2 PAHSSC

\ Pulmoner Hipertansiyon ve
Skleroderma Hasta Dernegi

NiSAN AYI FAALIYET RAPORU - 2023

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

Pulmoner Hipertansiyon ittifaki (Alliance for Pulmonary Hypertension (AfPH)'in haftalik
toplantilarina katilindi.

Bu ay yer alan etkinliklerimiz ve zoom veya youtube araciligiyla katilmis oldugumuz toplantilar
asagida belirtilmistir:

2 Nisan'da hastaligimiz icin dnemli bir konu olan tuz tiiketimine dikkat cekmek adina Dernek
Uyemiz Beglm Fulya ADIZEL'in tarif ve cekimleriyle tuzsuz ama lezzetli yemek tarifleri
paylasimina devam ettik.

5 Nisan'da Dernegimiz, catisi altinda bulunan hastaliklardan mustarip olan hastalarin ruh
saghgina dikkat cekmek amaciyla sosyal medya hesaplarimizdan paylasimlar yapti.

6 Nisan'da olagan degerlendirme toplantimizi yaptik.

7 Nisan'da Dilnya Saglik Ginu kapsaminda Evrensel Saglik (tim bireylerin maddi sikintiyla
karsi karslya kalmadan, ihtiya¢ duyduklar saghk hizmetlerini almalari anlamina gelir. Kapsam,
saghgin tesviki ve gelistirilmesi, korunma, tedavi, rehabilitasyon, palyatif bakim ve temel saghk
hizmetleridir) kapsamina dikkat cekerek sosyal medya hesaplarimizda farkindalik paylasimlari
yaptik.

9 Nisan'da hastaligimiz i¢in énemli bir konu olan tuz tiketimine dikkat cekmek adina Dernek
Uyemiz Begim Fulya ADIZEL'in tarif ve c¢ekimleriyle tuzsuz ama lezzetli yemek tariflerinin
paylasimina devam ettik.

10 Nisan'da Kalp Saglhgn Haftasi kapsaminda Pulmoner Hipertansiyona yol agan Kalp
hastaliklari ve PH'in kalbe etkileri hakkinda sosyal medya hesaplarimizdan paylasimda
bulunduk.

11 Nisan'da instagram hesabimizdan canl olarak yayinladigimiz Hasta Hikayeleri'nin 74.
béliimiinde Moderatér: Hatice ERDOGAN'In konugu olan imren OZ ile “Pulmoner Arteriyel
Hipertansiyonla Yasama“yi konustuk.

12 Nisan'da
A 24 Mart 2023 tarihli 2 no.lu duyurumuza konu olan cihazlar igin basvurular 10 Nisan

2023 ginu ile son buldugu, yapilan muracaatlar arasindan belirlenen ihtiyac sahibi
hastamiza cihazi temin edilecegi hakkinda duyuru yapildi.

A Tirk Toraks Dernegi tarafindan hazirlanan NEFES AL, HAREKET ET YASADIGINI FARK
ET! konulu webinar'a Mehmet Seyman Katilim sagladi.
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13 Nisan Dunya Sarkoidoz Gunu kapsaminda Sarkoidozun, akcigerlerdeki basinci artirdiginda,
kalbin sag tarafini da zayiflatarak Pulmoner hipertansiyona yol acabilecegine dikkat cekerek
sosyal medya hesaplarimizda farkindalik paylagsimlari yaptik.

15 Nisan'da Tasinabilir Oksijen Konsantratdrli bagislayarak bir hastamiza daha nefes
oldugumuzun duyurusunu yaptik.

17 Nisan'da Yonetim Kurulu Uyelerimizden "Sosyal Medyamizin CEO'su" Sn. Filiz AKMAN
DEMIR vefat etti

18 Nisan
A Olagan degerlendirme toplantimizi yaptik.

A Nadir Hastaliklar Agi'nin tyelerinden biri oldugu ve istanbul Kalkinma Ajansi tarafindan
desteklenen iSTisNA - istanbul Tanisiz ve Nadir Hastaliklara Céziim Platformu Projesi
kapsaminda yapilan kapsamh bir calismanin sonuclari, énde gelen bir dergi olan
"Frontiers in Public Health"te yayinland.

A WORKSHOP Dergisi'nin yeni sayisinda odak konumuz "Nadir Hastaliklar" kapsaminda,
Sivil Toplum ve idare isbirligi ile coziilebilecek Nadir Bireylerin karsilastigi sorunlar ele
alindi. Nadir Hastaliklar Agi (NHA) ile federasyon olma sireci, nadir hastaliklara yonelik
eylem plani, deprem bdlgesindeki ihtiyaclar ve 6nimuzdeki surecle ilgili beklentilerimiz
konusuldu.

19 Nisan'da UR 2440. Bolge Rotary Kullpleri tarafindan yayinlanan “Buz dolu kivet var mi?”
konulu webinar'a dernegimiz adina Mehmet Seyman katilim sagladh.

20 Nisan'da Ramazan (Seker) Bayramimizi sosyal medya hesaplarimiz aracigiyla
kutladik.

21-28 Nisan Ebeler Haftasi kapsaminda biyik Ozveriyle gorev yapan ebelerimizin Ebeler
Haftasini sosyal medya hesaplarimizdan kutladik.

23 Nisan’da Ulusal Egemenlik ve Cocuk Bayramimizi sosyal medya hesaplarimiz aracigiyla
kutladik.

24 Nisan’'da

A Sosyal medya hesaplarimizdan izmir'den bagislanacak olan 1 adet 5 It. ve 1 adet
10 It. Oksijen kapasiteli Sabit Oksijen Konsantratord, 1 adet tasinabilir Oksijen
Konsantratorli ve 1 adet armak tipi Nabiz Olcer (Pulse Oksimetre)in duyurusunu
(DUYURU 3) yaptik.

>

Nisan'da sicak su ile dus almanin Pulmoner hipertansiyon hastalarinda sebep olacagi
rahatsizliklara dikkat ¢eken Prof. Dr. Meral Kayikgioglu'nun paylasimini repost
yaparak Ozellikle sicak banyo, uzun sureli dus, sauna sicak buhar banyolar ciddi
bir sekilde kan basincini dustrerek bayilmalara solunum zorluguna hatta 6lime
yol agabilecegi, bu hastalarimizin banyo ve dus alirken ilik su tercih etmesi
gerektigine dikkat cekmeye calistik.
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25 Nisan'da Dlnya Asi Haftasi ile ilgili sosyal medya hesaplarimizdan paylasimlarda bulunduk.

28 Nisan'da

A Tanisiz Hastaliklar Gunu kapsaminda Nadir hastaliklara dikkat ¢ekerek sosyal medya
hesaplarimizda farkindalik paylasimlari yaptik.

o

AfPH olarak, 5 Mayis Diinya Pulmoner Hipertansiyon Giini'nde Pulmoner
Hipertansiyon Bilgi Paylasim Platformu olan "Pulmonary Hypertension Knowledge
Sharing Platform!" (PH-KSP)'nun resmi lansmani duyurusunu sosyal medya
hesaplarimizda gerceklestirdik.

28-29 Nisan'da zoom Uzerinden gergeklestirilen iki ginlik EU-PFF(European Pulmonary
Fibrosis Federation) yillik Genel Kurul toplantisina dernegimiz IPF temsilcisi Meltem AK
katildi. Toplantida diger Uyeler ile tanisirken tyelik icin yapilacak oylama 6ncesi dernegimiz
hakkinda bir gériisme yapildi. Ayrica EU-PFF 2022-2023 yapilanlar ve 2023-2024 yapilacaklar
gorisulda.

29 Nisan'da 17 Nisan 2023 ispanya'da ilk kez robotik ameliyat ydntemiyle bir hastaya akciger
nakli yapildigi haberini sosyal medya hesaplarimizdan duyurduk.
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) PAHSSCc

: \ Pulmonary Hypertension and
' Scleroderma Patient Association

ACTIVITY REPORT FOR APRIL - 2023

Two of members continued helping out with the incoming phone calls during office hours
and those who wished to have more detailed information were suggested to consult our
website.

Kamil Hamidullah and Deger Kesimoglu attended the weekly meetings of Alliance for PH
(AfPH).

The events of the month and the meetings attended via Zoom or YouTube are as follows:

On 2 April - Begim Fulya Adizer continued sharing salt-free but tasty recipes with their
photographs to draw attention to salt consumption which is an important concern for PH
patients.

On 5 April - Our organization shared posts on our social media accounts to raise awareness
about the mental health of patients suffering from the diseases under our umbrella.

On 6 April - Our routine evaluation meeting was held.

On 7 April - Within the scope of World Health Day, universal health was emphasized.
Universal health means that all individuals should have access to health services they need
without going through financial difficulties. It covers health incentives, prevention, treatment,
habilitation, palliative care and basic health services.

On 9 April - Beglim Fulya Adizer continued sharing salt-free recipes to accentuate less salt
consumption during “ Beware of Salt Week".

On 10 April - As part of Heart Health Week, we shared posts on our social media accounts
about heart diseases that lead to Pulmonary Hypertension (PH) and the effects of PH on the
heart.

On 11 April - On the 74th episode of patient stories Hatice Erdogan, our moderator
discussed the problems of living PAH with imren Oz, on a live broadcast on Instagram.

On 12 April

A It was announced that the expiry date for the applications for the devices mentioned
on our announcement of 24 March was on 10 April. The device would be presented
to a patient selected amongst the applicants.

P

Mehmet Seyman participated in an event titled “Breathe, Get moving and realize that
you are Alive!” organized by the Turkish Thoracic Society.
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On 13 April - With respect to World Sercoidosis Day, awareness messages were posted on
our media accounts. It was indicated that Sarcoidosis could cause PH by weakening the right
side of the heart when pressure on lungs increases due to the illness.

On 15 April - We donated a portable oxygen concentrator to a patient and thus helped her
to breathe easily.

On 17 April - Our board member, Mrs. Filiz AKMAN DEMIR, who served as the CEO of our
social media, has passed away.

On 18 April
A Our routine evaluation meeting took place.

A The results of a comprehensive study conducted as part of the ISTisNA - Istanbul
Undiagnosed and Rare Diseases Solution Platform Project, in which the Rare Diseases
Network is a member and supported by the Istanbul Development Agency, have
been published in "Frontiers in Public Health," a leading journal.

>

In the latest issue of Workshop Magazine, the main focus was on Rare Diseases. The
discussion revolved around whether the challenges encountered by individuals with
rare diseases could be addressed through collaboration between civil society and
administration. The process of the Rare Diseases Network becoming a Federation, an
action plan for Rare Diseases, the needs of those in earthquake-prone regions, and
expectations for the upcoming period were also highlighted.

On 19 April - Mehmet Seyman and Aygin Mengelli participated in a webiner titled, “IS
THERE A BATHTUB FULL OF ICE?" organized by Rotary Clubs (Region UP2244).

On 20 April - We celebrated our Ramadan Feast through our social media accounts.

On 21-28 April We celebrated the Midwives Week of our midwives, who worked with great
devotion within the scope of Midwife's Week, on our social media accounts.

On 24 April

2

A Announcement 3 was made for the donation of a fixed oxygen concentrator with a
10 litre capacity, a.portable oxygen concentrator and a pulse oxymeter.

>

We reposted the message of Prof. Meral Kayik¢ioglu, MD. who stressed the fact that
taking a bath with hot water, taking long showers, sauna and steambaths could have
harmful effects and could cause fainting, breathing difficulties and even death due to
a serious reduction of blood pressure. It was suggested that patients prefer tepid
water when taking baths or showers.

On 25 April - we disseminated information through our official social media accounts
regarding World Vaccine Week.
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On 28 April

A Within the scope of “"Undiagnosed Diseases Day”, awareness messages were shared
drawing attention to Rare Diseases on our social media accounts.

A As a member of AfPH, Pulmonary Hypertension Knowledge Sharing Platform, we
made an official launch announcement of (PH-KSP) along with other members.

On 28-29 April - Meltem Ak, representative for the IPF disease attended a two-day EU-PFF
(European Pulmonary Fibrosis Federation) annual general assembly via Zoom. Other
members were introduced and there was a short interview as regards our Association before
the actual voting took place. Business plan of the past year was presented and that of the
2023-2024 was submitted.

On 29 April - An announcement was made regarding the successful completion of a robotic
lung transplantation surgery in Spain on April 17th.
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