Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi

7 PAHSSc

HAZIRAN 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.

Skleroderma farkindalik ayir kapsaminda sosyal medya hesaplarimizdan Haziran ayr boyunca
paylasimlarda bulunduk.

Haziran ayi icerisinde Dr. Hiseyin Oriin tarafindan Tirkgelestirilmesi yapilan Uluslararasi Nadir
Hastaliklar Organizasyonlarinin isbirliginde hazirlanan “Nadir Barometre” anketi, Nadir Hastaliklar Agi
onclltgliinde web sayfamiz ve sosyal medya hesaplarimizdan yayinlandi.

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

2 Haziran’da Pulmoner Hipertansiyon igin Avrupa'nin biyik hasta derneklerinin 6nciliigliinde kurulan
Alliance for Pulmonary Hypertension (AfPH)’e oy birligi ile kabul edilerek lye olduk.

3 Haziran’da Medipol Mega Universite Hastanesi Konferans Salonunda yapilan Organ Bagsi
Sempozyumuna dernek iyemiz Aygiin Mengelli konusmaci olarak katildi.

8 Haziran’da

A Dernek olarak destekledigimiz 2. Uluslarasi Organ Bagisi Karikatiir Yarismasi Odiil ve Sergisi
Kazananlar belli oldu: Birincilik Odiilii: Fatih AKSULAR (Turkiye) - ikincilik Odiilii: Angel Boligan
Corbo (Meksika) - Ugtincuilik Odiilii: Marco D'agostino (italya) gitti. Kazananlarla birlikte
katilan tiim yarismacilari kutluyoruz.

A Birazda tatli yiyelim tatli konusalim diyerek sosyal medya hesaplarimizda tiyelerimizden Giiler
hanimin tatli késesinde tarcinli rulonun yapilisini yayinladik.

10 Haziran’da 28 Mayis- 12 Haziran 2022 tarihleri arasinda Ankara’da Baskent Kiltlr Yolu Festivali
cercevesinde diizenlenen “2. Uluslarasi Organ Bagisi Karikatiir Yarismasi Odil ve Sergisi” ‘nde
yarismaya sagladigimiz katkilar icin Dernegimize verilen Tesekkir belgesini dernegimiz adina liyemiz

Aygin Mengelli ald.
11 Haziran’da

A Asya Arhan’in ev sahipliginde sanal ortamda bulustugumuz aylik aile toplantimizi
gerceklestirdik.
A Tarihte yapilan ilk Akciger Naklini (11 Haziran 1963) sosyal medya mesajlarimizla andik.

12 Haziran’da dernegimizin 8 yasindaki PAH hastasi sanatcilari Azra ZORLU ve Belinay DEMIRCi’nin
yaptigi resimlerin yer aldigi “Farklilik Glzeldir” sergisi online acildi.

13 Haziran’da istanbul Valiligi il saglik MudirlGgi’niin Saghk Hizmetleri Baskanligi istanbul Organ ve
Doku Nakli Bélge Koordinasyon Merkezinde diizenledigi “Organ ve Doku Bagis Sorumlulari Haziran Ayi
Calisma Toplantisi” ‘na Dernek Gyemiz Ayglin Mengelli konusmaci olarak katildi.

14 Haziran’da

A instagram canli yayinina katilan Zehra Basboga ve oglu Umut Basboga ve Moderatdr Emine
Cayiroglu ile Skleroderma ile Yasamayi konustuk.

PULMONER HIPERTANSIYON VE SKLERODERMA HASTA DERNEGI 7%
Tel: +90 555 024 14 80 Mail: info@pahssc.org.tr ~ IBAN: TR52 0004 6004 7688 8000 0415 58 \( Py \/
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 Agi kurucu Gyesi / Founding Member of the Rare Diseases Network NADiR

HASTALIKLAR AGI




A Diinya Gondlli Kan Bagiscilari Giini’'nde kan, doku ve organ bagisina dikkat cekerek sosyal

medya hesaplarimizda paylasimda bulunduk.
15 Haziran’da

A Hacettepe Universitesi doktorlarindan Dog. Dr. Ali AKDOGAN hocamizin SKLEORDERMA
hakkinda degerli bilgiler verdigi Pulmoner Hipertansiyonda Tani ve Tedavi konulu videoyu
“PAHSSc YouTube Kanali”na ylklenerek Skleroderma ve pulmoner hipertansiyon konusunda
bilgilenmek isteyenlerin begenisine sunduk.

Diinya Saglik Orgiitii Avrupa Bélgesi'nin Avrupa'da maymun cicegi hastaliginin artmasi izerine

>

salgin hakkinda yaptigi bildirim Tirkgelestirilerek sosyal medya hesaplarimizdan paylasild.

16 Haziran’da Medipol Mega Universitesi Hastanesi’nin diizenledigi Organ Bagis Sempozyumuna
Dernegimiz adina Aygiin Mengelli katild1.

17 Haziran’da Dokuz Eylil Universitesi doktorlarindan Prof. Dr. Ahmet MERIH BIRLIK Hocamiz
Pulmoner Hipertansiyon ve Skleroderma hakkinda degerli bilgileri bizimle paylasti.

21 Haziran’da

A instagram canli yayinina katilan Giircan Cinay ve Moderatér Emine Cayiroglu ile Kronik
Tromboembolik Pulmoner Hipertansiyon (KTEPH) ile Yasamayi konustuk.
Degerli doktorlarimizin réportajlari, hasta ve hasta yakinlari ile soylesilerimiz ve cocuk dosyasi

>

konulariyla muhtesem dergimiz NEFES 4. sayisi yayinlandi.
22 Haziran’'da

A Dernegimizin destekledigi Kars Kafkas Universitesi Saglk Bilimleri Fakiiltesi tarafinca
skleroderma hastalarin psikolojik gereksinimleri, Skleroderma hastalarinda spiritiel iyi olus,
anksiyete, depresyon ve sosyal goriinlis kaygisi arasindaki iliskinin belirlenmesi Uzerine
hazirlanan anket calismasina hasta liyelerimizle katilarak destek verdik.

Gazi Universitesi doktorlarindan Prof. Dr. Abdurrahman TUFAN hocamizin SKLEORDERMA
hakkinda degerli bilgiler verdigi Cocuklarda Pulmoner Hipertansiyon konulu videoyu “PAHSSc

>

YouTube kanali”na vyikleyerek Skleroderma ve pulmoner hipertansiyon konusunda
bilgilenmek isteyenlerin begenisine sunduk.

24 Haziran’da 2018 yilindan bu yana kalp nakli olmayi bekleyen organ bagisi savasgisi Esila'nin saglik
durumunun bozulmasi lzerine biz de sosyal medya hesaplarimizdan organ bagisina dikkat cekerek
herkesi organ bagisinda bulunmaya bir kez daha davet ettik.

27 Haziran’da istanbul Universitesi Cerrahpasa Tip Fakiiltesi doktorlarindan Prof. Dr. Giilen HATEMI
hocamizin SKLEORDERMA hakkinda degerli bilgiler verdigi istanbul Universitesi Cerrahpasa PH
Merkezi- Pulmoner Hipertansiyonun Dlnl Bugiini ve Yarini videoyu ““PAHSSc YouTube kanali”na
ylklerek Skleroderma ve pulmoner hipertansiyon konusunda bilgilenmek isteyenlerin begenisine
sunduk.

29 Haziran’da

A Dr. Ogr. Uyesi Figen YARGUCU ZiHNi Diinya Skleroderma Giinii Ozel Programimizda
Skleroderma ile ilgili aklinizi mesgul eden sorulariniza cevap vermek Uzere canli yayinimiza
katild.
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A Diinya Skleroderma Giinii icin Global ilag firmasi Boehringer Ingelheim'in diinya genelinde
yurittigi Skleroderma farkindalik ¢alismasinda hasta sesi olmaktan ve (lkemizi diinyaya
duyurabilmekten biyuk bir kivan¢ duyuyoruz. Hastalarimizdan Olcay SOYKAN diinyada 2,5
milyon kisiyi etkileyen skleroderma hastaligi ile yolculugunu kendisiyle yapilan bir roportajda
paylasti. Oncelikle Sevgili Olcay Soykan ile ailesine bu calismaya katkilarindan noktaya
ulagsmasinda emegi, katkisi, destegi olan herkese dernegimiz ve Skleroderma hastalari adina
gonulden tesekkir ediyoruz.

A AIFD tarafindan gerceklestirilen ve hasta derneklerinin cesitli konularda alaninda uzman
kisilerden kiymetli bilgilerin paylasildigi Saglik icin Birlikte Bulusmalari Panel serisinin ikincisine
dernegimiz adina Kamil Hamidullah ve Olcay Soykan katild1.

A Olim yil déniimde Raynaud fenomeni olarak da bilinen Raynaud sendromunu, tarihte ilk kez
1862 yilinda doktora tezinde tanimlayan Dr. Auguste Gabriel Maurice Raynaud (10.08.1834-
29.06.1881)'u sosyal medya hesaplarimizda andik.

A 1935 de gecirdigi agir bronsit ve kalp kompilikasyonun ardindan hastaliginin Skleroderma
oldugu anlasilan ve 1940 yilinda agirlasarak hastaneye yatirilan ve 29 Haziran 1940 yilinda
hayata gézlerini yuman isvigreli Ekspresyonist, siirrealist Ressam Paule Klee’yi (18 Aralik 1879
— 29 Haziran 1940) 29 Haziran da Skleroderma giiniinde sosyal medya hesaplarimizda andik.
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& PAHSSCc

Pulmonary Hypertension and
Scleroderma Patient Association

ACTIVITY REPORT FOR JUNE 2022

Two of our members continued answering calls to the association during office hours and directed
those who wished to have more detailed info to our web-site. As June is an awareness month for
Scleroderma messages to convey it were shared on our media accounts.

The events that took place and the meetings held via zoom or YouTube are as follows:

On 2 June

A The Rare Barometer survey prepared by the cooperation of International Rare Diseases'
Network and translated by Dr. Huseyin Ozun was posted on our website and on our social
media under the guidance of Rare Diseases’ Network.

A We were accepted as a member of the Alliance for Pulmonary Hypertension (AfPH)
organization which was founded under the leadership of major associations of pulmonary
hypertension in Europe.

On 3 June - Aygun Mengelli attended the organ donation symposium held at the Medipol Mega
University Conference Hall.

On 8 June

A Winners of the 2nd International Organ Donation Symposium supported by PAHSSc, have
been announced: First Prize; Fatih Aksular (Turkey), Second Prize: Angel Boligan Corbo
(Mexico), Third Prize: Marco D’agostino (Italy). We wish to extend our congratulations to the
winners and to contestants alike.

A The recipe of a cinnamon roll given by Ms. Giiler, one of our members, was posted on Let’s
have dessert, let’s talk sweet corner on our media accounts.

On 10 June - Aygiin Mengelli was presented with a certificate of appreciation on behalf of the
association for our contribution to the International Organ Donation Cartoon Contest Award and
Exhibition held during the Second Capital Culture Road Festival between 28 May-12 June 2022.

On 11 June

A Our monthly family meeting hosted by Asya Arhan was held online.
A We observed the first lung transplantation in history (11 June 1963) with our messages on
the social media.

On 12 June - Azra Zorlu and Belinay Demirci, both of them 8 year old pah patients exhibited their
paintings on-line on the occasion of “Diversity is Beautiful” exhibition.

On 14 June

A Aygun Mengelli our member participated in a working group meeting of organ and tissue
donors organized by the Istanbul Govern ship Provincial Health Directorate at the Istanbul
organ and tissue transplantation regional coordination centre of the Ministry of Health.

A On Instagram Zehra Basboga and her son Umut were Emine Cayiroglu’s guests giving an
account of their experience on living with scleroderma.
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On 15 June

A The World Volunteer for Blood Donors Day was observed on our media accounts by drawing
attention to blood, tissue and blood donation.

A video titled, “Diagnosis and Treatment in PH” was uploaded to PAHSSc channel with
information given on scleroderma and PH by Assoc. Professor Ali Akdogan.

The warning of the World Health Organization on the increase of monkey pox instances in
Europe was translated and posted on our accounts.

>

>

On 16 June - Aygun Mengelli attended the organ donation symposium organized by Medipol
University Hospital on our behalf.

On 17 June - Prof. Dr. Merih Birlik of 9 Eylul University shared valuable information on PH and
scleroderma.

On 21 June

A Gurcan Cinay talked about his experience on Chronic Thromboembolic PH (CTEPH) on
Instagram. Emine Cayiroglu was the moderator.
2

A The fourth issue of Nefes, our quarterly, was posted on our accounts.

On 22 June - The questionnaire prepared by the Kars Kafkas University, Faculty of Health Sciences on
the identification of the psychological needs, anxiety, spiritual well-being, depression and social
appearance of scleroderma patients was completed by our members with scleroderma to give
support to the university.

On 24 June - We drew attention to organ donation and invited everyone to do so, so as to support
Esila waiting for a heart transplant since 2018 as her condition deteriorating.

On 27 June - A video titled Past, Present and Future of PH, prepared by Cerrahpasa PH Centre,
Istanbul University and presented by Prof. Glilen Hatemi was uploaded on our YouTube Channel for
those who wished to be informed on the subject.

On 29 June

A On the occasion of World Scleroderma Day, Figen Yargucu Zihni MD., teaching assistant was
our guest speaker so as to answer queries.

We are proud to convey the message of patients with scleroderma to the whole world via
Boehringer Ingelheim, a global pharmaceutical company. Ms. Olcay Soykan shared her
experiences with the disease which affects 2.5 million people throughout the world. We
thank Olcay Soykan and her family with all our heart for their contribution to the project and
our sincere thanks are also for those who have also contributed in realizing it.

Kamil Hamidullah and Olcay Soykan participated in the second panel series of Meetings for
Health, organized by AIFD where valuable info from experts in various fields of patient
associations were shared.

Auguste Gabriel Maurice Raynaud (10.8.1834-29.6.1881) was commemorated on our social
media accounts. For the first time the syndrome which was named after him, as the
Raynaud’s Syndrome was mentioned in his PHD thesis in 1862.

We commemorated in our accounts Paul Klee, Swiss expressionist and Surrealist Painter (18
December 1879 - 29 June 1980) who was admitted to hospital on 29 June 1980 after severe
bronchitis, heart complications and scleroderma.

>

>

>

>
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