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Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi

NiSAN AYI FAALIYET RAPORU - 2021

iki ilyemiz dernegimizin mesai saatleri icerisinde gelen telefon aramalarina genel kapsamda
yardimci olmaya devam edip daha fazla ayrintilh bilgi isteyenleri Dernek Web sitemize
yonlendirdi.

Nisan ayi olagan aylik toplantilari, PAH-Skleroderma ve Nakilli Hasta Hikayeleri ve Egitim
Seanslarina yer verilmesinin 6tesinde, Dernegimiz misyon vizyon ve ilkeleri kilavuz bilgilerinin
saptanmasi agisindan ¢ok belirleyiciydi. Kim oldugumuzu anlatan bir tanitim yazisi, 5 Mayis
PAH glnd igin bir basin bildirisi, bes hasta lGye videosu ve gorsel geviriler tamamlandi. Mobil
Telefonlar icin gelistirilen ingilizce-Tiirkce oyunun son asamasina gelindi.

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

1 Nisan’da pfizer arti deger sosyal innovasyon merkezi ile dernegimize 6zel yapilan Gonullu
ihtiyaglar konulu toplantiya Dernegimiz adina Olcay Soykan — Ayse Kora Akersoy ve Kamil
Hamidullah katild!.

2 Nisan’da

e Dokuz Eylul Universitesi Hastanesine Nebiilatér cihazi bagisinda bulunduk

e NHA’nin pfizer arti deger sosyal innovasyon merkezi ile NHA’ya 6zel yapilan egitim
cercevesinde Stratejik Planlama toplantisi yapildi, Olcay Soykan katildi.

e Aygiln’le Hayata Glluimse instagram canli yayin serimize konuk olarak katilan Astrolog
Semra Ozdogan ile “Kog yeni ayinin burglar Gizerindeki etkilerini” konustuk.

e Kurumsal tanitim dosyamiz giincellendi

6 Nisan’da yapilan instagram canli yayinina katilan Esra Glnkent ile sklerodermayla yagamayi
konustuk.

7 Nisan Sklerodermali hastalar igin hasta destek gruplari igin egitim alinan SPIN (The
Scleroderma Patient-Centered Intervention Network)'e destek mektubu hazirlandi ve
gonderildi.

8 Nisan’da Dernegimiz Sosyal Medya Grubu’nun toplantisi yapildi.
9 Nisan’da

o Degerli doktorlarimizdan Dr. Murat Meri¢ ve Prof. Dr. Ozlem Ozdemir Kumbasar’in
hastalarimiz igin covit19 asilari hakkinda bilgi verdikleri videolari yayinladik.
e 9 Nisan NHA’na yeni katilan Giyelerle zoom toplantisi yapildi, Olcay Soykan katild.

10 Nisan’da

e Aygln Mengelli ev sahipliginde aylik aile toplantimizi sanal ortamda gergeklestirdik.
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e Sosyal inovasyon Merkezi egitimi kapsaminda dernegimizin misyon, vizyon ve ilkeleri
kilavuz bilgilerinin saptanmasi konulu toplanti yaptik.

11 Nisan Asya Arhan ve Olcay Soykan, Tirkiye Alzheimer Dernegi Baskani Flisun Kocaman ile
hastalara kayittan ya da canh 6yki/masal okuma konusunda goriisme yapti. Flisun Hanim
kendi projelerinin detaylarini ¢ok detayl sekilde paylasti.

13 Nisan’da

e instagram canl yayinina katilan Ankara Sehir Hastanesi Akciger Nakil Merkezi
sorumlusu Gogus cerrahi klinigi Prof. Dr. Erdal Yekeler ve KOAH hastasi 2015 akciger
nakilli Zeki Ozcelik ile akciger nakli ile hayata yeniden tutunmayi konustuk.

e Olcay Soykan NHA’nin i¢ toplantisina katildi.

14 Nisan’da

o Ege Universitesi Hastanesine Nebiilatér cihazi bagisinda bulunduk.
o ECHA Kapasite Gelistirme Egitimleri | - i¢ Yonetisim konulu egitimine dernegimiz adina
Asya Arhan katild1.

15 Nisan’da

e Dr. Behget Uz Cocuk Hastanesine Nebiilator cihazi bagisinda bulunduk.

e Pfizer arti deger sosyal innovasyon merkezi ile NHA’ya 06zel yapilan egitim
cercevesinde Stratejik Planlama toplantisina devam edildi, Kamil Hamidullah, Ayse
Kora Akersoy ve Olcay Soykan katild.

e izmir il Saghk Hizmetleri Baskanhg’'nda Akciger nakli olmus hastalar olarak bagkan
yardimcisi sayin Dr. Ozgiir Sénmez ile birlikte organ bagisi icin farkindalik yaratmak
amaciyla herkesi organ bagisinda bulunmaya davet ettik.

16 Nisan’da

e Aygln’le Hayata Gllimse instagram canli yayin serimize konuk olarak katilan Psikoloji
ve Aile Danismani, Kisisel Gelisim Uzmani Psikolog Alev Akdagcik ile “Hastalik
Psikolojisini” konustuk.

e ECHA-Sosyal ve Kiltirel Hayata Katilim CGalisma Grubunun 2. toplantisi yapildi.
Toplantiya Dernegimiz adina Beglim Fulya Adizel ile Asya Arhan Katild1.

e Arti Deger- Sivil Toplum Kuruluslarinda iletisim Egitimine dernegimiz adina Kamil
Hamidullah, Olcay Soykan ve Ayse Kora Akersoy katildl.

19 Nisan’da

e PHA Europe toplantisina Dernegimiz adina Deger Kesimoglu katild1.

e Kendimizden Bir Hediye 2 Moderatér Ayda Onan Ozeren Beyin, Sinir ve Omurilik
Cerrahisi KUTTAM — Direktérii Prof. Dr. ilhan Solaroglu, Tiyatro Oyuncusu Sarp Apak,
Akciger Nakli ibrahim Kurtulus, Kalp Nakli Savas Turan, Karaciger Nakli Atilla Serdar
Zihni’nin katihmlariyla zoom Gzerinden yayinlanan programda organ bagisi ve nakline
dikkat gekmeye galistik.

e AIFD’nin hazirlamakta oldugu hasta derneklerinin paydaslarla iletisime gecerken
kullanacagi iletisim dokiimani igin fikir aligverisi ve deneyim paylasimi toplantisina
dernegimiz adina Olcay Soykan katild.
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20 Nisan’da

e instagram canli yayinina katilan Ceyhun Bilir ile Pulmoner Hipertansiyonla yasamayi
konustuk.

e NHA’nin nadir hastaliklar alaninda hazirlanacak bir sézlik igin 6n galisma toplantisina
Olcay Soykan katildi.

e ECHA-Kapasite Gelistirme Egitimleri Il - GonUlllG Yonetimi konulu egitimine Dernegimiz
adina Beglim Fulya Adizel ile Asya Arhan Katild1.

21 Nisan’da ELF, Eurordis ve ERN tarafindan onaylanan ve PAH ile Nadir Hastaliklar konusunda
Avrupa Birligi arastirmalarina hiz verme konulu toplantiya Kamil Hamidullah ve Deger
Kesimoglu katildi.

23 Nisan’da

e ECHA-Sosyal ve Kiltirel Hayata Katilim CGalisma Grubunun 3. toplantisi yapildi.
Toplantiya Dernegimiz adina Beglim Fulya Adizel ile Asya Arhan Katild1.

e 23 Nisan Ulusal Egemenlik ve Cocuk Bayrami'nda sevgili c¢ocuk hasta ve
destekgilerimizin  bizim igin gektikleri videolar yayinlanarak, kendilerine
tesekkurlerimizi iletmek adina tebrik kartlari diizenlenerek génderildi.

24 Nisan’da Tibbin Ustalari dergisinde yayinlanmak lzere dernegimiz ve nadir hastaliklar
konusundaki ¢alismalarimizi anlatan yazi hazirlandi.

25 Nisan NHA’nin genel degerlendirme toplantisina Olcay Soykan katildi.

26 Nisan The Future Healthcare Istanbul International Conference’a dernegimiz adina
katimla ilgili olarak organizatér ajans gorismesine Olcay Soykan katildi. Mayis’ta
gerceklesecek konferans kapanma karari cikmasi lizerine 18-22 Ekim’e ertelendi.

27 Nisan’da yapilan instagram canli yayinina katilan Semra Kurt ile Pulmoner Hipertansiyonla
yasamayi konustuk.

28 Nisan’da

e Organ Bagisi konulu instagram canli yayinina Moderatér Kadin Hastaliklari ve Dogum
Uzmani Op. Dr. Seyhan Ozleme’nin konuklari lyilik icimizde Dernegi Baskani Giilay
Ozdemir ve Pahssc Dernegi Baskani Kamil Hamidullah katildilar.

e Pfizer arti deger sosyal innovasyon merkezi ile NHA’ya 06zel yapilan egitim
cercevesinde Stratejik Planlama toplantisina devam edildi, Olcay Soykan katildi.

o Kapasite Gelistirme Egitimi Ill - Sivil Toplumda insan Kaynaklar Yénetimi konulu
egitimine Dernegimiz adina Beglim Fulya Adizel ile Asya Arhan Katildi.

30 Nisan’da Aygin’le Hayata Gilimse instagram canli yayin serimize konuk olarak katilan
Numerolag Banu Kolagasi ile “PIN ve Kader sayilarimizi” konustuk.
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APRIL 2021

Two of our members continued answering incoming calls to the Association and those who
seeked for more detailed information were directed to our website. In addition to our
monthly meetings, PH, Scleroderma patient stories and stories of those who have foregone
transplants and our training sessions, the month of April was a landmark due to having
identified our mission, vision and principles. A presentation letter identifying who we are, a
press conference message for the 5 th of May, production of videos of five patients sharing
their PH experiences and also translations of visual signs were completed. The final stage of
our game devised for mobile phones was reached. The meetings attended and the activities
held via zoom and YouTube are as follows:

On 1 April, The meeting on Needs of Volunteers organized by Pfizer Plus Value Social
Innovation group was attended by Olcay Soykan, Ayse Kora Akersoy and Kamil Hamidullah.

On 2 April, A donation of nebulizers equipment was made to 9 Eylul University, izmir.

On 2 April, Olcay Soykan took part in a private meeting on Strategic Planning held with Rare
Disease Network and organized by Pfizer Plus Value Innovation Centre.

On 2 April, On “Smiling onto Life with Aygiin” the effects of Aries during the new month on
other signs of the Zodiac was explained by Semra Ozdogan, astrologer.

On 2 April, Our Constitutional file was updated.

On 6 April, We discussed “Living with Scleroderma Experience “with Esra Glinkent on a live
Instagram interview.

On 7 April, A support letter was prepared and sent to SPIN ( Scleroderma Patient

Centered Intervention Network) which supplies training for support groups with Scleroderma
Patients.

On 8 April, “The Social Media Group” of the Association held a meeting.

On 9 April, Avideo interview providing information on Covid 19 vaccines was presented by Dr
Murat Meri¢ and Prof Ozlem Ozdemir Kumbasar.

On 9 April, Azoom meeting organized for the new members of the Rare Disease Network was
attended by Olcay Soykan.

On 10 April, Our Family Reunion hosted by Aygiin Mengelli took place.

On 10 April, Within the framework of the training supplied by the Social Innovation Centre a
meeting took place to define the mission, vision and principles of the Association.

On 11 April, Asya Arhan and Olcay Soykan organized a meeting with Flisun Karabacak, the
president of the Alzeimer Association so as to enable patients to narrate (live or recorded)
stories. Ms. Kocaman shared the features of her project in detail.

On 13 April, We discussed “The experience of hanging onto life once again” with Zeki Ozcelik
a COPD patient who has had a lung transplant in 2015 and Prof Dr Erdal Yekeler, in charge of
the Lung Transplant Centre, Ankara City Hospital.

On 13 April, Olcay Soykan attended a private meeting of Rare Disease Network.
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On 14 April, We donated Nebulizers equipment to Behget Uz Children’s Hospital.
On 14 April, We donated Nebulizers equipment to Ege University Hospital.

On 14 April, The first Capacity Training Development Training sessionorganized by Rights of
Disabled Children’s Network was attended by Olcay Soykan.

On 14 April, With the aim of creating awareness we invited everyone to donate their organs
with Dr. Ozgiir S6nmez, Vice President of The Department of Health Services, Izmir.

On 15 April, Kamil Hamidullah and Ayse Kora attended SIM-Social Innovation Centre Meeting.

On 16 April, We welcomed Alev Akdagcik “Psychology and Family Counselor”, “Personal
Development Specialist” and “ Psychologist” on “Smiling onto Life with Aygin” as guest on
our live instagram serial transmission hosted by Aygiin Mengelli and we discussed “The
Psychology of Patients”.

On 16 April, Begim Fulya Adizel and Asya Arhan attended the second meeting of
“Participation of Social and Cultural Life Group of Disabled Children’s Network.

On 16 April, Kamil Hamidullah, Olcay Soykan and Ayse Kora Akersoy participated in the
Training Session on “Communication in NGO’s” organized by Pfizer Plus Value Social
Innovation Centre.

On 19 April, Deger Kesimoglu attended PHA Europe’s meeting.

On 19 April, In “An offering From Our Part 2” we tried to draw attention to Organ Donation
and Transplant on a zoom broadcast with the participation of 2 Moderators, Ayda Onan
Ozeren, Kuttam Director and Prof. Dr. ilhan Solaroglu, Sarp Apak, Theatre Actor, ibrahim
Kurtulmus, Patient with Lung Transplant, Savas Turan, Patient with Heart Transplant, Atila
Serdar Zihni, Patient with Liver Transplant.

On 19 April, On behalf of the Association, Olcay Soykan participated in a meeting for an
exchange of ideas and experience sharing session for a communication document to be
devised by AIFD when Patient Organizations are to communicate with partners.

On 20 April, We discussed “Living with Pulmonary Hypertension” with Ceyhun Bilir on a live
instagram transmission.

On 20 April, Olcay Soykan attended the preliminary meeting for the preparation of a
dictionary on Rare Diseases to be prepared by the Rare Disease Network.

On 20 April, The Second Capacity Development Meeting of Disabled Children’s Rights
Association titled “Management of Volunteers” was attended by Beglim Fulya Adizel and Asya
Arhan.

On 21 April, Kamil Hamidullah, Olcay Soykan and Deger Kesimoglu attended a meeting
approved by ELF, EURORDIS, and ERN and titled “ Accelerating EU Research on PH and Rare
Diseases”.

On 23 April, Begim Fulya Adizel with Asya Arhan took part in the Third Meeting of
Participation in Social and Cultural Life Work Group organized by Disabled Children’s Rights
Network.
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On 23 April, On behalf of the National Sovereignty and Children’s Holiday, videos specially
produced for our Association by our young Children Patients and Supporters were shown.
They were sent Certificates of Appreciation prepared by the Association.

On 24 April, An article describing the Association its commitment and accomplishments for
Rare Diseases was prepared for The Masters of Medicine magazine.

On 25 April, Olcay Soykan took part in the General Evaluation Meeting of the Rare Disease
Network.

On 26 April, Olcay Soykan attended a meeting with the organizational agency on participation
of the Association in “The Future HealthCare istanbul international Conference”. The
conference was postponed to 18-22 October due to lock-down.

On 27 April, We discussed “Living with Pulmonary Hypertension” with Semra Kurt on a live
Instagram programme.

On 28 April, On a live broadcast on organ transplant, Dr Seyhan Ozleme as moderator hosted
Kamil Hamidullah our President and Giilay Ozdemir, Director of lyilik icimizde Association.

On 28 April, Olcay Soykan attended a strategic planning session within the framework of a
special Training Programme of Pfizer Plus Value Social Innovation Centre and Rare Disease
Network.

On 28 April, Begiim Fulya Adizel and Asya Arhan attended Capacity Development Training
Session 3 titled “Human Resource Management in NGO’s”.

On April 30, Aygin Mengelli hosted Banu Kolagasi in her “Smiling onto Life” instagram
programme and we were given information on “Our Pin and Destiny Number”.
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