginid” kapsaminda sosyal
medya hesaplarimizda farkindalik paylasimlari yaptik.

Dernegimiz Organ Bagis Sorumlusu Aygiin Mengelli Tekirdag il Saglik Midirliigi tarafindan
diizenlenen organ ve doku nakli konulu konferansa konusmaci olarak katildi.

>

>

10 Kasim’da

A Atamizi andik.

A 6 Kasimda duyurusunu yaptigimiz cihazimizi bagisladik.

A Dernegimizin Karsiyaka Belediyesi Sancar Maruflu Sivil Toplum Yerleskesi ‘ne resmi tasinma
sireci vergi dairesinin Karsiyaka Vergi Dairesi’'ne tasinmasiyla tamamlandi.

11 Kasim’da

A Yavuz Sultan Selim ve Fatih Sultan Mehmet Kdpriileri, Diinya KTEPH giiniinde Pulmoner
Hipertansiyon farkindaligi icin MOR renkle aydinlatildi.

Diinya Zatiirre Glnlinde hayati 6nem tasiyan zatirre asisina dikkat cekmek icin sosyal medya
hesaplarimizdan paylasim yaptik.

Dernegimiz Organ Bagis Sorumlusu Aygiin Mengelli Biruni Universitesi tarafindan
gerceklestirilen organ naklinin dnemi konulu konferansa konusmaci olarak katildi.

Diinya KTEPH gliniine 6zel hasta bilgilendirme webinarini Prof. Dr. Bedrettin Yildizeli ve Prof.
Dr. Pinar Onen’in katilimlariyla online olarak gerceklestirdik.

>

>

>

12 Kasim’da

A 2019 yilinda Tirkiye’de ilk Kez PAH’li Bir Hastaya Akciger Nakli Yapilisinin yildéniimiinde bu
nakli gerceklestiren Kartal Kosuyolu Yiiksek ihtisas Egitim Ve Arastirma Hastanesi'nden Dr.
Ahmet Erdal TASCI hocamiz ve ekibine sosyal medya hesaplarimizdan bir kez daha tesekkiir
ettik.

Pulmoner hipertansiyona dikkat c¢cekmek amaciyla Pharmactive'in kosulsuz katkilariyla

hazirlanan ve bir hafta siirecek olan "Nefes Challenge" etkinligimizi Diinya Serbest Dalis

>
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Rekortmeni ve Milli Sporcumuz Derya CAN'a meydan okuyarak, doktorlarimiz, bilimsel
dernekler, hasta, hasta yakinlari ve gonillllerimizle birlikte baslattik.

13 Kasim’da Diinya lyilik Giiniinde hastalarin yasamlarina dokunmak isteyen hasta ve hasta yakinlarini
dernegimize lye olmaya davet ettik.

16 Kasim’da Diinya KOAH Giini igin sosyal medya hesaplarimizdan paylasimlarda bulunduk.

17 Kasim’da

A

> >

Dernegimiz Organ Bagis Sorumlusu Aygiin Mengelli Beyaz énliikler grubu tarafindan istanbul
Medeniyet Universitesi Ziraat Kitiiphanesinde gerceklestirilen Kemik iligi ve oran bagisi
konulu etkinlige katildi.

Dernegimizin rutin sorumlular grubu toplantisi yapildi.

Pfizer-Arti Deger ikinci doneminin egitim programi'nin devam toplantilarina Kamil Hamidullah,
Ayse Kora Akersoy ve Olcay Soykan dernegimizi temsilen katildilar.

18 Kasim’da Dernegimiz Organ Bagis Sorumlusu Aygiin Mengelli @doctorla.co instagram canli yayin
programina katilarak Organ Nakil Koordinatori ve Akciger Nakilli olarak deneyimlerini paylasti.

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

20 Kasim’da Diinya Cocuk Haklari Giinii igin sosyal medya hesaplarimizdan paylasimlarda bulunduk.

21 Kasim’da

A

A

PAHSSc faaliyetleriyle, Avrupa'nin sayili akciger hastalari dayanisma derneklerinden birisi
olarak Avrupa Akciger Vakfi - European Lung Foundation (ELF)'nin aylik haber biilteninde
Sosyal medyalarimizdaki hasta hikayelerimizle, Bilimsel derneklerin ve enduistrinin destegiyle,
IPF Farkindahk haftasinda idiyopatik pulmoner fibrozis (IPF) farkindaliginin artilmasiyla
Raynaud Farkindalik Ayinda Raynaud igin farkindalik calismalariyla, ihtiyaci olan lyeler icin
daha fazla tasinabilir oksijen konsantratori temin etmesiyle, Bagisla Turkiyem' Platformu ile
organ bagisina dikkat cekmesiyle Bugline kadar akciger bagisinda bulunan toplam 303
bagiscinin hatiralari icin PAHSSc Hatira Ormani'na yaptigi fidan bagislariyla Hasta
Organizasyonu Ozeti: Kasim 2022 sayisinda yer aldi.

TEMA ile 2. Hatira Ormani Projemiz taraflarin karsilikli onaylari ile s6zlesme asamasina tasindi.

22 Kasim’da

A
A

Diinya Dis Hekimleri Giini icin sosyal medya hesaplarimizdan paylasimlarda bulunduk.
instagram hesabimizdan canli olarak yayinladigimiz Hasta Hikayeleri’nin 70. bélimiinde
Moderatér: Emine Cayiroglu’nun konugu olan Aykut inciler ile "Kronik Tromboembolik
Pulmoner Hipertansiyon (KTEPH) ile Yasamak” konustuk.

23 Kasim’da

A

>

Sosyal medya hesaplarimizdan, Sevgili hasta ve hasta yakinlarimizi, pulmoner hipertansiyon
farkindalik ayina bizi saghgimiza kavusturabilmek icin gosterdikleri gayretleri igin
doktorlarimiza ve Pulmoner Hipertansiyon Merkezlerine, CIMER {izerinden tesekkiir etmeye
davet ettik.

Amerikan Pulmoner Hipertansiyon Dernegi faaliyetlerimizi kendi @Phassociation sosyal
medya hesaplarindan paylasarak tarihinde ilk kez yabanci bir dernegin faaliyetlerini kendi
sosyal medyasina tasiyarak paylasimda bulundu.
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24 Kasim’da

9
A

Basta Basogretmen Mustafa Kemal Atatlirk olmak lizere, tim 6gretmenlerimizin 24 Kasim
Ogretmenler Giiniinii sosyal medya hesaplarimizdan yaptigimiz paylasimla kutladik.

Ege Universitesi Tip Fakiltesi Gogiis Hastaliklari Anabilim Dali Ogretim Uyesi Prof. Dr. Nesrin
Mogulko¢ hocamiza 14 adet nebiilizator ve cihazlara ait muhtelif sarf malzemeleri bagisladik.

25 Kasim’da

9
A

P

Sosyal medya hesaplarimizdan paylastigimiz 6 no.lu ilanimizla istanbul’dan bagislanacak olan
1 adet 5 It. Oksijen kapasiteli Sabit Oksijen Konsantrator’iin duyurusunu yaptik.

Kadina Yonelik Siddetle Miicadele giinlinde sosyal medya hesaplarimizdan yaptigimiz
paylasimlarla kadina siddete hayir dedik.

Pfizer-Arti Deger ikinci doneminin egitim programinin devam toplantilarina Kamil Hamidullah,
Ayse Kora Akersoy ve Olcay Soykan dernegimizi temsilen katildilar.

26 Kasim’da

9
A

Mevcut hastalarimizin TREPROSTINIL tedavisine kavusmasinda emegi ve katkisi olan herkese
sosyal medya hesaplarimizdan yaptigimiz paylasimlarda tesekkir ettik.

Pulmoner hipertansiyon alaninda farkl disiplinleri bir araya getirmek, farkindaligi artirmak ve
egitimler yapmak amaci ile kurulan Akciger Damar Hastaliklari Arastirma Dernegi (ADHAD)
tarafindan cikartilan ADHAD BULTEN’in 6. sayisinin cikarildigi bilgisini sosyal medya
hesaplarimizdan paylastik.

27 Kasim’da paydasi oldugumuz Nadir Hastaliklar Saglik Strateji Belgesi ve Eylem Plani 2023-2028
yayinlandigini sosyal medya hesaplarimizdan duyurduk.

29 Kasim’da saglik hizmetlerinin vazgegilmez unsuru olan tiim Tibbi Sekreterlerimizin Diinya Tibbi
Sekreterler Glinii sosyal medya hesaplarimizdan kutladik.

30 Kasim’da Pharmactive'in kosulsuz katkilariyla hazirlanan Nefes Challenge’a destek veren
hocalarimizin kolaji hem Pharmactive' hem de dernegimizin sosyal medya hesaplarinda paylasildi.
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v PAHSSC
‘ﬁ.’ll\ Pulmonary Hypertension and

Scleroderma Patient Association

ACTIVITY REPORT FOR NOVEMBER 2022

Two of our members continued assisting with the incoming calls and suppling callers with general
information on PAHSSc and those who wished to have more detailed information were directed to
our website.

As November is an awareness month for PH we posted awareness messages on our accounts.
Kamil Hamidullah and Deger Kesimoglu attended the weekly meetings of Alliance for PH.

3-9 November within the scope of Organ Donation Week, messages were posted on our accounts.
Activities that took place and meetings joined via Zoom and YouTube are as follows:

On 2 November

A Miss Soykan donated her organs upon her coming of age like her parents. We posted her
visit to Burak Celik, Organ and Tissue Coordinator at Liv Hospital, Vadiistanbul with her
parents.

A Ms. Adalet Oztiirk, Ebru Dandin’s courageous mother passed away.

On 3 November

A With respect to Organ and Tissue Transplant Week of 3-9 November an exclusive news on
our association was featured on Dogan News agency. We wish to thank Ms. Nilgtin Yildirim,
Ms. Pervin Korkmaz Ekren, Deputy Prof. and their patients and equally to Kadir Ozen for
advocating on our part at the Lung transplant Polyclinic of Ege University Medical Faculty.

A On the occasion of Organ and Transplant week Aygiin Mengelli and Hatice Erdogan attended
the tenth anniversary in lung transplantion meeting at Kazlicesme Cultural Centre,
Zeytinburnu Municipality organized by Yedikule Chest and Thoracic Disease and Thoracic
Hospital.

On November 4

A Aygiin Mengelli, organ donation officer of the association attended a meeting on organ
transplantation titled. ‘Living is nice, but enabling some to live...” organized by Bayrampasa
State Hospital.

A Senior Members’ Meeting was held.

A Aygiin Mengelli attended an Organ Donation Week event organized by Basaksehir Cam and
Sakura City Hospital.

A Mehmet Seymen, our member assisted Ms. Azize Goktiirk, on organ transplant coordinator
of Kartal Kosu yolu Hospital at Maltepe Piazza Shopping Centre. All organ transplant
candidates and their families were suggested to be noticeable and suppotive.

On November 5 - On his birthday we commemorated Ernst Van Romberg, the first physician to
mention the PH disease.

On November 6
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We announced the availability of a 5 It. Immobile Oxygen Concentrator which would be
donated from Istanbul.

Aygin Mengelli and Neslihan Goktiirk attended prayer service for Firuz Kayikgei, founder of
“lyilik icimizde Association” and those who have been donors.

Olcay Soykan, Vice President created an awareness for PH with the Payda Platfom at the
Marathon of istanbul on our behalf.

>

>

On November 7 - On the chain reaction program broadcasted by Mesut Yar on NTV, Prof. Koray
Acarli, MD, President of the Organ Transplantation Center of Sisli Memorial Hospital and Aygiin
Mengelli were invited as guest speakers.

On November 8
A As speaker Aygiin Mengelli attended a conference titled ‘1 Donation-8 Lives’arranged by
istanbul Medipol University on the occasion of organ donation week.
A Aygiin Mengelli and Asya Arhan attended a concert given to raise awareness on organ
transplantation at Jolly Joker, Vadi istanbul.

On November 9

A In the 69th episode of patient testimonials, titled ‘Living With Chronic Thromboembolic
Pulmonary Hypertension (CTEPH)’ Emine Cayiroglu, our moderator talked with Aynur Kog
Ozdamar.

On the occasion of Chronic Thromboembolic Pulmonary Hypertension (CTEPH) Day on 11
November awareness messages were shared on our social media.

As speaker Aygiin Mengelli, Organ Donation officer attended a conference on organ and
tissue transplantation organized by Tekirdag Provincial Health Directorate.

>

>

On November 10

We commemorated Atatlirk, the founded of the Turkish Republic.

The oxygen Concentrator announced on 6 November was donated.

The official relocation process of the association to Sancar Maruflu Civil Society Campus,
Karsiyaka Municipality was completed upon the transfer of the tax office to Karsiyaka Tax
Office.

> > 2

On November 11

>

Yavuz Sultan Selim and Fatih Sultan Mehmet Bridges were illuminated with a purple colour,
colour of Pulmonary Hypertension Awareness, on World CTEPH day.

Aygin Mengelli attended as speaker a conference on the importance of organ
transplantation held by Biruni University.

Prof. Bedrettin Yildizeli, MD. and Prof Pinar Onen, MD were our guests on our special on-
line webiner session held on the occasion of World CTEPH Day.

>

>

On November 12

A On our media accounts we thanked Dr. Ahmet Erdal Tasci and his team once again for the
first Lung Transplantation surgery performed in 2019 at Kartal Kosu Yolu Yiiksek ihtisas ve
Arastirma Hastanesi.
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A Soas to draw attention to pulmonary hypertension, our week long Breath Challenge

prepared with the unconditional support of Pharmactive, was kicked off by Derya Can, world
record holder and national athlete. Doctors, scientific associations, patients, their relatives
and volunteers continued the challenge and tried to overcome her performance.

On November 13 - On World Kindness Day, we invited patients and their relatives who wished to
touch the lives of others to become members.

On November 16 - On the occasion of World COPD Day we shared awareness messages which can
cause pulmonary hypertension as well.

On November 17

>

Aygin Mengelli participated on an event by White Coats, on bone marrow and rate donation
held at the Agricultural Library, istanbul Civilization University.

Our senior group member reunion was held.

Kamil Hamidullah, Ayse Kora Akersoy and Olcay Soykan attended a meeting of the second
term of Pfizer Plus Value Training Program.

> >

On November 18 - Aygiin Mengelli participated in the doctorla.co Instagram live broadcast program
and shared her experience as organ transplant coordinator on lung transplantation.

On November 19 - Our family reunion was held on-line.

On November 20 - On the occasion of World Children’s Rights Day, awareness messages were
shared on our media accounts.

On November 21

A PAHSSc was on the list of European Lung Federation’s Monthly Bulletin once again with its
activities held throughout the month.
For the second phase of our Memorial forest project with TEMA (Turkish Foundation for
Combating Erosion, Afforestation and Conservation of Natural Assets), a new contract is
about to be drawn upon consensus of both parties.

>

On November 22

A On account of the World Dentists’ Day consciousness messages were posted on our media
accounts.
During the 70th episode of patients’ testimonials Emine Cayiroglu as moderator conducted
an interview with Aykut inciler on ‘Living with Chronic Thromboembolic Pulmonary
Hypertension. It was broadcasted on our Instagram account.

>

On November 23 - In connection with the Pulmonary Hypertension Awareness Month, our members
and their relatives overcame another challenge by thanking their physicians and the centres they go
to for their check-up’s. We thanked them for their unconditional help in trying to improve our
health through the medium of Cimer, Communication Centre of the Presidency.

On November 24
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Our engagements mentioned on Phassociation, the account of the American Pulmonary
Hypertension Association were the first in their history to share the activities of an external
association.

On the occasion of Teachers’ Day a posting was made to celebrate the day of the teachers
and that of Mustafa Kemal Atatlirk, the headmaster of the Turkish children.

A A donation of 14 Nebulizers and their various supplies were presented to Prof Nesrin
Mogulkog for their use at the Lung Disease Department, Ege University Medical Faculty.

P

On November 25

We announced the availability of a 5 It immobile oxygen concentrator to be donated.

On account of preventing and combating violence against women messages were posted on
our media accounts.

A Kamil Hamidullah, Ayse Kora Akersoy and Olcay Soykan attended a meeting of the second
term of Pfizer Plus Value Reunions.

P ]

On November 26

A Those who contributed to Treprostinil treatment on our current patients were thanked on
our social media accounts.

A Information on our accounts were posted on the publication of the 6th issue of ADHAD
Bulletin of Pulmonary Vascular Diseases Research Association. ADHAD was set up to bring
together different disciplines in the field of PH, to raise awareness and to conduct training
sessions.

On November 27 - As we are partners of Rare Diseases’ Network, we posted their publication of the
Health Strategy Document and Action Plan for 2023-2028 on our media accounts.

On November 28 - On the occasion of the Medical Secretaries’ Day, messages were posted to put
emphasis on the fact that they are an indispensable element of health services.

On November 30 - A collage of the physicians who took part on The Breath Challenge was prepared

with the unconditional contribution of Pharmactive and it was shared on both the social media
accounts of Pharmactive and that of our association.
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