w PAHSSC

' \ Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi

MAYIS AYI FAALIYET RAPORU - 2023

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

Dinya Pulmoner Hipertansiyon Gunu farkindahgr kapsaminda ve tedaviye erisimde yasanan
sikintilar konusunda; Akciger Damar Hastaliklari Arastirma Dernegi - (ADHAD), Dr. Metin
KALENDER, Nadir Hastaliklar Agi, Prof. Dr. Mehmet AKBULUT, Prof. Dr. Serdar KULA, Turk
Kardiyoloji Dernegi (TKD) ile birlikte

A 1 Mayis'ta birgun.net
A 3 Mayis'ta tibbinustalari.com - gunboyugazetesi.com.tr - oncevatan.com.tr
A 5 Mayis'ta milliyet.com.tr - dha.com.tr - abcgazetesi.com - haber1.com

gazete ve internet sitelerinde haber yapilarak sesimizin duyulmasinda katki saglamaya calistik.

Pulmoner Hipertansiyon ittifaki (Alliance for Pulmonary Hypertension (AfPH)'in haftalik
toplantilarina katilindi.

Bu ay yer alan etkinliklerimiz ve zoom veya youtube araciligiyla katilmis oldugumuz toplantilar
asagida belirtilmistir:

3 Mayis'ta Nadir, kronik, kanser ve diger hastalarimizin yurt disindan gelen tedavilerini
kaybetmemeleri i¢in basin mensuplariyla bir araya gelerek seslerini duyurabilmek amaciyla
Nadir Hastaliklar Agi olarak, Nadir Hastalar icin Tedaviye Erisim ve Yasam Hakki konulu basin
toplantisi diizenledik. Basin Toplantisina Dernegimiz adina hasta yakini génalli dyemiz Bilge
ADIZEL konusmaci olarak katildi. Dernegimiz, Nadir Hastaliklar Agi'nin kurucu Gyesidir.

Toplantida ozette, Dernek adina bizim hastaligimiz ile ilgili, nadir hastaliklar toplulugu da butin
nadir hastaliklar ile ilgili; ortak amag olarak ilaca ulasmakta sikinti cektigimizi bu konuda hem
hastanin hem hasta yakinlarinin fiziksel ve psikolojik olarak zorlandigini, ilaca ulagmak icin
resmi prosedurleri bekleyecek zamanimizin olmadigini, bu durumun hastalari hayati tehlikeye
soktugunu, ilacin temini ile ilgili degisiklikler yapilirken en azindan hastaligin temsilcisine
danisilmasi gerektigini, bu degisiklik sizin hastalik grubunuzda nasil sonuclar dogurur
sorusunun sorulmasi ilaglarin ruhsatlanmasi konulari konusuldu.

5 Mayis Diinya Pulmoner Hipertansiyon Gini farkindaligi kapsaminda
A Sosyal medya hesaplarimizdan gesitli paylasimlarda bulunduk.

A Akciger Damar Hastaliklari Arastirma Dernedi (ADHAD) ve PAHSSc Hasta Dernegi,
Dinya Pulmoner Hipertansiyon Gini'nde Gazi Universitesi Tip Fakiiltesi'nde
"Doktorlardan Hastalarina Kiictik Bir Hediye" adli bir etkinlik diizenledi. Etkinlik, Prof.
Dr. Serdar KULA'nin liderliginde gergeklesti. Dr. Kula, Pulmoner Hipertansiyona dikkat
cekerken, Dr. Metin KALENDER de hasta ve yakinlarina sarkilar syledi. Dr. KALENDER,
Dinya Pulmoner Hipertansiyon Gunul igin besteledigi sarkiyi paylasti. Etkinlige,
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derneklerimizi temsilen konusmaci olarak katilan PAH hastasi Fatih KAYMAKCIOGLU da
kendi yazdigi bir siiri dinleyicilere sunarak etkinlige katkida bulundu. Bu etkinlik ulusal
haber kanallarinda da yer ald..

>

Ulusal haber kanallarinda PAHSSc Dernegi ve Turk Kardiyoloji Dernegi isbirligiyle
gerceklestirdigimiz farkindalik réportaji yayinlandi.

Uyesi oldugumuz ve PH-KSP, kiiresel PH toplulugunun pulmoner hipertansiyon
hakkinda paha bicilemez bilgilere erisebilecegi ve paylasabilecegi dinamik, kapsayici ve
isbirlik¢i bir merkez olan Pulmoner Hipertansiyon Bilgi Paylasim Platformu (PH-KSP)
nun faaliyete gegmesini sosyal medya hesaplarimizdan repost yaparak duyurduk.

>

>

Pulmoner hipertansiyon toplulugu icin biylk ©nem tasiyan "Dinya Pulmoner
Hipertansiyon Guni"nde, AfPH Uyeleri Luc Matthysen, Wendy Vansteenkiste, Maggy
Surace, Hans-Dieter Kulla, loanna Alysandratou, leva Plume, Agnieszka Bartosiewicz ve
Kamil Hamidullah ile Pisana Ferrari, gururla Pulmoner Hipertansiyon Bilgi Paylasim
Platformu (PH-KSP) ve cevrimici bilgi paylasimi web semineri serisini baslattiklarini
duyurdular.

6 Mayis'ta istanbul'da gerceklestirdigimiz kahvalti organizasyonunda, Diinya Pulmoner
Hipertansiyon Farkindalik GUnu igin dernek Gyeleriyle bir araya geldik.

6-12 Mayis Kan Bagisi Haftasinda Kan bagisi yaparak "CANA CAN KATANLAR", organlarini da
bagislayarak vefatlarinin ardindan 8 kisiye CAN, dokulariyla ise 50 kisiye UMUT olabilirler
postuyla sosyal medya hesaplarimizdan hem kan bagisina hem de organ bagisina dikkat
cekmeye calistik.

7 Mayis'ta Kartal Kosuyolu Yiiksek Ihtisas Egitim ve Arastirma Hastanesi Organ Nakli
Bolimune organlarini bagislamaya giden Dernek Uyelerimiz Sibel ERCAN ve Emine
CAYIROGLU organ bagisina dikkat cekerek herkesi bir kez daha organ bagisinda bulunmaya
davet ettiler.

8 Mayis'ta Dr. Carlo Curcio tarafindan Napoli'de kurulan Ospedale degli Incurabili (Caresiz
Hastaliklar) hastanesinde, 1753 yilinda iyilesmesi mimkiin olmayan nadir bir hastalik olan
skleroderma ilk kez tanimlanmistir. Bu olayin anisina, Mario Giordano (Napoli), Stephanie
Jablonska (Polonya) ve Gerald P. Rodnan (Pittsburg) tarafindan Dr. Curcio'nun vaftiz edildigi
San Nicola dei Greci Kilisesi'nde 8 Mayis 1981 tarihinde bir anit insa ettirilmistir. Skleroderma
farkindaligini artirmak amaciyla, bu anitin yildénimiinde sosyal medya hesaplarimizda
paylasimda bulunduk.

10 Mayis'ta

2

A Dilnya Lupus Gunl'nde Lupus'un PH'ye neden olabilecegi konusunda farkindalik
olusturmak amaciyla sosyal medya hesaplarimizdan paylasimlarda bulunduk.

>

Turkiye Solunum Koleksiyonu ile 26-27 Haziran 2023 tarihlerinde gergeklestirilecek
olan IRC; International Respiratory Coalition Summit - Uluslararasi Solunum Koalisyonu
Zirvesi hakkinda bir toplanti gerceklestirildi. Toplantiya dernegimiz adina Meltem AK,
Kamil Hamidullah ve Tirk Toraks Dernegi'nden Prof. Dr. Aylin Ozsancak Ugurlu

katildilar.
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10-16 Mayis Engelliler Haftasinda goriinmez engellilige dikkat cekmek adina sosyal medya
hesaplarimizdan paylasimlarda bulunduk.

11 Mayis'ta instagram hesabimizdan canli olarak yayinladigimiz Hasta Hikayeleri'nin 74.
béliimiinde Moderatér: Hatice ERDOGAN'In konugu olan imren OZ ile “Pulmoner Arteriyel
Hipertansiyonla Yasama“yi konustuk.

12 Mayis'ta izmir Valiligi il Sivil Toplumla iliskiler Muidarligi, 10.04.2023 tarihinde
gerceklestirdigimiz olaganisti genel kurul toplantisinda yaptigimiz dernek taziginin
tamamindaki degisiklikleri, 12.05.2023 tarihinde onayladi.

14 Mayis Anneler giniinde tim annelerin anneler giiniini sosyal medya hesaplarimizdan
kutladik.

16 Mayis'ta Mayis'da instagram hesabimizdan canli olarak yayinladigimiz Hasta Hikayeleri'nin
75. bdlimiinde Moderatér: Hatice ERDOGAN'In konugu olan Giilsim YILMAZ ile “Skleroderma
ve Pah ile Yasamay!” konustuk.

17 Mayis

A Sevgili Agnieszki BARTOSIEWICZ-SZATKOWSKIEJ'nin, Avrupa Pulmoner Hipertansiyon
Dernegi (PHA Europe) ve Polonya Pulmoner Hipertansiyon Dernegi (PHA Polska) gibi
onemli kuruluslarda goérev yapmis bir pulmoner hipertansiyon aktivistinin kaybini
buyuk bir Gzintiyle 6grendik.

Avrupa Pulmoner Fibrozis Federasyonu, tam uyeligimizi kendi sosyal medya
hesaplarindan kamuoyuna duyurdu.

>

19 Mayis Ataturk' Anma Genglik ve Spor Bayrami'ni sosyal medya hesaplarimizdan kutladik.

20 Mayis'ta Tasinabilir Oksijen Konsantratorii bagislayarak bir hastamiza daha nefes
oldugumuzun duyurusunu yaptik.

20 Mayis'ta Ramazan (Seker) Bayramimizi sosyal medya hesaplarimiz aracigiyla kutladik.

24 Mayis'ta 24 Mayis'da 2018 yilindan beri kalp nakli bekleyen ve organ bagisi aktivisti olan
sevgili Esila icin lyilik icimizde Dernegi tarafindan paylasilan bir génderiyi, sosyal medya
hesaplarimizdan paylasarak Esila'nin durumuna ve organ bagisinin énemine dikkat ¢cekmeye
calistik.

25 Mayis'ta Mayis'da Sosyal medya hesaplarimizdan istanbul'dan bagislanacak olan 2 adet 5
It.'lik Oksijen tupu'nidn duyurusunu (DUYURU 4) yaptik.

26 Mayis'ta Mayis Engelli Cocuk Haklari Agi'nin “devleti tibbi tedavi, ilag, cihaz ve tibbi
malzemeler igin geri 6deme sorununu tim engelli cocuklar icin acil ve kalici olarak ¢c6zmeye”
davet ettigi postunu sosyal medya hesaplarimizdan paylasarak destek verdik.

30 Mayis'ta Uyelerimizden, Sn. Seyma CABUK ARAZ'In annesi Sn. Giinay CABUK'un vefatini
buyik bir Gzlintlyle 6grendik.
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) PAHSSCc

: \ Pulmonary Hypertension and
4 Scleroderma Patient Association

ACTIVITY REPORT FOR MAY - 2023

Two of our members continued to assist with general inquiries received during the work
hours of the Association through phone calls and directed those who required more detailed
information to our Web-Site.

In the context of raising awareness on World Pulmonary Hypertension Day and the
challenges in accessing for treatment along with our Association, Dr. Metin Kalender, MD.,
Prof. Dr. Serdar Kula, MD (the Association for Pulmonary Vascular Diseases) (APVD), Prof. Dr.
Mehmet Akbulut, (The Turkish Society of Cardiology) (TSC) collaborated on the following
dates through mass media and national press.

A On May 1 st - birgun.net
A On May 3 rd- tibbinustalari.com - gunboyugazetesi.com.tr - oncevatan.com.tr
A On May 5 th- milliyet.com.tr - dha.com.tr - abcgazetesi.com - haber1.com

We worked on news coverage in the press and online platforms to contribute in rendering
our messages.

The weekly meetings of the Alliance for Pulmonary Hypertension (AfPH) were attended by
Kamil Hamidullah and Deger Kesimoglu.

The activities participated during the month and the meetings attended via Zoom and
YouTube are as follows:

On May 3 rd - As a member of the Rare Diseases Network, the press conference organized
was attended by media representatives to raise awareness on Rare diseases and to advocate
for the rights of rare, chronic, cancer and other patients to have access for imported
medicine for their treatment. Bilge Adizel, a voluntary member and care giver represented
the Association.

During the conference the difficulties faced in accessing the medication for patients, their
caregivers, the time constraints to wait for the official procedures for the medication which
may result in loss of life patient and the necessity of consulting the representative

of pharmaceutical company at least when making changes regarding the procurement of
medication. The issues of how these changes would affect the diseases concerned and
getting licences were also discussed.

On May 5th -

A Various posts were shared on our media accounts as part of raising awareness for
World Pulmonary Hypertension Day. The Association for Pulmonary Vascular

Diseases (APVD) and ourselves organized an event called ‘A Little Gift from Doctors
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to their Patients’ led by Prof. Serdar Kula, MD. (Gazi University Faculty of Medicine)
Prof. Kula raised awareness for PH. while Dr. Metin Kalender sang to patients and to
their relatives. He shared a song he composed for the day. Fatih Kaymakcioglu, a
PAH patient and our member participated in the event as a representative. He
contributed the event as a speaker and presented a poem written by himself.

An interview of the raising awareness event realised by the association in cooperation
with the TurkishCardiology Association took place on national news channels.

>

>

As a member, we announced the launch of the Pulmonary Hypertension Knowledge
Sharing Platform (PH-KSP) a dynamic, inclusive and collaborative centre where the
global community can have access to and share invaluable information, by reposting
it on our social media accounts.

AfPH members, Pisana Ferrari, along with Luc Matthysen, Wendy Vansteenkist,
Maggy Surace, Hans - Dieter Kulla, loanna Alysandratou, Leva Plume, Agnieszka
Bartosiewics, and Kamil Hamidullah proudly announced the launch of the PH - KSP
and an online information-sharing webiner series on World Pulmonary Hypertension
Day, a significant day for the pulmonary hypertension community.

>

On May 6 th - We got together for breakfast organized with our members in honour of the
World Hypertension Awareness Day.

May 6 th - May 12 th - During the Blood Donation Week, we aimed to raise awareness on

blood and organ donation by sharing posts on our social media accounts with the message
of “Those who give life to those in need by donating blood. People can also accord life to 8
people by donating their organs and bring hope to 50 people with the tissues they donate

following their death.

On May 7th - Sibel Ercan and Emine Cayiroglu, both our members visited the organ
transplant department of Kartal Kosuyolu Training and Research Hospital to promote organ
donation and they invited everyone to become organ donors once again.

On May 8 th - The Hospital of Incurables (Ospedale degli Incurabili) was founded in Naples
by Dr. Carlo Curcio where in 1753 scleroderma, a rare incurable disease was first
mentioned. In commemoration of this event, an altar was built on May 8 th, 1753 in San
Nicola degli Greci Church, where Dr. Curcio was baptized, by Mario Giordano (Naples),
Stephanie Jablonska (Poland) and Gerard P. Rodnan (Pittsburgh). To raise awareness on the
illness we shared this monument’s anniversary on our social media accounts.

On May 10 th

A On World Lupus Day, posts were shared on our accounts to raise awareness on how
Lupus can cause PH.
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A A meeting was held regarding the International Respiratory Coalition Summit (ICS)
which is scheduled to take place on June 26-27 in collaboration with the Turkish
Respiratory Collection. Meltem Ak, Kamil Hamidullah from our association and Dr.

Aylin Ozsancak Ugurlu from the Turkish Thoractic Society attended the meeting.

On May 10-16 We have made shares from our social media accounts in order to draw
attention to the invisible disability during the Disability Week.

On May 11 th - On the 74th episode of patient stories our moderator Hatice Erdogan
discussed living with Pulmonary Arterial Hypertension with imren Oz.

On May 12 th - The provincial Directorate of Civil Society Relations of izmir approved
changes made in the bylaws of the Association during the extraordinary general assembly
held on April 10th, 2023.

On May 14 th - Mothers’ Day of all mothers was celebrated on our media accounts.

On May 16 th - In the 75th episode of patient stories moderated by Hatice Erdogan living
with scleroderma was discussed with Gulsum Yilmaz.

On May 17 th

A The sad news of the loss of Agnieszka Bartosiewicz-Szatkowska, a PH activist who
served in important organizations like the European PHA (PHA Europe) and the Polish
PHA (PHA Polska) was received.

2

A The European Fibrosis Federation announced our full membership through their own
accounts.

On May 19 th - The commemoration of Atatlrk, youth and sports day was celebrated on
our accounts.

On May 20 th - A patient was provided with a portable oxygen concentrator and had a
breath of relief.

On May 24 th. - With the aim of raising awareness on the condition of Esila and of the
importance of organ donation, a post was shared by ‘Goodness within us Association’ on
Esila, an organ donation activist who has been expecting a heart transplant since 2018.

On May 25 th - Two oxygen cylinders of 5 litres were donated by the association from
Istanbul.

On May 26 th - A posting was made by the association to show our support for the
Association of Rights of Children with Disabilities that urged the government to resolve the
issue of reimbursement of medical treatment, medication, equipment and medical supplies
for disabled children.

PULMONER HIPERTANSIYON ve SKLERODERMA HASTA DERNEGI &(- i (\\ ) )
Tel: +90 555 024 14 80 Mail: info@pahssc.org.tr IBAN: TR52 0004 6004 7688 8000 0415 58 S

Adres: Karsiyaka Belediyesi Sancar Maruflu Sivil Toplum Yerleskesi, 1851/10. Sk. No: 3, 35600 Karsiyaka/izmir iR
Web: http://www.pahssc.org.tr Nadir Hastaliklar Agi kurucu iiyesi / Founding Member of the Rare Diseases Network HASTAUIKEARAG)




On May 30 th - The sad news of the loss of Gunay Cubuk, the parent of Seyma Araz, a
member was received.
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