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\ Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi

EKiM 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.

RAYNAUD farkindalik ayi olarak belirlenen Ekim ayinda, Raynaud sendromuna iliskin farkindahgi
artirmak icin sosyal medya paylasimlarinda bulunduk.

Ekim ayinda ayrica yil icinde gerceklestirecegimiz projelere kaynak saglamak icin girisimlere agirlik
verildi. Ve Dergimiz Nefes’in yeni sayisi icin ¢calismalar tim hiziyla strdiralda.

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

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

1 Ekim’de

A Uluslararasi Gaucher Hastaligi Farkindalik Giini vesilesiyle Mekanizmasi Belirsiz Pulmoner
Hipertansiyon ve PH’in sosyal medyada farkindalik yarattik.

A Sosyal medya hesaplarimizdan Diinya Yaslilar Guniinu kutlayarak daha ¢ok 50 yas ve ustiinde
gorilen akcigerlerin nedeni bilinmeyen sertlesmesi olarak bilinen ilerleyici, zamanla daha da
kotiilesen bir hastalik olan idiyopatik pulmoner fibrozis (iPF) hastaligina dikkat cekmeye
calistik.

Roche Miistahzarlari Sanayi A.S.'nin ev sahipliginde gerceklesen, "ilacin Yolculugu : AR-GE,
Klinik Arastirmalar ve Ruhsatlandirma Siirecleri" programina dernegimizi temsilen sayin Asli
CICEKOGLU ve sayin Gilten KILIC katildi.

P

2 Ekim’de bizim icin ¢cok 6nemli olan dogru nefes uygulamasina dikkat ceken Prof. Dr. Gliner S6nmez
hocamizin paylasimini sosyal medya hesaplarimizdan paylastik.

3 Ekim’de Sosyal medya hesaplarimizdan Cocuklar GUnunl kutlayarak ¢ocuklarda organ bagisina
dikkat cekmeye calistik.

4 Ekim’de Diinya Hayvanlari Koruma Giiniinde pozitif enerjileri ve karsiliksiz ve kosulsuz sevgileri ile
hayatlarimizi glizellestiren dostlarimiza sosyal medya hesaplarimizda yer verdik.

5 Ekim’de dernek olarak bizimde lyesi oldugumuz ECHA'nin eylil ayi boyunca gergeklestirdikleri
faaliyetleri paylastiklari linki sosyal medya hesaplarimizdan paylastik.

10 Ekim’de hastaliklarin temelinde olan ruh sagligimiza dikkat gekmek adina Diinya Ruh Sagligi glinlinii
sosyal medya hesaplarimizdan kutladik.

11 Ekim’de instagram hesabimizdan canli olarak yayinladigimiz Hasta Hikayeleri’nin 67. bélimiinde
Moderatér: Emine Cayiroglu’'nun konugu olan Dudu Akyol ile "Akciger Nakli Bekleme Sireci”ni
konustuk.

12 Ekim’de

A Diinya Artrit Guniinde eklemde agri, sislik, hassasiyet, isi artisi, kizariklik ve eklem
hareketlerinde kisithlikla baslayarak organ tutulumuna kadar giden bir hastalik olan Artrit
hastaligi hakkinda farkindalik olusturmak adina sosyal medya hesaplarimizdan paylasimda
bulunduk.

Pfizer-Arti Deger ikinci doneminin egitim programi'nin devam toplantilarina Kamil Hamidullah,
Ayse Kora Akersoy ve Olcay Soykan dernegimizi temsilen katildilar.
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A Sosyal medya hesaplarimizdan Diinya Tromboz Giinii kutlayarak Nadir bir hastalik olan ve
2.000 kisi de bir goriilen Antifosfolipid Sendromu (APS)’nun, Pulmoner emboliye ve sonra
Kronik Tromboemboliye ve Kronik Tromboembolik Pulmoner Hipertansiyon ile PULMONER
HIPERTANSIYON’a neden olabilecegine dikkat cekmeye calistik.

Hasta Hikayeleri programimiza da katilarak akciger nakli ve sonrasi hakkinda bizleri
bilgilendiren Sn. Oktay Yiiksel'in vefatini duyurduk.

>

16 Ekim’de 16 - 22 Ekim Goriinmez Engellilik Haftasi nedeniyle bizlerinde mizdarip oldugu gériinmez
engellilik hakkinda farkindalik yaratmak adina sosyal medya hesaplarimizdan paylasimlarda bulunduk.

19 Ekim’de hastalarimiza bagislanan tasinabilir oksijen konsantratorlerimizin Garantileri dolmadan
yillik bakimlari yaptirilarak tekrar hastalarimiza teslim edildi.

20 Ekim’de

A PHA Uluslararasi Liderler Toplantisi’na Kamil Hamidullah ve Deger Kesimoglu katildilar.

A Dernegimizin rutin sorumlular grubu toplantisi yapild.

21 Ekim’de dernegimize bagislanan 1 adet tasinabilir konsantratori ihtiya¢ sahibi Emine Cayiroglu’na
teslim ettik.

22 Ekim’de

A Istanbul’dan bagislanacak olan 1 adet 5 It. Oksijen kapasiteli Sabit Oksijen Konsantratér’iin
duyurusunu yaptik.

instagram hesabimizdan canli olarak yayinladigimiz Hasta Hikayeleri’'nin 68. bdélimiinde
Moderatoér: Emine Cayiroglu’'nun konugu olan Senay ERASLAN ile "Skleroderma ile Yasamay!”
konustuk.

>

24 Ekim’de

Pharmactive’deki gorev degisikligi sonrasinda tanisma toplantisi gerceklestirildi.
Pfizer-Arti Deger ikinci doneminin egitim programi'nin devam toplantilarina Kamil Hamidullah,
Ayse Kora Akersoy ve Olcay Soykan dernegimizi temsilen katildilar.
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25 Ekim’de

A Kartal Kosuyolu Organ Bagisi bélimiini ziyaret ederek organlarini bagislayan dernek tiyemiz
Asya Arhan hanimi sosyal medya hesaplarimizdan paylasarak organ nakli konusuna bir kez
daha dikkat cekmeye calistik.

PHA Hindistan dernek baskani Shalaka Parab’in “Treprostinil’e erisim” toplantisina Kamil
Hamidullah ve Deger Kesimoglu katildilar.

>

26 Ekim’de Hasta Haklari Giiniinde Turkiye’de uygulanan Hasta Haklari Yonetmeligi (1998)'ni sosyal
medya hesaplarimizdan paylastik.

29 Ekim’de Cumhuriyet Bayramimizi kutladik.

31 Ekim’de Pfizer-Arti Deger Arti Deger STK Kapasite Giiglendirme Programi - STK'larda Dijital iletisim
Egitimi’'ne Kamil Hamidullah, Ayse Kora Akersoy, Olcay Soykan, Hatice Erdogan ve Mehmet Seyman
dernegimizi temsilen katildilar.
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v PAHSSc

4 \ Pulmonary Hypertension and
g Scleroderma Patient Association

ACTIVITY REPORT FOR OCTOBER 2022

Two of our members continued to assist with the incoming calls during office hours and were
supplied with general information on PAHSSc MD those who wished to have more detailed info were
directed to our website.

As October is the awareness month for Reynaud disease, information was shared on our social
media channels to raise its awareness.

Kamil Hamidullah and Deger Kesimoglu took part in the weekly meetings of Alliance for PAH.
Activities that took place and meetings joined via Zoom and YouTube are as follows.
On October 1st.

A On the occasion of the International Gaucher Day awareness activities were shared on the
disease, for PH disease with no cause detected and PH on our media accounts.

A International Day of Elderly People was celebrated. Attention was drawn towards IPF -
Idiopathic Pulmonary Fibrosis- a progressive disease experienced in patients above 50 and
marked out as the stiffening of lungs.

A On behalf of the Roche Pharmaceutical Company, our members, Asli Cicekoglu and Giilten
Kili¢ participated in a meeting titled ‘Clinical Research and Licensing Procedures’ organized
by research and development department.

On 2 October - The posting of Prof. Gliner Sonmez, MD. on correct breathing procedures - essential
for our illnesses, was posted on our social media accounts.

On 3 October - World Children’s Day was celebrated on our accounts drawing attention to organ
donation in children.

On 4 October - World Animal Day was mentioned on our accounts accentuating their unconditional
love and never ending energies.

On 5 October - The link of the Network of Rights of Disabled Children with their activities organized
during the month of September was shared on the occasion of Children’s Day.

On 10 October - World Mental Health Day was celebrated with the aim of drawing attention to its
being the basis of all diseases.

On 11 October - Emine Cayiroglu as moderator discussed the expectation period of lung donation
period with Dudu Akyol.

On 12 October

A World Arthritis Day was shared on our accounts so as to raise awareness on the disease
which manifests itself with swelling , pains, sensitiveness, temperature increase, rashes,
movement limitations in joints leading on to organ stiffness.

A Kamil Hamidullah, Ayse Kora Aksoy and Olcay Soykan attended a meeting of the second
term of Pfizer Additional Value Reunions.
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On 13 October

A World Thrombosis Day was shared on our accounts with emphasis on Antiphospholipid
Syndrome (APS) it may lead to Pulmonary Embolism which is a rare disease seen one in
2000, Chronic Thromboembolism and Chronic Thromboembolic Pulmonary Hypertension.
Oktay Yiiksel who took part in of our previous patient stories on organ donation was
commemorated.

>

On 16 October - On the occasion of Invisible Disability Week between 16-22 October, messages
were posted on our accounts giving special emphasis on the fact that we suffer from the same
cause.

On 19 October - Portable oxygen concentrators (POC) which have already been donated to our
patients were collected and redistributed following their maintenance before the expiry of their
warranties.

On 20 October

A Kamil Hamidullah and Deger Kesimoglu attended PHA International Leaders’ Meeting.
A Senior Member Group had a meeting to discuss the priorities of action to be taken.
On 21 October - Ms. Emine Gayiroglu was donated a portable oxygen concentrator by the
association.

On 22 October - An announcement was made to identify the right candidate for an immobile oxygen
concentrator with a 5 It. capacity to be donated from istanbul

On 22 October - Emine Cayiroglu hosted Senay Eraslan as her 68th guest. They discussed living with
scleroderma.

On 24 October
Following a change of position, an acquaintance meeting was held with Pharmactive.

Kamil Hamidullah, Ayse Kora Aksoy and Olcay Soykan attended a reunion of the second term
of Pfizer Plus Value Assemblies.

A
A

On 25 October

>

Organ transplant issue was highlighted on our accounts showing Asya Arhan as she was
sharing her donation document at the Kartal Kosuyolu Hospital.

Kamil Hamidullah and Deger Kesimoglu attended a meeting organized by PHA-India on the
issue of reaching certain medication.

>

On 26 October

>

Guidelines for Patients’ rights (1998) was shared on our accounts on the occasion of
Patients’ Rights Day.

Kamil Hamidullah, Ayse Kora Aksoy and Olcay Soykan attended a reunion of the second
term of Pfizer Plus Value Assemblies.

>
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On 29 October - The Republic Day was celebrated.

On 31 October - Kamil Hamidullah, Ayse Kora Akersoy, Olcay Soykan, Hatice Erdogan and Mehmet
Seyman attended a session on ‘consolidation Programs of NGO’s and Digital Communications
Training’ as part of the Pfizer Plus Value Assemblies.

Steps were taken to provide funds for our projects to be realised.
Work on the on the next issue of Breath is underway.
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