v PAHSSc

\ Pulmoner Hipertansiyon ve
i Skleroderma Hasta Dernegi

ARALIK 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 yonlendirdiler.

Dernegimize yardim icin basvuran Primer Slier Diskinezi hastasi Giilistan Basc¢i’ya dernek Ankara bolge
sorumlumuz Aykut Bey tarafindan yardimda bulunuldu.

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 Aralik’ta

A Dernegimizin olagan degerlendirme toplantisi yapild.
A Diinya AiDS Giiniinde dikkat cekmek igin sosyal medya hesaplarimizdan paylasim yaptik.

2 Aralik’ta idiyopatik Pulmoner Fibrozis hastaligindan ilk kez séz eden kisi olan Dr. Dominic John
Corrigan'i dogum glintinde sosyal medya hesaplarimizdan paylasarak andik.

3 Aralik’ta

A Diinya Engelliler Giinii icin sosyal medya hesaplarimizda farkindalik paylasimi yaptik.

A izmir'de lyilik Var Diinya Géniilliler Giinii Bulusmasi etkinliginde tiyesi oldugumuz izmir Tilay
Aktas Gonilll Kuruluslar Gig Birligi ve Fatma Dayioglu hanimin ¢cabalariyla Organ Bagisina da
yer verilecegini sosyal medya hesaplarimizdan paylasarak organ bagisina birkez daha dikkat
cekmeye calistik..

5 Aralik’ta

A Tirk kadinlarina segme ve secilme hakkinin verilmesinin 88. Yilinda Kadin Haklari Giini'nii
sosyal medya hesaplarimizdan kutladik.

A Diinya Gondlliler Giiniinii sosyal medya hesaplarimizda yaptigimiz farkindalik paylasimi ile
kutladik.

6 Aralik’ta

A Cokuluslu bir tilke ilag sirketinin istanbul’da yapilan kapsamli yillik toplantisinda hasta liyemiz
Deger Kesimoglu ve hasta yakinimiz Meltem Ak izlenimlerini ve gelecek i¢in 6nerilerini degisik
Ulkelerden gelen katilimcilara ilettiler.

A instagram hesabimizdan canl olarak yayinladigimiz Hasta Hikayeleri'nin 71. béliimiinde
Moderatér: Emine Cayiroglu’nun konugu olan Songtil Cebeci ile " Skleroderma ile Yasamayi
konustuk.

7 Aralik’ta PHA Hindistan'in bizim icin Tiirkgelestirdigi Pulmoner Hipertansiyonlunun géziinden hayata
bakis adli animasyonunu sosyal medya hesaplarimizdan paylastik.

8 Aralik’ta Sosyal medya hesaplarimizdan istanbul’dan bagislanacak olan 1 adet 5 It. Oksijen kapasiteli
Sabit Oksijen Konsantratér’iin, 1 adet izmir’den teslim edilecek tasinabilir Oksijen Konsantratérii’niin
ve 1 adet Parmak tipi Nabiz Olger (Pulse Oksimetre)’in duyurusunu yaptik.

10 Aralik’ta Diinya insan Haklari giiniinii sosyal medya hesaplarimizda yaptigimiz farkindalik paylagimi
ile kutladik.
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13 Aralik’ta Aralik’ta Dernegimizin YouTube kanalindaki bilgilendirici igeriklerimize dikkat gekmek igin
paylasimda bulundu ve kanalimizin 2.7 Milyon dakika izlenme yogunluguna ulasmasini gururla
paylastik.

15 Aralik'ta sosyal medya hesaplarimizdan Kartal Kosuyolu’'nda takipleri yapilan {yelerimiz,
kontrollerini bir bulusmaya donistiren lyelerimizin fotografini paylasarak aslinda birbirine bagli
kocaman bir aile oldugumuza dikkat ¢cekerek tiim hastalari dernegimize liye olmaya davet ettik..

17 Aralik’ta
A Dernegimizin olagan degerlendirme toplantisi yapildi.

A Prof. Dr. Meral Kayikcioglu'nun biz hastalarin dikkatini cekmek ve uyarmak icin yaptigi

“Doktorunuza danismadan herhangi bir bitkisel Girlin ve takviye kullanmayiniz” postunu sosyal

medya hesaplarimizdan paylastik.

b

18 Aralik’ta Turkiye’de Pah’la ilgili ilk ¢alismalari baslatan doktorlardan biri olan Prof. Dr. S. Lale
TOKGOZOGLU’ nun dogum giliniinii sosyal medya hesaplarimizdan kutladik.

20 Aralik’ta

Dernegimize bagislanan tasinabilir Oksijen Konsantratdrii’nii Sevda Orer Sencan’a teslim ettik.
Kasim ayi Diinya KTEPH ve pah farkindalik etkinlikleri kapsaminda yaptigimiz nefes challenge
etkinligimiz ve mor renkle aydinlatilan Yavuz Sultan Selim ve Fatih Sultan Mehmet
Koprilerimiz ile ELF'de yer aldik.

Cocuklarda organ bagisi konusuna dikkat ceken lyilik icimizde Dernegine sosyal medyamizdan
destek verdik.

A 1k kez Misir'da canli vericiden akciger nakli yapildi haberini duyurduk.

A
A

>

21 Aralik’ta

A Mazhar Osman EAH konferans salonunda 6. Bélge Saglik Hizmetleri Baskanligi personeline
verilen “organ bagisinda farkindalik egitimi” ne dernegimiz Organ Bagis Sorumlusu Aygiin
Mengelli konusmaci olarak katild1.

Organ Nakli Koordinatorleri Dernegi (ONKOD) tarafindan gerceklestirilen “organ bagisini
arttirmak icin toplum farkindaligi ve egitimi” konulu webinar’a ne dernegimiz Organ Bagis
Sorumlusu Aygiin Mengelli katilimci oldu.

Degerli doktorlarimizin roportajlari, hasta ve hasta yakinlari ile soylesilerimizle muhtesem
dergimiz NEFES 6. sayisi yayinlandi.

>

>

22 Aralik’ta 22 Aralik Diinya Paramadikler Giiniini sosyal medya hesaplarimizdan kutladik.
23 Aralik’ta

A Saglk alaninda faaliyet gdsteren prestijli bir magazin olan Tibbin Ustalar’'nda dernek
baskanimiz Kamil Hamidullah’in réportaji yayinlandi.
A Pah ailemizile yeni yil kutlama toplantimizi sanal ortamda gergeklestirdik.

27 Aralik’ta Dokuz Eylil Hemsirelik Fakiltesi hocalari ve intern 6grencileriyle yapilan gevrimigi
derslerine konuk olarak katildik ve PAH, skleroderma, nadir hastalik ile akciger nakli konularinda hasta
olarak deneyimizi paylastik. Dernegimiz adina toplantiya Kamil Hamidullah, Sibel Ercan, Deger
Kesimoglu, Olcay Soykan, Funda Adizel ve Eylem Yigit katilim sagladilar.

29 Aralik’ta Dernegimizin olagan degerlendirme toplantisi yapildi.

31 Aralik’ta yeni yil kutlama mesaji yayinladik.
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¥ PAHSSC

‘ Pulmonary Hypertension and
Scleroderma Patient Association

ACTIVITY REPORT FOR DECEMBER 2022

Two of our members continued assisting with the incoming calls and giving general information on
PAHSSc Patients’ Association and those who wished to have more comprehensive information were
directed to the web-site.

Kamil Hamidullah and Deger Kesimoglu took part in the weekly meetings of AFPH.

Guilistan Basgl, a patient with primary slier dyskinesia who applied to the association was assisted by
Aykut inciler, Ankara regional manager.

The meetings attended and the activities held via Zoom and YouTube during December are as
follows:

On December 1

A The first meeting of the Senior Members of the association was held with the aim of
evaluating what was covered the during the year.
A The World AIDS Day was shared on our accounts to raise awareness for the illness.

On December 2 - On our media accounts we commemorated Dr. Dominic John Corrigen, the first
person to mention Idiopathic Pulmonary Fibrosis disease, on his birthday.

On December 3

A Awareness messages were shared regarding the International Day of Persons with
Disabilities.

A During the meeting of « There is goodness within our souls » on World Volunteers’ Day in
Izmir, Tlilay Aktas Voluntary Union of Forces Organization and the efforts of Fatma Dayioglu
the importance of organ donation was stressed. On our accounts the meeting as well as
importance of organ donation were mentioned.

On December 5

A The 88th anniversary of Turkish Women being granted the right to vote and equally being
elected were celebrated on our accounts.
A World Volunteers’ Day was celebrated on our accounts with a posting on the issue.

On December 6

A Deger Kesimoglu, as a patient and Meltem Ak, as a caregiver represented the association at
the annual meeting of a pharmaceutical company.

A Living with Scleroderma was discussed with Songiil Cebeci on the 71th episode of patient
stories at a Zoom meeting moderated by Emine Cayiroglu.

On December 7 - On our accounts, we shared an animation posting, titled, ‘Looking onto life through
the eyes of a pulmonary hypertension patient’ translated into Turkish for PAHSSc by PHA India,

On December 8 - An announcement was posted for the availability of one portable and one fixed
oxygen concentrator with a 5 It. capacity as well as a pulse oximeter.
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On December 10 - World Human Rights’ Day was shared on our accounts.

On December 13 - We proudly shared that our YouTube channel had reached a 2.7 million minute
viewing.

On December 15 - Our members who were followed by Kartal Kosuyolu PH Center turned their
check-up day into a meeting day Wiener other members just to be able to show that they were
members of a big family. They invited all patients to become a member of PAHSSc.

On December 17

Our senior member meeting was held to discuss upcoming issues.
Professor Meral Kayikgioglu's warning as not to consume herbal products and supplements
without approval of doctors was shared on our accounts.

A
A

On December 18 - The birthday anniversary of Professor Lale Tokg6zoglu who initiated PH studies in
Turkey was celebrated on our accounts.

On December 20

A The portable oxygen concentrator donated to the association was presented to Sevda Orer
Sencan.

We were mentioned in the ELF monthly bulletin once again with our activities held in
November such as the illumination of Yavuz Sultan Selim Bridge and Fatih Sultan Mehmet
Bridge as well as our Breath Challenge.

On our social media accounts we supported the engagements of ‘Goodness Within Us’
Organization (iyilik icimizde Dernegi) especially on organ donation in children.

>

>

On December 21

A We shared that the transplantation from a living donor was performed for the first time in

Egypt.

As a speaker, Aygiin Mengelli, organ donation officer for PAHSSc participated in ‘The public

awareness and training to increase organ donation’ meeting organized by the organ

transplant coordinators’ association for the personnel of the sixth Regional Services
Presidency at Mazhar Osman EAH conference hall.

A The sixth issue of Nefes, our quarterly came out with reflections of patients and caregivers
and interviews with doctors.

>

On December 22 - The World Paramedics Day was celebrated.

On December 23

A The Masters of Medicine (Tibbin Ustalari), a prestigious sectoral magazine, published an
extensive interview with our President.
A The coming year was celebrated online with members who had fun answering questions for

a quiz program.

On December 27 - An online class meeting was held with the Nursing Faculty of Dokuz Eyliil
University Rector, teaching staff and intern students. Kamil Hamidullah, Sibel Ercan, Deger
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Kesimoglu, Olcay Soykan from the association took part and shared their experiences on PH,
scleroderma, Rare Diseases and lung transplantation.

On December 29 - The senior members’ meeting was held to discuss activities to be held in the
following year.

On December 31 - A message was posted to wish everybody a joyous and a healthy new year.
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