Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi

7 PAHSSc

EYLUL AYI FAALIYET RAPORU - 2021

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.

Eylil ay1 Pulmoner Fibrozis farkindalik ayr kapsaminda sosyal medya hesaplarimizda farkindalik
paylasimlari yaptik.

Kurucularindan oldugumuz NHA faaliyetlerinde gérev almaya devam ettik.

Ayrica ylrattigumz IPF Farkindalik Haftasi etkinligimiz sonucunda tasinabilir oksijen konsantratéri
alarak dernegimiz liyelerinden Akciger Nakli adayr Mehmet Seyman’a teslim etmenin mutlulugunu
yasadik.

Eylil ay1 boyunca

1 Eyliil'de Nadir Hastaliklar Agi (NHA) - Ankara Gazeteciler Cemiyeti'nin glinliik yayin organi 24 Saat’e
Dernegimiz lyelerinden Olcay Soykan réportaj verdi.

3-9 Eylul'de Halk Saghigi Haftasi sosyal medya hesaplarimiz Gizerinden kutlandi.
4 Eylul'de NHA toplantisina Olcay Soykan katildi.
7 Eyliil'de

SiM ile dernek icin toplanti / Stratejik plan lizerinde calismaya devam edilen toplantiya dernegimiz
adina Kamil Hamidullah, Ayse Kora Akersoy ve Olcay Soykan katildi.

7 Eylul'de instagram canh yayinina katilan hasta yakini Dr. Emine Dolar Kartal ile Tirkiye'nin ilk
Subkutan (cilt alti) iloprost tedavisini kullanan Dr. Ahmet KARABACAK'I anarak yasam miicadelesini
konustuk.

8 Eyliuil'de Diinya Fizyoterapistler Glinli sosyal medya hesaplarimiz tzerinden kutlandi.

9-10 Eylil Uluslararasi Bioteknoloji Kongresi bioTirkiye’de NHA e-stand gorevlisi olarak dernegimiz
Uyelerinden Olcay Soykan katildi.

11 Eylil'de

ingiltere Skleroderma-Raynaud Dernegi SRUK'in yillik konferansini dernegimiz Uyelerinden Olcay
Soykan takip etti.

Glulten Kili¢'in ev sahipliginde aylik aile toplantimizi sanal ortamda gerceklestirdik.

13-19 Eyliil idiyopatik Pulmoner Fibrozis (ipf) Farkindalik Haftasi icin etkinligi olarak Sosyal Medya
Uzerinden baslattigimiz farkindalik calismalari, 18 Eylil aksami bogazdaki kdpriilerin mavi renkle
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KGM’ne aydinlattirilmasi ile Avrupa ve Asya kitalari mavinin tonlarinda birbirlerine kavustular. Bu ani
olimsuzlestirerek fotografini dernegimize génderen ilk 3 kisiye bilgisayar, tablet ve telefon hediye
edildigi bir fotograf yarismasi diizenledik. Basariyla tamamladigimiz etkinligimizi ihtiya¢ sahibi bir
hastamiz icin tasinabilir oksijen konsantratori temin ederek taclandirdik.

15 Eyliil'de Yabanci 9 STK’nin 2021 yilinda ilan ettigi “interstisyel Akciger Hastaligi Farkindalik Giinii”
ne biz de sosyal medya hesaplarimiz tizerinden farkindalik yaratarak destek verdik.

16 EyliiI'de hastalarimizdan Guler Demirkanat’in kolay tath tarifi, sosyal medya hesaplarimizda
paylasildi.

20 Eyliil istanbul Universitesi'nde “Nadir Hastaliklarda Yetim ilaglara Erisimi Gelistirmeye Yénelik Bir
Model Onerisi” konulu doktora calismasi yiiriitmekte olan Dr. Birol Tibet’in hasta gériismelerine Olcay
Soykan katild1.

21 Eyliil'de

Her ¢ ayda bir yayinlanmasini planladigimiz on-line mecmuamiz ‘Nefes’ PAH’li, Sklerodermali
hastalari, onlara yardimlarini esirgemeyeleri ve doktorlari hedefleyen bir okuyucu kitlesiyle bulustu.

Instagram canli yayinina katilan hasta yakini Yesim Seymen ile Tiirkiye'nin ilk, SSK’li akciger nakli olan
ikinci hastasi Menderes Esat SEYMEN'in miicadelesini konustuk.

21 Eyliil ve 22 Eyliil / SiM ile dernek igin toplanti / Stratejik plan lizerinde ¢alismaya devam edilen
toplantiya Kdmil Hamidullah ve Olcay Soykan katildi.

23-26 Eyliil arasinda diizenlenen 17. Ege Romatoloji Glinlerine PAHSSc Dernegi'ni temsilen Sibel Ercan
katild.

25 Eyliil
Diinya Akciger Glinl sosyal medya hesaplarimiz izerinden kutlandi.
Diinya Eczacilik Glinii sosyal medya hesaplarimiz tizerinden kutlandi.

26 Eyliil'de son donem boébrek yetmezligi ve tedavi yontemleri konulu programa Dernegimiz adina
Aygin Mengelli katild.

27 Eyliil'de

istanbul Universitesi'nde “Nadir Hastaliklarda Yetim ilaglara Erisimi Gelistirmeye Yonelik Bir Model
Onerisi” konulu doktora galismasi yiiriitmekte olan Dr. Birol Tibet’in hasta gériismelerine Begiim Fulya
Adizel katild1.

IPF Farkindalik etkinligimiz basinda yer buldu.

29 Eylil'de

NHA toplantisina dernegimiz tyelerinden Olcay Soykan katild.
Diinya Kalp Glini sosyal medya hesaplarimiz tGizerinden kutlandi.

Turk Toraks Dernegi,' "Nefes" slireli yayinimizi Giyeleriyle paylasarak bizi onore ettiler.
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SEPTEMBER 2021 REPORT

Two of our members continued giving information within office hours. Those who wished to have
more detailed information were directed to our website.

As the “Pulmonary Fibrosis Awareness Week” takes place in September, we shared awareness
messages via our social media accounts.

We continued taking part in the activities of the Rare Diseases Association as we are one of the
founder members.

As part of our ldiopathic Pulmonary Fibrosis activities we were happy to donate an Oxygen
Concentrator bought by the donations we received to Mehmet Seyman, our member.

The activities and events of the month are as follows:

On 1 May —

On September 1st - Olcay Soykan was interviewed by “24 Hours”, daily media organ of Journalists
Association — Ankara, for Network of Rare Diseases.

On 3 - 9 September - “ Community Health Week” was celebrated over our social media accounts.
On 4 September - Olcay Soykan attended a Rare Disease Network meeting.

On 7 September - Emine Dolar Kartal. MD joined a live broadcast on Instagram as a patient relative
to discuss the struggle for life of Dr. Ahmet Karabacak, MD the first patient to receive subcutaneous

lloprost treatment in Turkey.

On 7 September - Kamil Hamidullah, Ayse Kora Akersoy and Olcay Soykan joined a meeting on “
Strategic Planning of the Association “ organized by the Innovation Centre.

On 8 September - “World Physiotherapist Day” was celebrated over our social media accounts.

On 9-10 September - Olcay Soykan participated in the “ International Biotechnology Congress in
BioTurkey” as an e-booth attendant.

On 11 September - Olcay Soykan attended the annual conference of the British Scleroderma -
Reynaud Association (SRUK).

On 11 September - Our monthly family meeting hosted by Giilten Kili¢ was held via Zoom.

On 13-19 September - For the Idiopathic Pulmonary Fibrosis Awareness Week, the bridges of
istanbul were illuminated with blue Colour on 18 September. The first three people to photograph
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the event were presented with a lap-top computer, tablet computer and a mobile phone. We also
presented a portable oxygen concentrator to a patient in need of one.

On 15 September - “Interstitial Lung Disease Day” promulgated by 9 Non-Governmental
Organizations abroad was celebrated over our social media accounts.

On 16 September - An easy to prepare dessert recipe given by Gililer Demirkanat was shared on our
social media accounts.

On 20 September - Olcay Soykan joined patient interviews of Dr. Birol Tibet, MD who is preparing a
PHD Thesis titled “ Proposal of a Model to improve reaching out to orphan medicines for Rare

Diseases”.

On 21 September - Our online quarterly magazine “The Breath” ( Nefes) met PAH and Scleroderma
patients, their relatives, caregivers, and doctors on its first issue.

On 21 September - The struggle of Menderes Esat Seymen was discussed on Instagram with Yegim
Seymen, his relative, as the first patient to have a lung transplant surgery under coverage of the

social insurance institution and the second patient to have had a lung transplant of Turkey.

On 20-21 September - Olcay Soykan and Kamil Hamidullah attended a “Strategic Organizational
Meeting” organized by the Social Innovation Centre.

On 23-26 September - Sibel Ercan represented the Association in the 17th Aegean Rheumatology
Days.

On 25 September - “World Lung Day” was celebrated over our social media accounts.
On 25 September - “World Pharmaceutical Day” was celebrated over our accounts.

On 26 September - Aygiin Mengelli attended a meeting titled “Final Stage Kidney Failure and
Treatment Strategies”.

On 27 September - Begim Fulya Adizel attended patient interviews for Dr. Tibet’s thesis.
On 27 September - Our IPF Awareness Activity was reported on the press.

On 29 September - Olcay Soykan attended the “Rare Diseases Network” meeting.

On 29 September - “World Heart Day” was celebrated over our media accounts.

On 29 September - “Turkish Thorax Association honoured us by sharing our “Breath” periodical.
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