Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi

7 PAHSSc

EYLUL 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.

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

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

3-9 Eylul'de Halk Saghigi Haftasi sosyal medya hesaplarimiz Gizerinden kutlandi.

17-24 Eyliil Diinya idiyopatik Pulmoner Fibrozis (iPF) Farkindalik Haftasi sosyal medya hesaplarimiz
Uzerinden kutlandi.

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

3 Eyliil'de dernegimize bagislanan 1 adet tasinabilir konsantratéri Akciger nakli adayi Filiz Hanim
teslim ettik.

4 Eyliil'de NTV'de organ bagisi konusunda farkindalik yaratabilmek igin Sayin Melike Sahin tarafindan
hazirlanarak yayinlanan haber dosyasini sosyal medya hesaplarimizda paylastik. Haber dosyasina
dernek liyelerimiz Mehmet Seyman ve Aygiin Mengelli réportajlariyla katilimda bulundular.

5 Eyliil’de Sosyal innovasyon Merkezi tarafindan diizenlenen “Dernek Stratejik Plani” konulu 2. dénem
egitimine dernegimiz adina Olcay Soykan, Ayse Kora Akersoy ve Kamil Hamidullah katildilar.

7 Eyliil'de 2012 yilindan buyana bizlere akcigerlerini bagislayarak CAN olan 303 akciger donériimuziin
aziz hatiralari icin yaptigimiz fidan bagisimizin tamamlandigini sosyal medya hesaplarimizdan
duyurduk.

8 Eyliil'de

A Saghgimizi koruyan ve gelistiren fizyoterapistlerimizin Diinya Fizyoterapi Giiniinii sosyal
medya hesaplarimizdan kutladik.

A Prof. Dr. Ferda Dokuztug Ugsularin (Yazar/Editor/Egitmen/Kog/Danisman Rumeli Hisari
Akademisi) konuk olarak katildig1 “Sklerodermada Yasam Kalitesini Arttirma: Multidisipliner
Yaklasimda Fizyoterapistin Roli” konulu yayinimizi Youtube kanalimizdan canli olarak
yayinladik.

9 Eyliil'de

A Deger Kesimoglu, Olcay Soykan ve Kamil Hamidullah, dergimiz Nefes icin Cleveland Clinic
Lerner Arastirma Enstitlisi’niin Bas Arastirma ve Akademik Goérevlisi Dr. Serpil C. Erzurum ile
online réportaj gerceklestirdiler.

A Pfizer-Arti Deger Kapasite Gelisim Programi'nin devam toplantilarina Kamil Hamidullah, Ayse
Kora Akersoy ve Olcay Soykan dernegimizi temsilen katildilar.

10 Eyliil'de Asya Arhan'in ev sahipliginde gergeklestirdigimiz Dernegimize liye olsun, olmasin herkesi
davet ettigimiz “bu sezonun ilk” Aylik Aile Bulugsmasini gerceklestirdik.
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11 EyliiI'de Kartal Kosuyolu Organ Bagisi bolimini ziyaret ederek organlarini bagislayan dernek
Uyemiz Neslihan Glirkas hanimi sosyal medya hesaplarimizdan paylasarak organ nakli konusuna bir
kez daha dikkat cekmeye calistik.

12 Eylil'de yeni 6gretim yilina baslayan gocuklarimiza basarilar diledik.

13 Eylul'de instagram hesabimizdan canli olarak yayinladigimiz Hasta Hikayeleri’nin 65. Bélimiinde
Moderatér: Emine Cayiroglu’nun konugu olan Aygilin Mengelli ile "Akciger Nakli bekleme ve Akciger
Nakli Sonrasi”ni konustuk.

14 Eylul'de

A Deger Kesimoglu ve Kamil Hamidullah, dergimiz Nefes icin Yunanistan Pulmoner
Hipertansiyon Dernegi Baskani loanna Alysandratou ile online roportaj gerceklestirdiler.
Boehringer Ingelheim’dan Ayse Tombaz ile “O HepYanimda Olsun” IPF Farkindalik Projesinin
final sunumuna dernegimizi temsilen Olcay Soyka ve Kamil Hamidullah katildi.

interstisyel Akciger Hastaligi Farkindalik Giiniinde Skleroderma'nin interstisyel Akciger
Hastaligi (IAH)'na neden olabilecegini ve idiyopatik Pulmoner Fibrozisin (IPF) ise interstisyel
Akciger Hastaligi (IAH)’nin bir alt tiirii olan nadir bir hastalik oldugunu bilgilerini sosyal medya

hesaplarimizdan paylastik.

>

>

15 Eylul'de Takeda ilag firmasinin Nadir Hastaliklar Agi ile dizenledigi ve sirketin Singapur merkezli
Bolgesel Merkezinin insiyatifi olan, aralarinda Tirkiye’nin de bulundugu ¢ok tlkeli bir Kabiliyet Gelisim
Programi hakkindaki toplantiya Nadir Hastaliklar agi temsilcimiz Olcay Soykan katildi.

16 Eyliil'de Avrupa Kardiyoloji Dernegi ile Avrupa Solunum Dernegi’nin birlikte hazirladiklari “Akciger
hipertansiyonunu teshis ve tedavi etmek - profesyonel yonergeleri anlamak” konularini iceren yeni
yonergelerinin yayinlandigini duyuran ELF paylasimini sosyal medya hesaplarimizdan paylastik.

17 Eyliil’'de Prof. Dr. Gliner Sénmez hocamizin paylastigi Modifiye edilmis bagisiklik hiicrelerinin
otoimmiin hastaliklar icinde yakin gelecekte bir tedavi yontemi olabilecegi haberlerini sosyal medya
hesaplarimizda yayinladik.

21 Eyliil'de

A Degerli doktorlarimizin réportajlari, hasta ve hasta yakinlari ile sdylesilerimiz ve cocuk dosyasi
konulariyla muhtesem dergimiz NEFES 5. sayisi yayinlandi.

2 haftada bir gerceklesen dernegimizin yénetim kurulu toplantilarinin 2022 yili ikinci donem
toplantilarinin ilkini gercgeklestirdik.

Pfizer-Arti Deger Kapasite Gelisim Programi'nin devam toplantilarina Kamil Hamidullah, Ayse
Kora Akersoy ve Olcay Soykan dernegimizi temsilen katildilar.

>

>

22 Eyliil'de

A Hasta ve hasta yakinlarinin uzman gérislerine ve &nerilerine ulasabilmesi amaclanan
Pulmoner Hipertansiyon ve Skleroderma Hasta Dernegi'nin (PAHSSc) destegi ile Roche
Turkiye’nin hayata gecirdigi ipfnedir.com web sitesinde yayinlanan Dernek baskanimiz Kamil
Hamidullah ile Prof. Dr. Nesrin Mogulkog¢ Bishop, Roche ilag Tiirkiye Medikal Direktérii Dr.
Mahir Kurt'un ipf nedir ve 6énemi hakkindaki tiim aciklamalarinin adresini sosyal medya
hesaplarimizdan paylastik.
Forum Saglik Platformunun - Nadir Hastaliklar Sorunlar Talepler adli paneline Nadir Hastaliklar
Agi olarak katildik.
Acibadem Universitesi Nadir Hastaliklar ve Yetim ilaglar Uygulama ve Arastirma Merkezi-
ACURARE'in faaliyet ve is birliklerini planlamak amaci ile derneklerin talep ve 6nerilerini alip,
faaliyetleri hakkinda bilgi verdikleri toplantiya Nadir Hastaliklar agi temsilcimiz Olcay Soykan

>

>

katildi.
23 Eylil'de
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A Boehringer Ingelheim ilag Ticaret AS$nin pahssc dernegimize kosulsuz destekleriyle
olusturulan idiopatik Pulmoner Fibrozis (iPF)'nin farkindalik filmi #OHepYanimdaOlsun, sosyal
medya hesaplarimizdan yayinlandi.

A Tirkiye Solunum Arastirmalari Dernegi(TUSAD), Pulmoner Hipertansiyon ve Skleroderma

Hasta Dernegi'nin (PAHSSc), Akciger Saghigi ve Yogun Bakim Dernegi (ASYOD) tarafindan

olusturulan ipfnedir.com idiopatik Pulmoner Fibrozis (iPF)’'nin farkindalik animasyon filmi

sosyal medya hesaplarimizda yayinlandi.

ROCHE’nin Tirkiye Solunum Arastirmalari Dernegi(TUSAD), Pulmoner Hipertansiyon ve

Skleroderma Hasta Dernegi’nin (PAHSSc), Akciger Saghgi ve Yogun Bakim Dernegi (ASYOD) ve

ipfnedir.com’un kosulsuz destekleriyle olusturulan idiopatik Pulmoner Fibrozis (iPF)nin

farkindalik postu sosyal medya hesaplarimizda yayinlandi.

>

24 Eyliil’de Boehringer Ingelheim ilag Ticaret A$’nin pahssc dernegimize kosulsuz destekleriyle
olusturulan idiopatik Pulmoner Fibrozis (IPF)’nin farkindalik filminin 2.si #OHepYanimdaOlsun, sosyal
medya hesaplarimizdan yayinlandi.

25 Eylul’'de Dlnya Akciger Glinlinii sosyal medya hesaplarimizdan solunum yolu hastaliklari ve erken
taniya dikkat ¢cekerek kutladik.

27 Eylii’de ROCHE’nin Tiirkiye Solunum Arastirmalari Dernegi(TUSAD), Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi’'nin (PAHSSc), Akciger Saghgi ve Yogun Bakim Dernegi (ASYOD) ve
ipfnedir.com’un kosulsuz destekleriyle olusturulan idiopatik Pulmoner Fibrozis (iPF)'nin farkindalik
animasyon filmi sosyal medya hesaplarimizda yayinlandi.

28 Eyliil'de instagram hesabimizdan canli olarak yayinladigimiz Hasta Hikayeleri’nin 66. Bélimiinde
Moderatér Emine Cayiroglu’nun konugu olan Fatih Kaymakgioglu ile " Pulmoner Hipertansiyon ile
Yasamay1”ni konustuk.

29 Eylul’de Diinya Kalp Giiniini sosyal medya hesaplarimizdan dogumsal kalp hastalilari ve PH Kalp
hastaliklar sebeplerine dikkat ¢ekerek kutladik.

30 Eyliil'de On Dokuz Mayis Universitesi Lisansiistii Egitim Enstitiisii Kardiyopulmoner Fizyoterapi Ana
Bilim Dali ile Sklerodermali Bireylerde Tele Rehabilitasyon ve Yasam Kalitesine Etkisi Calismasi
baslatildi.
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& PAHSSCc

s Pulmonary Hypertension and
Scleroderma Patient Association

ACTIVITY REPORT FOR SEPTEMBER 2022

Two of our members continued helping with the incoming calls during office hours. Callers who
wished to have more detailed information were directed to our web-site.

Kamil Hamidullah and Deger Kesimoglu took part in the weekly meeting of the Alliance for
Pulmonary Hypertension.

Within the extent of Pulmonary Fibrosis Awareness month, we shared advocacy activities on our
social media accounts.

During 3-9 September Public Health Week was honoured on our media accounts.
During 17-24 September World Idiopathic Pulmonary Fibrosis (IPF) was observed on our accounts.

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

On 3 September - A portable concentrator donated to the Association was presented to Filiz Akman
Demir one of members who is a lung transplant candidate.

On 4 September - We shared the news portfolio program prepared and broadcasted on NTV by
Melike Sahin on our accounts to raise awareness on organ donation. Mehmet Seyman and Aygiin
Mengelli, both our members participated in the broadcast with their own stories.

On 5 September - Olcay Soykan, Ayse Kora and Kamil Hamidullah attended the first session of the
second term of training session on a strategic plan of an association organized by the Sosyal
Innovasyon Merkezi.

On 7 September - On our social media accounts we shared the info that our sapling donations made
for the cherished memories of the 303 lung donors since 2012 had been completed. We hope the
saplings will shed a breath of life on their behalf.

On 8 September

A The World Physiotherapy Day was honoured on our accounts. We warmly thank to
physiotherapists who protect and improve our state of health.

A The live broadcast titled “Improving the Quality of Life in Scleroderma Disease: The role of
the Physiotherapist in a Multidisciplinary Approach” was presented by Ferda Dokuztug
Ugsular ( author, editor, trainer / coach, consultant of Rumeli Hisari Academy) took place on
our YouTube channel.

On 9 September

A Olcay Soykan, Kamil Hamidullah and Deger Kesimoglu met on Zoom with Serpil C. Erzurum -
Chief Research and Academic Staff of Cleveland Clinic, Letner Research Institute.

A Olcay Soykan, Kamil Hamidullah and Ayse Kora participated in a Plus Value Capacity
improvement meeting organized by Pfizer.

On 10 September - The first monthly family meeting of the winter period was hosted by Asya Arhan
with the participation of guests and members.
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On 11 September - The visit of Neslihan Giirkas, one of our members to the organ donation
department of Kartal Kosuyolu Hospital was shared on our accounts to highlight the importance of
organ donation.

On 12 September - We extended our sincere wishes for success for the new academic year to the
members who are students.

On 13 September - Aygiin Mengelli gave an account of her experience on organ transplantation on
the 65th episode of our patient stories. The broadcast moderated by Emine Cayiroglu was titled,
“Waiting for lung transplantation and recollections of post transplantation” was on our YouTube
Channel.

On 14 September

A Deger Kesimoglu and Kamil Hamidullah conducted an interview with loanna Alysandratou,
CEO of the Greek PH Association.

Olcay Soykan, Kamil Hamidullah with Ayse Tombaz from Boehringer Ingelheim attended the
final presentation of “He will always be by my side”, an IPF awareness project.

On this interstitial Lung disease commemoration day, on our social media accounts we
shared that scleroderma could be the cause for interstitial lung disease (ILD) and idiopathic
pulmonary fibrosis (IPF), a rare disease could be a subtype of interstitial lung disease to raise
awareness.

>

>

On 15 September - Olcay Soykan participated in a meeting organized by rare diseases network and
Takeda pharmaceutical company. The meeting which was on a capacity improvement program is
initiated by the Singapore based Regional Centre of the company. The mentioned program is
observed by a multinational group of countries, including Turkey.

On 16 September - The ELF posting of new guidelines on “ Diagnosing and treating Pulmonary
hypertension - understanding professional guidelines” prepared jointly by the European Society of
Cardiology and the European Respiratory Society and Ms. Pisana Ferrari as patient representative
was shared on our accounts.

On 17 September - The info on modified immune cells becoming a treatment method in
autoimmune diseases in the near future, put forward by Prof. Dr. Gliner Sonmez was shared on our
accounts.

On 21 September

A The fifth on-line issue of Nefes, our quarterly, was presented with interviews with
distinguished physicians, patients' stories and informative articles on our illnesses.
Senior Member meetings that are held once a fortnight were recommenced after the
summer interval.

Olcay Soykan, Kamil Hamidullah and Ayse Kora participated in a plus value capacity
improvement meeting organized by Pfizer.

>

>

On 22 September

A Olcay Soykan participated in a meeting organized by Acibadem University Rare Diseases and

Orphan Medicines Application and Research Centre (ACURARE) which involved giving
information on their partnership and activity planning taking into account the requests and
suggestions of associations.

A Aninformative website “What is IPF - ipfnedir.com” enabling patients and their relatives to
have access to information and advice supplied by experts was put together by Roche
Pharmaceutical Company with the support of PAHSSc. The addresses of interpretations of
Kamil Hamidullah, Prof. Dr. Nesrin Mogulko¢ and Dr. Mahir Kurt made on IPF and its
importance was posted on our media accounts.
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A We participated in Forum Saglik Platformu - Rare Diseases, problems, requests panel for
Rare Diseases Network.

On 23 September
A “O Hep Yaninda Olsun” (He should always be by side) is a film made for PAHSSc with the
unconditional support of Boehringer Ingelheim Pharmaceutical Company with aim of
creating awareness for Idiopathic Pulmonary Fibrosis. The film was posted on our accounts.
An animation film titled IPF nedir? What is IPF? Prepared by Turkish Respiratory Association
(TUSAD) Lung Health and Intensive Care Association and PAHSSc was shared on our media
accounts.
An awareness posting ipfedir.com prepared with the unconditional support of Roche,
Turkish Respiratory Research Institute (TUSAD) PAHSSc and ASYOD, ipf.nedir.com was
shared on our accounts.

>

>

On 24 September - The second “”He should always be by my side”, an awareness film made with the
unconditional support of Boehringer Ingelheim for PAHSSc was posted on our media accounts.

On 25 September - World Lung Day was celebrated n our social media accounts with a focus drawn
to respiratory diseases and early diagnosis.

On 27 September- The animation film on IPF (What is IPF) ipfnedir.com was posted on our social
media accounts. The mentioned film was prepared with the unconditional support of Roche, Turkish
Respiratory Research Association (TUSAD) PAHSSc and Lung Health and intensive Care Association.
(ASYOD)

On 28 September - Fatih Kaymakgioglu commented on his own version of living with pah with the
moderation of Emine Cayiroglu. The 66 episode of patient stories was broadcasted on our instagram
account.

On 29 September - World Heart Day was celebrated on our media accounts with a special focus on
the causes of congenital heart diseases and PH Heart diseases.

On 30 September - A tele-rehabilitation program for scleroderma patients and its effects on the
quality of life was started with the initiation of 19 Mayis University Graduate studies Department,
Department of cardiopulmonary physiotherapy.
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