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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. 

 

 

 

 

 



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_9FQ3pPJjA8VWlvElg 

                

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

             

   

                                    



 

 

 

                 

 

 

 

 

 

 

 

 

 

 

 

 

 

Total Social Media Engagement: 

 Instagram: 
 

 

 

 

 

Twitter:                                                                                                    
 May-Jun-July 

 

 

 

 

 

 

 

 

 

 

 

 

Like:                    1.078 

View of History : 2.200  

Total Interaction: 7.447 

 



 August-September: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

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/1XYpYfu4Tcvg5ZYIVBQJV5FuJmQD8aQda2NIL9so

06_g/edit  

 

 

 

 

 

 

 

 

 

 

 

 

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 Betül SÖZERI 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 Yeşim 

YENİGÜL 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, Kütahya and Kırşehir 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. 

 

       
 

a) Statistics of April: 

 

Twitter:                                                                                    

 

    

 

 

 

 

 

 

 

   

 

 

 

 

 

 

 

 



 

 

 

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: 

 

         
  

                                             

                                        

 

                                

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



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

 

 

 

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:                                                    

 

 

 

  

 

 

 

 

 

 

   

 

 

 

 

 

 

 



 

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 

•Kırşehir Governorate 

•Menderes Neighborhood 

•Ankara Street 

 

a) Pull Information: 

 

               
 

 

 

b) Let's Listen to FMF from Patients: 

 

 



 

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

 

 

 

                                                                                     

 

 

 



 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



d) We are in Your City:  

Kırşehir 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 

•Kırşehir Governorate 

•Menderes Neighborhood 

•Ankara Street 

 

                   
 

 

 

 

 

 

          

 

 

 

 

 

 

 



 

 

e) Statistics of June: 

 

Twitter: 

 

 

2.4. 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 Kütahya 

Mayor Prof. Dr. Alim IŞIK was interviewed. As a result of cooperation with the 

Municipality of Kütahya, 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 Kütahya. Our posters 

have been published in 6 different fields. 

• As a racket 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 Betül SÖZERI.  We recorded our conversations and 

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

 

 

 

a) Let’s Learn Together: 

 

                           

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

b) Let's Listen to FMF from Patients: 

 

 

 

 

 

 

 

 

 

 

 

 



c) We are in Your City -Kütahya:  

 

               
 

     

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 

 

 

              

 

 

 

 

 

- 

 

 

 



-Activity questions that we have done with Professor Dr. Betül Sözeri: 

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 

 

 
 

 

 

e) Statistics of July : 

 

Twitter:                                                                       Instagram:                                                                                                                                  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



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: 

 

            
  

 

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 

 

 

             
 

 

 

 



 

c) Statistics of August: 

 

Twitter:                                                                    Instagram: 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

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 : 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

 

b) We are in Your City -Trabzon: 

 

       
 

 

 



     

              

 

 

 

 

 

 

 

 

 

 

 



 

 

 

 

 

 

 

 

 

 

 

 

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 

 

 

   

 

 

 

 

 

 

 



b)  HAYATTAN.NET Interview:  

A detailed conversation about FMF16E and FMF disease was held with Ömer Faruk Kotay, 

who publishes on Hayatan.net pages, and then this conversation was written and shared. 

 

 

 

 

 

           

 

 

 



c) Statistics of September: 

 

  Twitter:                                                                        Instagram:  
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