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1. AWARENESS STUDIES:

The awareness campaign ‘What is FMF?’ in order to answer the question, we aimed to
organize our work in two stages; the first is aimed at those who do not know about FMF disease
in society and is designed to produce informative content for FMF patients and the rest of
society.

Since FMF is not known to the general public, FMF patients experience difficulties in
their work and social lives. At the same time, when contacting a doctor, the diagnosis process
is prolonged due to the fact that the patient's anamnesis is insufficient and he has symptoms in
common with other diseases. Since the diagnosis cannot be made, there may be thoughts by the
patient's relatives about whether he is really sick or not, and this affects the patient in a bad
way. We have combined our work to solve these problems into 7 different titles.

"JOURNAL"

'LET'S LISTEN FMF

TOCETHER FROM FMF PATIENTS'

DILL INFORMATION'
'FORM'




1.1.SOCIAL MEDIA:

Aim: Nowadays, considering the impact of social media on people and the rate of its use by
society, it is one of the most effective ways to reach a wide audience. Both you can reach
large audiences, and the ability to interact occurs much faster. For this purpose, we have
opened Instagram, Twitter, Youtube accounts.

Goal: Every month we regularly share posts as both informative and promotional and
increase the number of interactions every day. At the same time, we also aimed to increase
the awareness of those who do not know FMF in more detail to those who do not know it.

Result: A total of 324 subscribers have been reached. Our total number of interactions
(Instagram, Twitter, and YouTube) has reached 47,010 people. With the feedback of the
people we reached out to from social media, we paid for it and touched their lives.

Account Information and View:

Instagram:https://www.instagram.com/fmf16e/?utm_medium=copy_link
Twitter: https://twitter.com/EFmf16?s=09
Youtube: https://www.youtube.com/channel/UCmAfh_9FQ3pPJjA8VWIVEIg

« FMFI6E
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Total Social Media Engagement:
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August-September:
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1.2.PILL INFORMATION - LET’S LEARN TOGETHER:

Aim: English and Turkish FMF information sharing are intended to be done.
Sharing the brief and most detailed introduction of FMF under the heading of Pill
Information, Let’s Learn Together to share more detailed information about FMF under
the heading.

Objective: To be able to communicate different information to FMF patients with regular
English-Turkish post sharing, to inform them about their diseases, and to be able to
fundamentally diagnose the disease for patients who do not know FMF disease.

Conclusion: The shares were made for awareness-raising purposes.
Number of interactions: 180

1.3.FORM-‘Let's Listen to FMF from Patients’:

Aim: To get to know, understand patients, to learn about the difficult processes they are
going through, and to prepare a form to be a partner in these difficult processes and to make
us feel that we are with them and aware of them. To share the answers received via this
form by starting a series titled ‘Let's Listen to FMF from Patients’.

Goal: to reach out to FMF patients, to be an opportunity for them to tell stories and to
share their stories by acting as a bridge. In cooperation with BEFEMDER, to ensure that
the form is sent to the patients and filled out.

Conclusion: In cooperation with BEFEMDER, patients were reached, 113 forms were
filled out and shares took place. In the prepared form, the ingredients are:

» What is your First Name, Last name, Gender, Age, and age when FMF is diagnosed?



* What are the symptoms and complaints that you have when you are admitted to the
hospital?

» How long did your diagnosis process take?

* Can you tell us about the process of diagnosis? (Have you consulted more than one doctor

because you were not diagnosed with FMF? Was another disease diagnosed before FMF

was diagnosed, and then the diagnosis changed?)

* Have you had any of the effects of drug therapy?

* Does this disease affect your normal life? What are its effects?

* In order for sensitivity to FMF disease to occur in society, please write down the topics

and topics that you want to say and that you want us to convey.

* You want to add?

Form linki:
https://docs.google.com/forms/d/1XYpYfu4TcvgsZY IVBQJV5FuImOD8aQda2NIL9so

06_qg/edit

Sorular  Yanitlar @B

| FMF16E

NEXT
GENERATION
EDITING

Ailevi Akdeniz Atesi (FMF) Farkindalik Calismasi

Bizler RaDiChal 2021 yarismasi FMF16E takimi olarak FMF hastaligi adina caligmalar hedefleyen bir takimiz.
Formun amact FMF hastalarinin yasadiklan siregleri bizler araci olarak insanlara iletmek ve herkesin bu
hastaligin farkinda olmast igin yapacagimiz calismalarda kullanmak

Formu dolduruken;

Bebek ve gocukiar igin aileleri doldurabilir

isminizi paylasmamizi istemiyorsaniz belirtiniz

1.4.‘Five-Fifth with EXPERTS’:
Aim: Based on the form we prepared for FMF patients in May, we decided to organize an
event with the participation of experts. We asked 5 questions to each of our guests and got
answers from them. In this way, we thought that the answers to the basic questions about
FMF could be learned from competent people. We wanted to keep these videos especially
short. While the short time makes the video remarkable for the users, it is aimed to raise
their awareness.

Goal: To be able to answer every question by meeting with a specialist from every branch
about FMF disease.

Result: We reached our goal by hosting 4 experts in total. First, we talked with Dietitian
Hilal HARMAN about the diets of FMF patients. We delivered this broadcast to our
followers on both our YouTube and Instagram accounts. Our event was watched by 33
people on YouTube and a total of 448 people on Instagram. In the second part of our series,
Rheumatology Specialist Prof. Dr.We welcomed Betiil SOZERI as a guest. In this event,
we discussed the issues related to the diagnosis of FMF disease and how patients can
communicate with doctors. This post has been viewed 23 times on YouTube. On Instagram,


https://docs.google.com/forms/d/1XYpYfu4Tcvg5ZYIVBQJV5FuJmQD8aQda2NIL9so06_g/edit
https://docs.google.com/forms/d/1XYpYfu4Tcvg5ZYIVBQJV5FuJmQD8aQda2NIL9so06_g/edit

it received 218 views. In the 3rd event of our series, we welcomed Psychologist Yesim
YENIGUL as a guest. In this interview, questions were asked on many different topics,
such as the psychology of people with rare diseases and their differentiation according to
age groups. This event received 31 views on YouTube. On Instagram, it received 278
views. We held our last event with BEFEMDER Vice President EMSAL President SARAL
via zoom. In this meeting, we talked about the difficulties of establishing an association,
the interaction with patients, and what kind of activities they do. This event has been
viewed 35 times on YouTube. On Instagram, it was viewed 132 times. By addressing FMF
disease in different areas, we reached the answers to various questions with experts.

1.5.Journal Publications:

Aim: No matter how much we use the social media platform, the impact is limited, so we
have turned to different areas. To involve a different segment of society in our awareness
work by publishing in academic and scientific journals. To fully answer the question of
What is FMF by considering FMF disease in all its details.

Goal: To publish at least 2 magazines. To publish in English-Turkish by detailing FMF.

Conclusion: 2 magazines were also published. Turkish English and Turkish articles about
FMF disease were published in June in the journal *Genius Science'. Then in September,
the information article we wrote about FMF disease was published in the ‘VITA’ rating of
the Turkish Biologists' Association.

1.6 WE ARE IN YOUR CITY' BILLBOARD STUDY:

Aim: It is aimed to increase awareness in and around the person by enabling people who
do not use Social Media, who do not see or have never heard of FMF disease, even if they
use it, to see the meaning, rarity and symptoms of FMF disease. Since municipalities have
billboards and bus stops everywhere, it is aimed to facilitate the achievement of our goal
by using them.

Goal: To make a wide-scale promotion in at least 2 provinces. We also hung our banners
all over the cities, so on average we expected thousands of people to see them.

Conclusion: Posters were distributed in Trabzon, Kiitahya and Kirsehir and people were
informed about FMF disease. When designing the banners, attention was paid to the fact
that the text was short and the visuals were attractive. Because people may not want to read
when it's a long article. It is aimed to increase the information by providing short but
necessary information in the articles. As an example of the information on the banners: We



started with a question Do you know FMF? In order to attract the attention of those who
do not know this, I wonder what it is. Another information is that we mentioned the
incidence of FMF in our country and emphasized that it is rare. We talked about the
symptoms of FMF disease, asking if we have it for the reader to question both himself and
his environment. Finally, we draw attention to the importance of being aware of this and
by putting up our social media accounts, we leave an address where they can get extra
information. Posters were promoted in three Metropolitan cities. On average, about 30-40
thousand people saw it in each province.

2.Monthly FMF Awareness Studies:

2.1.Activities of April: Social media accounts were opened and the team was introduced.
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2.2. Activities of May:

Information sharing was started on social media, 2 "'Pill Information' and 2 "Let’s Learn
Together™ posts were shared. The form was edited and the patients were contacted. In
accordance with the answers obtained from the forms, another series called ‘Let's Listen
to FMF from the Patients at Once’ was launched and 2 posts were edited.

a.Pill Information- Let’s Learn Together:

PILL INFORMATION
"
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BIRLIKTE OGRENELIM &)

Allevi Akdeniz ategl (FMF) en yaygin kalitsal otoinflamatuvar
sendromlardan biridir: Akdeniz asi gevresinde yagayan etnik
gruplar arasinda sikhikla ortaya n ve pirin adi verilen proteini

odlayan 16. Kr £ FeVer geni (MEFV)
utasyoniarinin neden oldugu, kahtsal otozomal resesif bir hastaliktir
Bugine kadar hastalikta gordlen fenotipik varyantan 218 MEFV
mutasyonu sorumiu olarak tespit edilmigtir. En gok gorulen
6 mutasyon goyledir: 1MB9AV
2)M6801
3)ME941
4)v726A
s)E1a80

Bu mutasyonlar FMF vakalarinin yaklagik % 70ini olugturur.
Mutasyonlarin gortime sikigs etnik kokene gore degisiklik gosterir

MBB4V: Daha gok Sefarad Yahudilert, Turkler ve Ermeniler arasinda gorulr.
E1480: Avrupah ve Turk hastalar arasinda
MBB4L: Araplar arasinda daha yaygndir.

MBBOL: Ozellikie Ermenilerde tespit edilmigtic

X

BERABER OGRENELIM ¢

FMF HASTALIGI iLK KEZ 1908 YILINDA JANEWAY VE ROSENTHAL
TARAFINDAN, 16 YASINDA TEKRARLI ATES, KARIN AGRISI VE
LOKOSITOZU OLAN YAHUDI BiR KIZDA OLAGANDISI * PAROKSIMAL
PERITROSIT " ADIILE TANIMLANMISTIR.

Paroksimal Peritrosit: Ani ve gecici kann zan
iltihaplanmasi.

FMFI16E

Next Generation Editing
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LET'S LEARN TOGEHTHER &
Familial Mediterranean fever (FMF) is one of the most common
Yy sy s Itis an
recessive disease caused by MEditerranean FeVer gene (MEFV)
on the 16th . which encodes a protein called
pyrin and frequently occurs among ethnic groups living around the
Mediterranean basin. To date. 218 MEFV mutations have been identified
as responsible for the phenotypic variant seen in the disease
The 5 most of common mutation are : 1JME94V
2)M6801
3)Me94l
4)V726A
§)E1480
These mutations create for about 70% of FMF cases.
The frequency of mutations varies according to ethnicity.

MBBAV: it is mostly seen among Sephardic Jews, Turks and Armenians.
E1480: It is seen among European and Turkish patients.
MEB84L: It is more common among Arabs. o
MB8OL: Especially detected in Armenians E <

LET'S LEARN TOGETHER

FMF DISEASE WAS FIRST DESCRIBED BY JANEWAY AND
ROSENTHAL IN 1808 AS AN "UNUSUAL PAROXYMAL
PERITROCYTE" IN A JEWISH GIRL WITH RECURRENT FEVER,
ABDOMINAL PAIN, AND LEUKOCYTOSIS AT THE AGE OF 16.




FMFE'i Birde
Hastalardan

b) Let's Listen to FMF from the Patients at Once :

22 FMF'li Hastalarm Goziinden-1

Burak Bey - Yas 39 - Tani kenulma Yasi 9

Karin agrisi ve kusma sikayetleri sebebiyle cesitli
hastanelere basvurdu ilk siipheler hep apandisit
uzerineydi ve kesin tam konulmasi 2 yil kadar
urdii. Tani sonrasi baslatilan ilag tedavisi ile ill
zamanlar fark etmedigini fakat dizenli kullamm

strecinde ilacin  etkisini  gosterdigini, zaman
gectikge atak araligr uzadigini ve agnlannin
azaldigim  ama belirtti.  Normal h

FMF'li Hastalarin Goziinden-2

Kadin - Yas 40 - Tani Konulma Yasi 14-15

Akut batin sikayetiyle hastaneye basvurdugunda ilk tani
isit stiphesi Gzeril i fakat inin babasi
FMF hastasi oldugunu i ile birlikte i
vapilan tetkikler sonucu FMF hastaligi tanisi kisa strede
.onuldu. Daha sonra baslatilan FMF ilag tedavisi ataklarini
ciddi derecede durdurdu. Hayatinin belli bir déneminde ilag
tedavisinde kullanilan kolsisinin yan etkisiyle gorilen B12
eksikliginden kaynakh sitt agnilari ve yorgunluk sebebiyle
zorluk yagamigtir. Erken tani sebebiyle herhangi bir cerrahi

yorulmamaya, Usttmemeye kisaca daha tedbirli
olarak devam ettirmeye 6zen gosteriyor.

igini belirten i FMFe
dair yapilan sosyal caligmalann artmasini ve tanida
gecikilmemesini istemektedir.

t§\ ,3\ FMF'li Hastalarin Goziinden- 1 (!: FMF'li Hastalarin Goziinden- 2

Meral Hamim-Yas 45-Tam Konulma Yasn 8 Emre Can Bey Yas 25 Tam Konulma Yas 20

cukugund:

batma si iyle C beri yagdis giddetli kann, eklem agns ve atey
sikayederiyle hastaneye bagvurdu. Tan strecinde idrar yolu iltibaby
veya Ggtme gibi farkly tandar konulada bu sireg 67 il kadar

Ates, kann agrisi ve sag
hastaneye basvurdu ve 22 giin izmir Ege Hastanesi'nde
gbzlem altinda tutuldu. Yapilan biyopsiler sonucu herhangi

FMF’i Birde

Hastalardan bir tant konulamadi, Daha sonra Ankara Gazi Hastanesi'nde sird. Ancak em son gtd romatoloji boliminde FMFYen
% agtan taniya gidildi. flacin dozu ayarlamincaya kad: » shelenildi ve genctik kan testi yapilarak FMF taniss konuldu. Tlag
Dinleyelim ataklar devam etti. Doz ayarlandiktan sonra ilacin adllanimindan  soara  karacifier cnzim  deperierinde  ylkselme
kendisine iyi geldigini sadece arada ishal yaptigini belirtti. £OrGMd0 veo ishale scbep oldu. llag kullanumundan sonea ataklarda
e FMF'in giinliik ataklarmin hayatini zorlastirdigint ama su ciddi bir diyly gordemienmodigini belinti. Fmwe Can Bey, stak
anda ataklar haricinde hayatimin iyi bir sekilde devam s de yapamban ol duklar sebebiyle idari  izinli
ettirebildigini soyledi. 1 hayatini kolayk i1 belitiyor ve bu konularla
ilgili st mecralarls pdedsilmesini talep ediyor
e
¢ w MF16E (‘g /-g
§ _/) BEFEMDER ishirlii ile Next Generation Editing —t

c) Statistics for the Month of May:

Instagram: 11 posts were shared in May. Total interactions received by these posts: 3,157
Number of followers:158 (Instagram could not be given a chart due to data problem.)

Twitter:
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FMF hastalanimin tanitilcigi ve onfann
gézinde kigUk bir hazirik formu hazinadik.
Gelen sonugian'FMF Hastalannin
Gozinden' adli seri ile paylasiyoruz. Bu
sosyal egitimce sizleri de gérmek istiyoruz.
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Tweet stkinligini gorintule



2.3. Activities of June:

1°Pill Information’ and 1 ‘Let's Listen to FMF from Patients’ were shared on social

media. GENIUS SCIENCE magazine has published an English-Turkish journal article.
"We are in YOUR city' Kirsehir billboard study was conducted. The meeting with the
mayor of Kirsehir Selahattin EKICI took place. Our project was explained and a layout
was created in coordination with the municipality and banners were hung at 4 different and
busiest points of the city. Our banners remained on display for a period of 1 month.
* Opposite the Kirsehir Ahi Evran Training and Research Hospital

*Kirsehir Governorate
*Menderes Neighborhood
*Ankara Street

a) Pull Information:

KEEP IN MIND

Acute phase proteins known to be altered in acute

inflammatory events:

* C-reactive protein

« Fibrinogen

* Ceruloplasmin

* haptoglobulin

* Serum amyloid A protein

* Erythrocyte sedimentation rate
* Number of white spheres

It increases during the attack and returns to

normal after the attack.

B

HAP BILGI

Akut enflamasyonla seyreden olaylarda degistigi
bilinen akut faz proteinleri:

* C-reaktif protein

+ Fibrinojen

* Seruloplazmin

* Haptoglobilin

* Serum amiloid A proteini

» Eritrosit sedimantasyon hizi
* Beyaz kire sayisi

b) Let's Listen to FMF from Patients:

atak sirasinda artar ve atak sonrasinda

normale doner.

D

fg FMF'li Hastalarin Goziinden-1

Nevin Hamm- Yagi 45- Tani Konulma Yag 40

FMF hastahdi llk olarak gédgils agns), eklem agnsi ve dizde
slslik fle belirtilerini gosterdl, Tann konulma sirecinde bir gok
baska teshisler konuldugunu belirtti bunlardan bir kagi:
Fibromiyalji, lakirdak hasan romatoid atrit, bag doku hastahdy
gibi cesitli teshisler aldi $ikayetlerinin ardindan bir gok
rolimde muayene oldu, beyin cerrahi- ortopedi-romatolc)
lastaneye gidip gelmelerinin ardindan tam 10 yil sonra kesw
tanisi aldi. FMF ilaglar bir gok
yan etkiye sebep oldu. FMF hastahd giinliik yagantisim belirli
simrlar igerisinde tutmak zorunda birakiyor ve yorulmamas)
Nevin Hamm farandalguun hem toplumd;
hem de FMF'li bireylerin hangi hastahga sahip olduklarina
neden herkeste farkli belirtiler gosterdigine ve ilaglarin etkilerin
kigiden kigiye neden farkhilik gosterdigine dair bilincin artmasin
istiyor. Nevin Hamim'in ek olarak istedi "Umanm gelecek nesil
bizlerden daha sansh olur ve yapilan genetik ¢ahsmalarla kahci
bir tedaviye ulagilr”,
9—

Cgp FMI'li Hastalarin Goziinden-2

Medine Yagmur- Yag 11 -Tam Konulma Yasi 6

Medine Yagmur'un dogugtan bagsikh@ digiikta. Bu sebeple 6
yasmna kadar alerji immi ji béliimiini il di. FMF
hastah@mn tipik belirtileri olan 41.7 ateg, siddetli kann agns:,
eklem ve gogiis agns: belirtiler gosterdi. Ataklar halinde gelen
belrtiler i i j iimiine sevk edildi. Cocuk
£omatoloji doktoru belirtilere bakarak on tam koydu ama
yenetik testiyle birlikte 3 ay iginde kesin konuldu. Medine
Yagmur 5 yidir diizenli bir ilag kullamyordu fakat ishali son 1 yil
hig kesilmedi ve ataklar artinca doktoru Lirca adl bagka bir ilaca
ya gegis yapt ve 6 aydir gok iyi. Karin agrisimi gok sik yagadig
igin disanda sosyal hayatinda olduk¢a zorlamyor. Medine
Yagmur'un ebeveyni atak amnda kizmn resmen hayattan
koptugunu bunun onun canim gok acitiim belirtiyor. Ebeveyni
yaganilan hastahgin kolay bir hastahk olmadigim herkes FMF
hastalin hakkinda bilingli olmasimi istiyor. Ek olarak Cocuk
Romatoloji boliimiiniin Tirkiye'nin her ilinde olmasin istiyor,

]




¢) GENIUS SCIENCE Journal Publication (English-Turkish journal article):

FMF  hastajinda  meydana  gelen
genzi , bir hastahdin

ve gelisiminin n i,
bilinmemektedir. FMF hastaligi bly(k oranda
Doju Avrupa kokenli Yahudier, ispanyollar

Erme aplar ve Tirklerde
yaygin olarak gorilir. Kalitsal olarak aktarilan

bu hastahin diger insanlarda da gorilebilme
ihtimali vardir. Omgr boyu siren FMF
hastaliginin belirtileri ve bu belirtilerin siddeti
hastadan hastaya farklilikiar gosterebilir. Her
ne kadar Akdeniz Ate: olarak bilinse de
yapilan calismalar sonucu (lkemizde daha ¢ok
ig Anadolu Bolgesi'nde yaygindir

MEFV geninden kodlanan Pyrin proteini IL-
olgunia /e salglanmasinda rol
oynadiini  gostermektedir.  int
roinflamatuar bir sitokindir (belirl
elerinden  salgilanan,
mi hiicrelerinin is
2n zel bir prote
eden kas
nekanizmasindaki
getiremez. Uyanimis  olan
enflar onu  durdurulamaz.  Olusan  bu
mekanizmalann bir sonucu olarak Kiinik
belirtiler; yuk
karin agns
skrotum, kas s agrilan v
ozellil in alinda kirmi untd ile
kendini belli etm gikan bu

orunlar hastanin gunl it olumsuz

FMF MUTASYONLARI
FMF hastai: icin MEFV geninde missense
yani
degismesine ve protein yapisina farkli bir amino
asit kauimasina neden olan mutasyonlar
olugmaktadir.
Mutasyonlarin  sebebi kesin olmamakia
beraber FMF hastaliinda bir cok nokta
tek baz
vardir. Bu mutasyonlar 10 eksondan olusan
MEFV genin farkli bolgelerinde meydana
gelmektedir. Buglne kadar yaklasik 200
tespit ve gogu
10. Eksonda yer almaktadir. Sekil 1 de
temsili MEFV geni eksonlan ve cesitli
FMF

hastaliina sahip bireylerde gorilen en sik
bes mutasyon MGE94V, E148Q, M680I,
ME941,V726A'drr ( sekil 1).

The etiology of mutations that rin
FMF disease, the cause of the
formation and d opment of a
disease, is unknown. FMF disease is
common in Jews, Spaniards, Greeks,
Armenians, Arabs, and Turks, large
of Eastern European d nt. There

a possibility that this inherited disease
can also be seen in other people. The
symptoms of lifelong FMF disease and
the erity of the ymptoms may
differ from patient to patient. Although
it is known as Mediterranean Fever, as
a ult of the stud it more
common in the Central Anatolia ion
in our country

The Pyrin protein encoded by the

gene shows that it pla a role in the

maturation and retion of IL-1p

Interleukin-1  is a p ammatory

cytokine (a specific protein secreted from

certain immune stem cells that

stimulates or inhibits the function of other

immune syste

C 5. vhic E: interleukin

(IL)-1B, canno function in the

inflamma control mechanism. This

induced caspase-1 inflammat annot

be stopped. As a

me: 5 clinical

manife k high

attacks, abdomin pain, painful and
llen joints llen scrotum, m

and ¢ and a red r on the

legs, esy ly below the The

problems affect the daily life of the patie

FMFIGE

i
FMF MUTATIONS

For FMF disease, mutations occur in the
MEFV gene that cause the missense
mutation, that is, the meaning of triplets to
change and the addition of a different
amino acid to the protein structure.
Although the cause of the mutations is not
certain, there are many point mutations,
changes of a single base nucleotide, in
FMF disease. These mutations occur in
different regions of the MEFV gene, which
consists of 10 exons. About 200 mutations
have been identified to date, most of them
jocated in Exon 10. Figure 1 shows

are M694V, E148Q, M68O0I, M6941, V726A
(figure 1).
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Ke95R

SEKIL 1. MEFV geninde bulunna mutasyoniar ve bulindukian eksonlar

MUTASYON GORULME SIKLIGI

FREQUENCY OF MUTATION

Tabloda yukandan asafiya dogru When listed from top to bottom in the
siralandifinda gesitii etnik gruplarda en sik | table, it is stated that the most common
gorilen MEFV mutasyonlaninin Turklerde ve MEFV mutations in various ethnic
Ermenilerde M694V, M680I, V726A, E148Q | groups are M694V, M680I, V726A,
oldugu belirtiimistir; Araplarda V726A, M680I, | E148Q in Turks and Armenians; V726A,
M694V,  M694l, E148Q;  Askenazi | M680I, M694V, MG94I, E148Q in Arabs;
Yahudilerinde E148Q, V726A ve Yahudilerde E148Q, V726A in Ashkenazi Jews and
V726A, M694V, E148Q ve M680I. Tlrk V726A, M694V, E148Q and M68OI in
hastalala yaplan calismalaria benzer | Jews. Similar results were obtained in
sonuglar elde edildi, ancak E148Q kohortunda studies with Turkish patients, but it was
en sk gorilen ikinci mutasyondu ve bazi | the second most common mutation in
caligmalarda en yaygin ikinci mutasyon | the E148Q cohort and was also
oldugu da bildirildi. reported as the second most common
mutation in some studies.

Grafik1: :MEFV mutasyonlarinin sikiifi /Frequency of MEFV mutations.

A/

MEFV geninin Grind olan Pyrin proteini 4 domainden olusmaktadir (Pyrin, BBZP.Coiled
Coil, B.30.2). Pyrin i her
beraber en gok B.30.2 domaininde goriimektedir. ( SEKIL 2)

The Pyrin protein, the product of the MEFV gene, consists of 4 domains (Pyrin, BBZP,
Coiled Coil, B.30.2). Mutations occurring in the pyrin protein are seen in every domain, but
they are mostly seen in the B.30.2 domain. ( FIGURE 2)

. e e D o

Sekil 2. MEFV geninin ekzonian ve kodiagvkiar pyrin proteinin domainieri

Bu Y biraz daha goz atalim:
Yapilan cesith gore MG94V ile en cok gorllen
mutasyondur. ME94V mutasyonunu swasiyla E148Q. M680I ve V726A takip etmektedir.
veyahut olup olmamas: da biylk onem tagimaktadir.
sahip cesidi farkiik bu su demektir bir
16. Kromozumun bir gen kolunda M694V mevcut iken dijjer gen kolunda E148Q mevcut olabilir.
ve ya ‘sOreci ve tanisinda degiskeniik

af neden ‘Yapidan gore i

mutasyona sahip bireyler Kiinik buigulan daha hafif
According to various studies, the mutation named M&34V is the most common mutation in
Turkey. The M694V mutation is followed by E148Q, ME80I and V726A, respectively. It is
‘whether the i are or The type
of mutation differs in indvi with this means that one gene arm
of chromosome 16 may have M694V while the other gene arm may have E148Q.
Heterzeigosity or homozygosity can cause variability in the symptoms, process and
diagnosis of the disease. g to studies, with 8Q
mutations experience milder clinical findings. Individuals with the M694V/M680I mutation
showed more frequent chest pain symptoms.
Kalitsal sorumiu
“Infevers™ friweb/) ad
varyantiarnnin sayisint kontrol etmek mamkindir.

adanmis bir web sitesi olan
tespit edilen MEFV

It is possible to check the number of MEFV variants detected through the network
“Infevers” i a website to







d) We are in Your City:
Kirsehir billboard study was conducted. The meeting with the mayor of Kirsehir Selahattin
EKICI took place. Our project was explained and a layout was created in coordination with
the municipality and banners were hung at 4 different and busiest points of the city. Our
banners remained on display for a period of 1 month.
* Opposite the Kirsehir Ahi Evran Training and Research Hospital
*Kirsehir Governorate
*Menderes Neighborhood
*Ankara Street

BIRLIKTE GUZELIiZ
BIRLIKTE GUZELIZ NADIR GORULEN BIR GENETIK HASTALIK OLAN AILEVI AKDENIZ ATESI’NIN (FMF)
NE KADAR FARKINDAYIZ?
NADIR GORULEN BIR GENETIK HASTALIK OLAN FMF'IN OLKEMIZDE GORULME ORANI 1/1000-4000 'DIR. ANI GERCEKLESEN 13
AILEVI AKDENIZ ATESI’'NIN (FMF) - AGRI KRIZLERI ILE ZORLUK YASAMAKTADIRLAR. BIREYLERIN AKTIVITELERINI ETKILEMEKTEDIR
NE KADAR FARKINDAYIZ? TOPLUM OLARAK BUNUN BILINCINDE OLALIM VE YANLARINDA OLDUGUMUZU GOSTERELIM!

’ o #FMFI6EFARKINDAYIM etiketi ile

FMF'IN ULKEMIZDE GORULME ORANI ) @ A

1/1000-4000 ‘DIR A FMFIGE hesaplarindan bizleri takip ederek | SOsyal medya hesaplarinizdan
) v farkindalik calismalarimiza destek olabilirsiniz paylasim yaparak siz de

ANi GERCEKLESEN AGRI KRIZLERI iLE - > farkindaliga Katki saglayin.

ZORLUK YASAMAKTADIRLAR 4
BIREYLERIN AKTIVITELERINI
ETKILEMEKTEDIR. »

TOPLUM OLARAK BUNUN BlLINCINDE

OLALIM VE YANLARINDA OLDUGUMUZU
GOSTERELIM! | o 4
#FMFIGEFARKINDAYIM etiketile sosyal medya
hesaplarinizdan paylasim yaparak siz de farkindaliga
katki saglayin.
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e) Statistics of June:
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2.4.
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@ RaDiChallenge @ fmfgrubu @
befemder # fmf # nadirhastalik
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# fmffarkindalign

# AileviAkdenizAtesiHastaligs - ke
# tolitomid # tasarnimbebekler 17

# gizofreni # yaz # gluneskremi Konulan

Activities of July:

Social Media ’Let's Learn Together¢ and 'Let's Listen to FMF from Patients’ were
shared. By taking the ‘We are in your City’ project one step further, this time Kiitahya
Mayor Prof. Dr. Alim ISIK was interviewed. As a result of cooperation with the
Municipality of Kiitahya, our informative posters of FMF disease were published on the
billboards, billboards of the municipality's stops and on the LED screen located in the
center of the city as a result of cooperation with the Municipality of Kiitahya. Our posters
have been published in 6 different fields.

* As aracket billboard, it was hung in the train station, bus station, municipal entrance and
Greenhouse shopping mall areas.

» Digitally LED display

* The opposite of the municipality

In July, we launched a new series called 5 in 5 with Experts in FMF’ to answer the
questions of FMF patients in areas such as health, psychological, support. First, we talked
about the eating habits of FMF patients with dietitian Hilal HARMAN. 2nd of the series



Department of Romotology Prof. Dr. We continued our 5 in 5 series about FMF disease
and what patients should do with Betiil SOZERI. We recorded our conversations and

shared the posts from our Instagram, Twitter and YouTube accounts.

a) Let’s Learn Together:

BiRLIKTE OGRENELIM
AmiLOID %

e FMF hastahg tanisinda en o6nemli etmen
amiloidoz varhigidir. SAA ( serum amiloid A)
olarak adlandirilan proteinin karacigerde
dretildigi ve inflamatuar olaylar sirasinda
olusan bir akut faz reaktaninin parcalanmasi
ile olustugu dusiiniilmektedir. Klinik belirtisi

LET'S LEARN TOGETHER
AmiLoiD &%

« The most important factor in the diagnosis of
FMF disease is the presence of amyloidosis.
The protein, called SAA (serum amyloid A), is
thought to be produced in the liver and
formed by the breakdown of an acute phase
reactant that occurs during inflammatory
events. Its clinical symptom is proteinuria.

proteinuridir.

&ird

« Proteiniiri zamanla bobrek

sebep olabilmektedir.

Ei‘

=

yetmezligi ve bobrek nakline

&8

b) Let's Listen to FMF from Patients:

@ FME'li Hastalarin Goziinden- 1

Havva Hamm-Yas 48- Tam Konulma Yagi 28

Kann agnsi, ates, kabizhk, ishal sikayetleriyle hastancye bagvurdu ve tam
konulma sireci 2 yil siirdii. Bu stiregte iilseratif kolit, besin zchirlenmesi, regl
agnist, apandisit, gibi farkll teshisler konulup ilgili tedaviler igin farkli doktorlara
gitti. Tani konulduktan sonra kolgisin tedavisine baslands. Baslandiktan sonra
Jlarinin ve ataklarmin arast uzads ayni zamanda deha hafif gecirmeye bagle |
%04 olak $-6 yildir awmk geirmedigini soyledi. Hastalifimin  hayai v
etkilemedigini ve hastalygiyla yasamay: dgrendigini beliri. Havva Hanim, kronik
hastaliklarda yasam kalitesini yilkselten tedavilerin yerine genetik tedavilerle bu
tamamen ortadan istiyor ve ayrica
akrabalik olanlarm tasiyier olup olmadiklaring  dair evlilik Sncesi tarama
yaptimasini, saglikli gebelik igin planlama yapilmasini ve akraba evlilikleriyle
degisen genetik bozukluklann evliliklerde dogacak gocuklarda ok daha cidd:
hastahiklarin olugmasina scbep olacagma dair duyurulann daha sik yapiimasin

istiyor.
(—

« Proteinuria can lead to
kidney failure and kidney
transplantation over time.

B

7

FMF'li Hastalarin Goziinden- 2

Erkek Cocuk-Yas 9-Tam Konulma Yagi 5

Ataklar halinde karin agnisi, 40 dereceyi bulan ates, diz eklem bélgesinde
sislik ve ishal sikayetleriyle hastaneye bagvuruldu. Tam siireci, belirtiler
ortaya giktiktan sonra 1.5 sene kadar siirdii. Bir sene boyunca gesitli
hastane ve doktorlara basvuruldu. Siirekli ishal oldugu igin karmn
«‘nismn sebebinin ishal oldugu sdylendi ve verilen ilaglar iye yaramadi.
Leshis konulup ilaca bagladiktan sonra 6 ay icinde belirtiler yavag yavag
Bnemli dlgiide azaldi ve 1 senede de biltiin belirtiler tamamen ortadan
kalkti. Teshis konulmadan once sirekli hastaneye gitmek zorunda
olduklarim fakat teshisten sonra biitiin rahatsizliklarin ortadan kalktigine
sadece 6 ayda bir kontrole gitttiklerini belirttiler. Kendilerinin istegi ise,
cocuk doktorlarmin bu konuya daha ¢ok dnem vermesi ve FMF'in

akillarinin bir kdsesinde bulunmast gerektigidir.




c) We are in Your City -Kiitahya:

AILEVi AKDENIZ ATESi (FMF)
FARKINDALIGIMIZI ARTTIRALIM!
RLIKTE GUZELiZ

R GORULEN BIR GENETIK HASTALIK OLAN AILEVI AKDENIZ ATESI'NIN
IE KADAR FARKINDAYIZ?

ifer Meydani

d) Five-Fifth with Experts:
Questions asked at our event with dietitian Hilal Harman:
1.Have you had a consultant with FMF?
2.What can be the reason why FMF patients do not come to the dietitian?
3.Is there a nutrition program that you recommend FMF to patients?
4.Should the nutrition programs of patients with FMF be continued for life?
5.What are your healthy living recommendations for FMF disease?
Views: 486
Interaction:620
Likes: 36

5'te.§

Konugumuz
1 Hilal HARMAN

— Uzmanlarile S'te S -

449 gérantileme




-Activity questions that we have done with Professor Dr. Betiil Sozeri:
1.What is rheumatology and what is its significance for FMF?
2.What symptoms are decisive in the process of making a diagnosis?
3.What is the importance of early diagnosis for children's rheumatology and the importance
of early diagnosis for FMF?
4.How is the course of symptoms affected by drug therapy?
5.What is the age december of people who come to the clinic? Does it come up with a
common complaint in different age groups

Views: 248
Interactions: 575
Likes: 38

5'te§

Konugumuz
Prof. Dr. Betiill SOZERT

-Uzmanlar ile 5'te 5-

227 gorantidleme

e) Statistics of July :

Twitter: Instagram:
" il v 1 & istatistikler @
Tom 2021
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En lyi Tweet En gok s0z, ¢ Tweetierinizi daha fazla kisinia
d ¢/Hevv Srsace el istatistiklere Genel Bakig

Erigilen Hesap 2310
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4 8725 igerik Etkilegimi 346
>
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e —
Pl iy 5
A M
- 2 .
e = : . Hedef Kitlen
3
Toplam Takipci 235

[ep— En iyi medya Tweeti




2.5. Studies for August:

‘Let's Listen to FMF from Patients at Once’ was shared. The *five-fifth with EXPERTS'

event was held.

a) Let's Listen to FMF from Patients at Once:

FMF’i Birde
[Mastalardan a
Dinleyelim |

e
—
FMF16E
7 BEFEMDER ishiriid ile Next Generation Editing

5:A FMF'li Hastalarin Goziinden-1

Semra Hanim- Yasi 41- Tani Konulma Yasi 25

FMF hastaligi ilk olarak siddetli kann agnst ile belirti gosterdi.
Tam konulma siireci 3 yil kadar sirdii. Tam konulma siirecin
Semra Hamm ayda bir kere yasadii siddetli karin agnsi, kusma
belirtileri ve baygmlikta yasamaktaydi. Daha sonra yapilan
chek-up ve genetik tam testinden sonra kesin teshisi konuldu.
Bu siire zarfi icerisinde safra kesesi alindi. Semra Hamm tam
sonrasi sireci ise; Ik tamsi konuldugundan inanamadigim,

ilacimi kullanmay: reddettigini ara ara ihmal ettigini belirtiyor.
Daha sonraki sirecte ilag kullammin ciddiyetini kavradigim
eklemektedir. Colchicum dispert ilacinin kendisinde yan etki
olarak ishal yapmis. FMF hastahdi Semra Hamm'mn ginlik
hayatini eklem agrilar, sirt agnsi, halsizlik cabuk yorulma gibi
durumlarla etkilemektedir. Son olarak Semra Hamm, toplumda
ok az bilen bu hastahgin SGK da emeklilik icin yas bekleyen
FMF hastalanna erken emeklilik sans: saglamalarini ve cahsma
hayatlanmin gelen ataklar nedeni ile esnek kurallar dahilinde
olmasmi istiyor. En bilyiik istedi ise hastaligin kisa zamanda
kalic ¢zimiiniin bulunmasidar.

g\ FMF'li Hastalari Goziinden-2

Esra Hanim - Yas 30 -Tani Konulma Yasi 8

Esra Hamm FMF hastalimin tipik belirtileri olan karmn agnsi, mide
agns: yiiksek ates ve kusma belirtilerin bas gostermesiyle hastaneye
basvuyor. O yaslarda siirekli gittigi bir ocuk doktorunun FMF'ten
siiphelendigini fakat yeterli tibbi cihazlar bulunmadin igin kesin taniyr
koyamayip baska hastaneye sevk ettigini ardindan cesitli testler ve
tedaviler sonucu yaklasik bir yl igerisinde kesin tamy: almis. Tan: sonra
hemen ilag tedavisine baslanmis ve Esra Hamim'a o zamanlar tlag gok iyi
gelmis; bazen haftada bir, bazen on bes giinde bir, bazen ayda bir bazen
¢ ayda bir bazen alti ayda bir bazen de bir senede geklinde ataklan
olmaya devam ettigini soyliiyor, Devam eden yillarda kullandin flacin
yotersiz geldidi icin anakinra tedavisine baslandigni ve yaklagik alti
yildir da bu tedaviye devam etmekte oldugunu sdyliyor. Tedaviyl doktor
kontoriilnde ara ara biraktigini fakat agnlan siddetli bir sekilde olmaya
basladijinda se tekrar doktor kontrolinde devam ettigini belirityor.
FMF hastalg sebebiyle Esra Hanim yasadigi zorluklar su sozlerle dile
geitrmis: Bu hastalik yiizinden okul hayatumi devam ettirememistim,
suan is hayatm da yok. Bir iki defa is hayatm denedim fakat olmad
Sosyal hayatunda ise stresten ve soguktan uzak durmam gerekiyor birde
yorgunluk agikgasi zor oluyor. Son olarak Esra Hamm Is hayatinda
bizlere anlayis gosterilmesini istiyorum diye ekliyor.

b) five-fifth with experts: The publication with psychologist Jade Yenigul was published in 2
parts because it took a very long time. Event questions:

1.Have you had any clients with a genetic disease such as FMF?
2.How does the long diagnostic process affect the patient and the family?
3.How can we tell children about their illness?

4.At what age should we give children the responsibilities of treatment? And how do we
know they're ready? 5.What are the negative psychological effects of the disease and what
do you recommend to families?

Impressions: 312

Interaction: 980

Likes: 56

ugumuz Konugumuz
YENIGUL'

-Uzmanlar ile 5'te 5- -Uzmanlar ile 5'te 5-

135 gorintileme 143 gérintileme




c) Statistics of August:

Twitter: Instagram
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Tweet activity
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Hedef Kitlen
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2.6. Activities of September :
Our detailed information article about FMF was published in the Journal VITA of the
Turkish Biologists® Association. For the third of our ‘We are in your City’ project,
Trabzon Metropolitan Municipality was interviewed and our posters we designed were
hung at 20 different points. We realized the 4th part of our ’five-fifth with experts' at
FMF with Emsal

a) Studies for Journal— Journal VITA of the Turkish Biologists® Association :
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FME MUTASYONLART

FMF hastabds, MEFV gesinde mustasyosbsnn soms
obsgin owaomal sesestf hir hasalikur. Otomeocesal
resesll gelink demektir, Kigl bu hasutibs sahip
olibilmesi in sym genin ki debesuis bopyaam
tagumak zonusdadir

- Kaltsal bastaliklar, ehevoynlenden gelen  Omie boyuncs siren FMF hasmhinn sempromban ve bw
sempomlinn isdeti Sueadin tasisys defigiklikler piteshilic
FME her e kaddsr Akdoniz Aegi aianid biinse de yupdan galiymsdr
somucn Wikemtinde daba ook I; Amadolu B gos nde yuypn okduge
wieSlositie, MEFV gesisden kodianan Py peosciinin 1L 1ffam
olgurdagimist ve alplasmsinds ol oysadd pieilinedic
annit ve seszil lle birlikee Uksek ates  Imerkkin 1, protoflamsser (mflamasyon yikseltict) b shokndic
basulgtn Creliklenindendis. Maswh@n  chelirli hapighiic sstemi Mcrekermden sainlman. dier baigikink
s vadell kompikasyonu wmiod A siaemi igkevini wysaan l e proieia).
amiloidarndur. FMF gest, MEFV, k- Imerkiin (L1801 aktive oden Kaepaz-1, caflamasyon ketrol
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b) We are in Your City -Trabzon:

AILEVi AKDENIZ ATESI ( FMF )

NADIR GORULEN BIR GENETIK HASTALIK OLAN
FMF'IN NE KADAR FARKINDAYIZ?

* FMFIN ULKEMIZDE GORULME ORANI 1/1000-4000'DIR

« FMF, UZUN SURELI ATES VE AGRI ILE SEYREDEN
GENETIK BIR HASTALIKTIR

* TEKRARLAYAN UZUN SURELI ATES VE AGRI KRIZLERI,
BIREYLERIN AKTIVITELERINI OLUMSUZ
ETKILEMEKTEDIR.

* TOPLUM OLARAK BUNUN BILINCINDE O IM VE
FARKINDALIGIMIZI GOSTERELIM
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NADIR GORULEN BIR GENETIK HASTALIK OLAN FMF'iN NE KADAR
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* FMFIN ULKEMIZDE GORULME ORANI 1/1000-4000'DIR
* FMF, UZUN SURELI ATES VE AGRI ILE SEYREDEN GENETIK BIR HASTALIKTIR.

» TEKRARLAYAN UZUN SURELI ATES VE AGRI KRIZLERI, BIREYLERIN
AKTIVITELERINI OLUMSUZ ETKILEMEKTEDIR,

+ TOPLUM OLARAK BUNUN BILINCINDE OLALIM VE FARKINDALIGIMIZI GOSTERELIM
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c) Five-Fifth with Experts. : We held an event with Mr. Emsal PRESIDENT SARAL, a member
of the Board of Directors of BEFEMDER.Event questions:

1. What is the purpose of the establishment of your BEFEMDER association and can you
tell us about your activities?

2. What difficulties did you experience during and after the establishment of the association?
3. What is the importance of having an association name for social awareness?

4. What do you want to say about FMF disease awareness?

5. What do you want to change in the future on behalf of FMF disease and rare diseases?

Views: 171
Interaction: 422
Likes: 29

5’te{

Konugumuz

-Uzmanlar ile 5'te 5-

132 g&rantidleme




b) HAYATTAN.NET Interview:
A detailed conversation about FMF16E and FMF disease was held with Omer Faruk Kotay,
who publishes on Hayatan.net pages, and then this conversation was written and shared.

SORUNUN GOzUMU

4 25 Eylul 2021 & Omer Faruk KOTAY

Sizlere bu yazimda tedavisi olmayan nadir genetik
hastaliklara tedavi fikirleri gelistirmek, yeni gen terapi
yontemleri hakkinda ilgili 6grencileri bilgilendirmek ve bu
ogrencilerin geng zihinlerini, enerjilerini bu konular
Uzerine kanalize etmek amaciyla diizenlenmis bir
yarismadan RaDiChal 21 den ve tabi ki RaDiChal 21
kapsaminda otozomal resesif (gekinik) gecisli kalitsal bir
hastalik olan Ailevi Akdeniz Atesi (FMF) tedavisini
bulmak icin calisan Fmf16E takimindan s6z etmek
istiyorum.

inénu Universitesi Molekuler biyoloji ve genetik
ogrencilerinden olusan ekip 4 kisilik ekip Aysenur
SAYGILI(YUksek Lisans ),Bettl CAKMAK(3.sinif), Kibra
MAG(3 sinif ),Sena KIZILBOGA(3sinif ) isimlerinden
olusmakta Her sorunun bir ¢oziimu vardir diyerek yola
¢tkan bunun yaninda FMF Gzerine farkindalik calismalari
da yapan Universite ogrencilerinden kurulu bir ekip olan
Fmf16E takim ismini ise FMF(Ailevi Akdeniz Atesi)
hasathigin isminden ve hastaligin16.kromozomda
bulunmasindan ,E:Editing (Diizenleme) den aliyor.
Sloganlari; Next Generation Editing (Yeni Nesil
Duzenleme)

Kendileriyle yakin zamanda tanisip sohbet etme
yaptiklari farkindalik calismalarini kendilerinden dinleme
imkanim oldu. RaDichal 21 kapsaminda bu yil belirlenen
hedef hastaliklar arasinda yani (izerine calisabilecekleri
hastaliklar arasinda segenek olarak Ailevi Akdeniz
Atesi(FMF), Epidermolizis Buillozo(Kelebek Hastaligl) ve
KistikFibrozis hastaliklari oldugunu 6grendim. Bunun
Uzerine merak edip neden Ailevi Akdeniz Atesi (Fmf)
sectiniz diye sordugumdaysa Aysenur Saygil bana
“Hastanede nadir hastaliklar tanisi tizerine ¢alisirken
FMF hastaliginin tlkemizde gortlme oranin fazla
oldugunu fark ettigini sdyleyip 2019'da Gebze'de bir
taksici ile yaptigi muhabbette , taksicinin FMF hastasi
olmasi tesaduf degildi. Hic tanimadigi birisinin istedigi
tek sey “Calisma firsatiniz olursa lutfen bu hastalik
Uzerine yeni ve kesin tedavi gelistirin” cimlesi bu
hastalik i¢in adim atmasina neden oldu.” Cevabini verdi.
Diger ekip Uyeleri ise, nadir olmasina ragmen
cevrelerinde bu hastaligi duyduklarini ve bu hastalikta
mutasyon sayisinin fazlaligindan 6tird bir ¢oziim
bulmak amagli sectiklerini soylediler. FMF hastaligi icin
omuz omuza ¢alismanin gururunda olduklarini eklediler.
Mayis ayinda sosyal farkindalik calismalarina
bagladiklarini 6grendim. ilk olarak FMF hastaligini
tanimak ve tanitmak adina Twitter, Instagram gibi sosyal
aglardan * Hap Bilgf' ve ' Birlikte Ogrenelim'’ serisini
yapmislar. Daha sonra hastalari tanimak, onlari anlamak
ve neler istediklerini gormek icin BEFEMDER is birigi
yapip bir form dtzenlemisler. Formu bircok kisi
doldurdugunu ve formalara glzel cevaplar geldigini
Formlardan elde edilen cevaplar dogrultusunda “FMFi
Birde Hastalardan Dinleyelim” adli bir bagka seri
baslattiklarini burada hastalarin hikayelerini sireclerini
ele aldiklarini soylediler.

Y P ———

Haziran ayinda FMF hastaliginin bilgilendirmesini
tanitimini yapmak adina daha genis capli neler
yapabiliriz konusunu tartistiklarini ¢tink herkes sosyal
medya kullanmadigini kullananlarinda FMF hastaligina
dair bir paylasima denk gelmedigini. Bu ylizden ‘Genius
Science’ dergisinde FMF hastaligini anlatan hem Turkge
hem ingilizce olmak tizere bir yazi yayimlattiklarini
soylediler. Bununla kalmayip daha da fazla kisiye
ulasmak igin ‘Sehrinizdeyiz’ adli projeyi baslattiklarini ve
belediyelerle yaptiklarini is birlikleri sonucu Kirsehir
ilinde Kirsehir Belediyesine ait reklam panolarinda,
duraklarinda dahasi billboardlarinda FMF hastaliginin
bilgilendirici afislerini astirdiklarini Burada ki amacin ise
cok daha fazla kisiye ulasmak oldugunu séylediler.
Kirsehir Kitahya Trabzon Belediyelerine kendilerine
desteklerinden 6tlri tesekkir etmeyi es gegmeyip
ozellikle belirttiler.

MF) AILEVi
DENiZ ATESi

*0=

Temmuz ayina geldiklerinde ise farkindalik ¢alismalarina
gerek sosyal medya FMF hastalarinin sorunlarina
¢6zim olmak adina yilmayip devam etmisler.
‘Sehrinizdeyiz' projesini bir adim daha ileri taslyarak bu
sefer Kiitahya ilinde Kitahya Belediye'si ile is birligi
sonucu belediyenin reklam panolarinda, duraklarinda
dahasl billboardlarinda FMF hastaliginin bilgilendirici
afislerini astirmislar. Durun daha bitmedi temmuz
ayinda FMF hastasl bireylerin saglik, Psikolojik, Destek
gibi alanlarda ki sorularina cevap olmak adina’
Uzmanlar ile FMFte 5 te 5' adli yeni bir seri baslatmislar.
ilk olarak Diyetisyen Hilal HARMAN ile FMF hastasl
bireylerin beslenme aliskanliklarin, serinin 2.
Bsliminde Romotoloji uzmani Prof. Dr. Betiil SOZERI
ile FMF hastalig hakkinda ve hastalarin ne yapmasi
gerektigi hakkinda 5'te 5 serisini devam ettirmisler.
Yaptiklari gorismeleri kayit ederek yayinlari Instagram,
Twitter ve YouTube hesaplarimizdan paylasmislar.

Agustos ayinda, ' Uzmanlar ile FMF'te 5 te 5’ serimizin 3.
Bliimi ile devam edip Psikolog Yesim YENIGUL konuk
almiglar. Bu yayinda FMF hastasl bireyler ve bireylerin
yakinlari ( es, dost, cocuk, kardes) nasil bir yol izlemeli.
Bir hastalikla nasil basa cikilmali gibi konular ele alinmis.
Ayrica ‘Sehrinizdeyiz' sersinin 3. Sehri olan Trabzon ilinde
Ktahya Belediye'si ile i birligi sonucu belediyenin
reklam panolarinda, duraklarinda dahas
billboardlarinda FMF hastaliginin bilgilendirici afislerini
astirmiglar.

Son olarak Eylil ayinda ise FMF hastalig) ile yazdiklari
bilgilendirme yazisini Turkiye Biyologlarin Derneginin
'VITA' dergisinde yayimlatmislar. * Uzmanlar ile FMFte 5
te 5'serisinin 4. BolimUni FMF dernegi Bagkani Emsal
SARAL ile yapmislar. “Ne de ok sey yapmiglar yahu!"
Evet evet bende aynen boyle séyledim Bunlari duyunca
inanin etkilendim yillardir devamli sorun konuganlari
gozlemlemis olan ve bundan yakinan ben ilk defa
¢oztime yonelik adim atan insanlari hayret ve mutlulukla
btiytk keyif ierisinde dinledim. Umarim boyle
insanlarin sayilari toplumumuzda artan temennisini
icten ige gecirdim. gim tinelin sonunda ki I5ig)
gormuscesine cocuksu bir sevingle dolup tasti
diyebilirim.



c) Statistics of September:

Twitter: Instagram:

W Analytics  Home

TR | zel v 1Eyl- 28 Eyl

FMF16E

28 day summary

10+ 9,992 1,214+ 5 74+

e istatistiklere Genel Bakis

Veee : Kubra Mag

A 21 A tir1ld . t {a}
1 AGu-31A e ka astirildiging Kip iha

10 9,992
1,214 5 Py
Erisilen Hesap 685 >
15 (
Top Follower )
icerik Etkilesimi 153
bi rezil olsaydim ? (
TUBAW )

FMF16E



