Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi

7 PAHSSc

SUBAT 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.

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

Subat Ay boyunca 28 Subat Nadir Hastaliklar glinii kapsaminda sosyal medya hesaplarimizda
farkindalik paylasimlari yaptik.

Subat ay1 boyunca PHA Europe'un diizenledigi Nadir Hastaliklar Farkindalik etkinligi icin APHEC Sanal
Konferansinda stand actik.

Dernek Uyelerimizden Emre Aksoy ve Ayse Kora Akersoy hasta bakis acisiyla nadir séylesilerini yaptilar.

Hasta bakis acisiyla Nadir Hastaliklar icin Fikir Liderleri Dergisine dernegimiz adina Begiim Fulya Adizel
yazi hazirlad.

7 - 14 Subat Dogumsal Kalp Hastaliklari Haftasi ve Eisenmenger Sendromu Farkindalik Ay kapsaminda
sosyal medya hesaplarimizda farkindalik paylasimlari yaptik.

Subat ay1 boyunca

2 Subat’ta Dokuz Eyliil Universitesi Pulmoner Hipertansiyon Merkezi hocalarimizdan Prof. Dr. Bahri
Akdeniz (Dokuz Eyliil Universitesi Tip Fakiiltesi, Kardiyoloji Ana Bilim Dali ) — Prof. Dr. Ahmet Merih
Birlik (Dokuz Eyliil Universitesi Tip Fakiiltesi, Romatoloji Ana Bilim Dali) - Dog. Dr. Ebru Ozpelit (Dokuz
Eylul Universitesi Tip Fakiiltesi, Kardiyoloji Ana Bilim Dali) - Dr. Ogr. Uyesi Dilek Sezgin (Dokuz Eyliil
Universitesi Hemsirelik fakiltesi, i¢ Hastaliklari Hemsireligi Ana Bilim Dali) ile gerceklestirdigimiz
“Pulmoner Arteriyel Hipertansiyon (PAH) nedir ?” konulu programi sosyal medya adreslerimizde
yayinlamaya basladik. Diinya Serbest Dalis Rekortmeni ve Milli Sporcumuz Derya Can’in katkilariyla.

8 Subat’ta instagram canli yayinina katilan irem Naz Yeter ve Moderatér Emine Cayiroglu ile Pulmoner
Hipertansiyonla Yasamayi konustuk.

9 Subat’ta

A 7-14 Subat Dogumsal Kalp Hastaliklari Farkindalik Haftast icin gerceklestirdigimiz instagram
Ozel Programinda konuklarimiz Hacettepe Universitesi Tip Fakiltesi Cocuk Kardiyoloji
Bilimdali Prof. Dr. Ebru AYPAR ile hastalari Melike SECKIN ve Dilara GIRISMEK ile Dogumsal
Kalp Hastaliklarina Baglh Pulmoner Hipertansiyon konusunu konustuk.

A Hacettepe Universitesi PH Merkezi hocalarimizdan Prof. Dr. S. Lale Tokgdzoglu (Hacettepe
Universitesi Tip Fakdiltesi Kardiyoloji Ana Bilim Dali) - Prof. Dr. Ergiin Baris Kaya (Hacettepe
Universitesi Tip Fakdltesi Kardiyoloji Ana Bilim Dali) - Doc. Dr. Ali Akdogan (Hacettepe
Universitesi Tip Fakiiltesi Romatoloji Bilim Dali) ile gerceklestirdigimiz “Pulmoner
Hipertansiyonda Tani ve Tedavi” programini sosyal medya adreslerimizde yayinlamaya
basladik. Diinya Serbest Dalis Rekortmeni ve Milli Sporcumuz Derya Can’in katkilariyla
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12 Subat’ta

PAHSSc olarak olagan degerlendirme toplantimizi gerceklestirdik.
Asya ARHAN’In ev sahipliginde sanal ortamda gerceklestirdigimiz aylik aile toplantimizda
Dernegimizin 4. Kurulus yildonimiini hep birlikte kutladik.

A
A

16 Subat’ta Gazi Universitesi PH Merkezi hocalarimizdan Prof. Dr. Giilten Tagoy (Gazi Universitesi Tip
Fakiiltesi Kardiyoloji Ana Bilim Dali) -Prof. Dr. Serdar Kula (Gazi Universitesi Tip Fakiltesi Cocuk
Kardiyoloji Bilim Dali) - Prof. Dr. Abdurrahman Tufan(Gazi Universitesi Tip Fakiiltesi Romatoloji Bilim
Dali) ile gergeklestirdigimiz “Cocuklarda Pulmoner Hipertansiyon” programini sosyal medya
adreslerimizde yayinlamaya basladik. Diinya Serbest Dalis Rekortmeni ve Milli Sporcumuz Derya Can’in
katkilariyla

17 Subat’ta PAHSSc Dernegi, 'Bir Fidan Nefes de Sizden' diyerek 21 Ocak 2022 tarihinde TEMA Vakfi
araciligiyla baslattiklari Gaziantep Dillik Agaclandirma Sahasi’nda, 2.000 fidanla olusturulacak PAHSSc
Hatira Ormani projesinin duyurusu TEMA vakfi ile birlikte sosyal medya hesaplarimizdan yapildi.

22 Subat’ta

A instagram canli yayinina katilan Zeynep BOZDOGAN ve Moderatér Emine Cayiroglu ile
Sklerodermayla Yasamayi konustuk.

icisleri bakanligimizin ocak ayinda yaptigi yeni diizenlemeyle artik internet izerinden de yelik
islemlerinin kabulliniin yasallasmasinin ardindan web sayfamizda bu diizenlemeye uygun bir

getirtilerek cevrimici Giye kabulline basladik.

>

23 Subat’ta Subat’ta Firat Universitesi, Kartal Kosuyolu ve Giilhane EAH hocalarimizdan Prof. Dr.
Mehmet AKBULUT (Firat Universitesi Tip Fakiiltesi Kardiyoloji A.D. Baskani) - Dog. Dr. Nesrin OCAL
(Saghk Bilimleri Universitesi Gilhane Tip Fakiiltesi Gdgiis Hastaliklari A.D.) - Dog. Dr. Serpil TAS
(istanbul Kartal Kosuyolu Yiiksek ihtisas Egitim ve Arastirma Hastanesi Kalp ve Damar Cerrahisi) ile
“Multidisipliner yaklasimla Kronik Tromboembolik Pulmoner Hipertansiyon” programini sosyal medya
adreslerimizde yayinlamaya basladik. Diinya Serbest Dalis Rekortmeni ve Milli Sporcumuz Derya Can’in
katkilaryla.

24 Subat’ta

A Kurucusu oldugumuz Nadir Hastaliklar agi olarak, ECHA (Engelli Cocuk Haklari Ag1)’nin sosyal
medya hesaplari (izerinden Nadir hastaliklar ve Hukuk konulu bir yayin gerceklestirdik.
Pulmoner hipertansiyon ve Skleroderma icin hastalarin birbirleriyle rahat¢ca sohbet edip
dertlesebilmeleri igin Telegram gruplar kurularak hayata gegirildi.

Sozcli gazetesinin birinci sayfasinda artan elektrik faturalarina dikkat c¢ekebilmek, basin
bildirisi yayinlanmasini sagladik.

>

>

26 Subat’ta

A Turkiye Klinikleri TV tarafindan diizenlenen DRx konusmalarinin bu yil Nadir Hastaliklar giini
vesilesiyle farkindalik olusturmak icin yapilan "Artik Farkindasin" etkinligine konusmaci olarak
dernek tiyemiz Olcay Soykan katildi.

A Dernegimizin 4. kurulus yildénimd.

26-27 Subat tarihlerinde Tiirk Toraks Dernegi’nin online olarak diizenledigi “Akciger Hastaliklari ve
COVID-19” konulu HALK KONGRESI’ ne Pulmoner Hipertansiyon ve Skleroderma Hasta Dernegi olarak
katildik.

27 Subat’ta

A Nadir Hastaliklar AgI youtube kanalindan canli yayinlanan ve sanatgi Melda Kuyucu Kilig

moderatorliigiinde diizenlenen "Umuda Sarkilar Soyliiyoruz" canli yayinina NHA’dan 5 temsilci
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ve Dr. Ugur Ozbek ile birlikte dernegimizin Ag temsilcisi Olcay Soykan da katilarak Gériinmez
Engellilik ve Organ Bagisi konularinda konusma yapti.

A Izmir Kent Konseyi Engelliler Meclisi tarafindan online olarak diizenlene Nadir Hastaliklar
Soylesisine Nadir Hastaliklar Agi'ni temsilen dernek baskanimiz Kamil Hamidullah katild.

28 Subat’ta

A Nadir Hastaliklar giinii kapsaminda sosyal medya hesaplarimizda farkindalik paylasimlari
yaptik. Bu paylasimlardan biri de FARKINIZDAYIZ, YANINIZDAYIZ duyarlihgiyla ingilizce
Ogretmeni Meryem Yel ve Giivemalan Ortaokulu 6/A Sinifi Ogrencileri tarafindan hazirlanan
videoydu.

A Saglik Bakanliginin ev sahipliginde diizenlenen ve kurucularindan oldugumuz Nadir Hastaliklar
Ag ile yer aldigimiz online olarak gerceklestirilen "NADIR HASTALIKLAR FARKINDALIK GUNU
SEMPOZYUMU" na Nadir Hastaliklar Agi olarak dernegimiz nadir hastaliklar temsilcimiz Olcay
Soykan katild1.

A istanbul Tip Fakiiltesi istanbul Universitesi Cocuk Saghgi Enstitiisi’nde “Nadir Hastaliklar
GUn0” toplantisina Nadir Hastaliklar Agi olarak katildik.

A Online olarak gergeklestirilen ilk kiiresel Nadir Hastalik Giinii kutlamasina dernek baskanimiz
Kamil Hamidullah ile katildik.

A Nadir Hastaliklar agi olarak ozellikle Sagliga erisimde, Nadir Yasamlarin Ekonomisinde ve
gortiinmez engellilik konulari tGizerine Basin Bildirisi yayinladik.

A PHA Europe'un Nadir Hastaliklar icin yurittigii sanal kongrede biz de Subat ay1 boyunca stand
actik.
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}? PAHSSc

Pulmonary Hypertension and
Scleroderma Patient Association

FEBRUARY 2022 REPORT

Two of our members continued helping out with incoming calls to the Association during work hours
and those who wished to have more detailed information were directed to our Website.

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

On 2 February - We broadcasted “What is PAH?” a Symposium held with the contribution of Prof. Dr.
Bahri Akdeniz ( 9 Eyldl University, Faculty of Medicine, Department of Cardiology, Pulmonary
Hypertension Centre), Prof. Ahmet Merih Birlik ( 9 Eylil University, Faculty of Medicine, Department
of Rheumatology), Assoc. Dr. Ebru Ozpelit ( 9 Eylil University, Faculty of Medicine, Department of
Cardiology ), Dr. Dilek Sezgin, Asst. Prof. ( 9 Eylil University Faculty of Nursing), Hiilya Keskin ( Mardin
University, Nursing Faculty) and ourselves on our social media accounts and via YouTube.

Between 7-14 February - for the Congenital Heart Diseases and Eisenmenger Syndrome Awareness
Week, we shared awareness messages on our accounts.

On 9 February

A On our special programme organized for this occasion, Prof. Dr. Ebru Aypar ( Hacettepe
University, Faculty of Medicine, Department of Pediatric Cardiology) gave us information on
PH due to congenital heart diseases with Melike Seckin and Dilara Girismek, her patients.
Our moderator Emine Cayiroglu hosted irem Naz Yeter who gave us information on “Living
with PAH” as a patient.

A~ Our project “ Diagnosis and Treatments for PAH” with the contribution of Prof. Lale
Tokgozoglu ( Hacettepe University, Faculty of Medicine, Department of Cardiology), Prof.
Erglin Baris Kaya ( Hacettepe University , Department of Cardiology), Dr. Ali Akdogan, Asst.
Professor ( Hacettepe University, Faculty of Medicine, Department of Cardiology) and Derya
Can, national athlete holding a world record on freediving, started being shared on our social
media accounts.

P

On 12 February

Our regular evaluation meeting was held.
The fourth anniversary of the association was celebrated during the monthly family reunion
hosted by Asya Arhan.

9
A
9

A

On 16 February - “Pulmonary Hypertension in Children” an informative programme was held with the
contribution of Prof. Dr. Gilten Tacoy ( Gazi University. Faculty of Medicine, Department of
Cardiology), Prof. Dr. Serdar Kula ( Gazi University, Faculty of Medicine, Department of Pediatric
Cardiology), Prof. Dr. Abdurrahman Tufan ( Gazi University, Facultry of Medicin, Department of
Rheumatology and was shown on our social media accounts.

On 17 February - “The PAHSSc Memorial Forest Project” which would be created with 2000 saplings
in the Gaziantep Dulik Afforestation Field was announced. The project was started with TEMA
Foundation on January 21, 2022 with the slogan, “With a sapling a breath of fresh air from your part!”
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On 22 February

A Emine Cayiroglu as the moderator discussed the experience of living with Scleroderma with

Zeynep Bozdogan, a patient.

With the new regulations accepted by the Ministry of Interior as of January, necessary
amendments were completed on our Website. Thus we are ready to accept membership
applications through the internet.

>

On 23 February - Chronic Thromboembolic Pulmonary Hypertension with a multidisciplinary
Approach” an informative meeting was held with the participation of Prof. Mehmet Akbulut (Firat
University, Faculty of Medicine, Head of Department of Cardiology), Assoc. Prof. Nesrin Ocal ( Health
Sciences Faculty, Chest Diseases Department), Assoc. Prof. Serpil Tas ( istanbul Kartal Kosuyolu Yiiksek
ihtisas - Training and Research Hospital, cardiovascular Surgery Department)

On 24 February

A Ourinformative programme on Rare Diseases and concerning Regulations was shared through
ECHA (Disabled Children’s Rights Network)

To enable informal communication between patients suffering from PAH and Scleroderma, a
Telegramme account was set up.

A press release was published on the front page of S6zcii newspaper to draw attention to the
high electricity bills.

>

>

On 26 February - Olcay Soykan, our association member and representative for rare diseases network
participated as a speaker in the “Now You Are Aware” event which was held to raise awareness on
the occasion of the Rare Disease Day.

On 26-27 February we participated in the Public Congress titled, “Lung Diseases and Covid-19”
organized online by the Turkish Throractic Society.

On 27 February

A 5 representatives from NHA and Dr. Ugur Ozbek attended a rare disease meeting and Olcay
Soykan gave a speech on “Invisible Disability and organ Donation”.

Mr. Kamil Hamidullah, our President attended the Rare Disease discussion programme
organized by the izmir City Council Disabled Assembly as the representative of the Rare
Diseases Network.

>

On 28 February

A Awareness messages were shared on our accounts for the occasion of Rare Diseases Day. A
video was prepared Meryem Yel, an English teacher with her 6/A Class students of Glivemalan
High School. The slogan for the video was, “ we are aware, we are with you!”

Olcay Soykan our representative for the Rare Disease Network attended “ Rare Diseases
Awareness Day Symposium” hosted by the Ministry of Health in Ankara. The symposium was
broadcasted on the internet.

We attended a meeting held on the occasion of the Rare Diseases Day at the istanbul
University, Faculty of Medicine Children’s Health Institute.

Our President attended the first global Rare disease day celebrations on-line.

A press release was sent highlighting “Access to health” , “ Economy of rare lives” and “
invisible disability”.

We opened a booth at the APHEC virtual congress organized by PHA-Europe.

>

> > >

>
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