
Our Social Awareness Projects 

Social awareness is very important for Spinal Muscular Atrophy (SMA) disease. SMA disease 

is found in about 1 out of 10,000 people in Turkey. Accordingly, we chose to engage in a few 

awareness activities in order to raise awareness of the public and to meet the needs in this 

direction. 

First of all, in order to draw attention to rare diseases, we have created a useful and useful 

information platform on the appropriate page layout by opening an account with the username 

"nadiryaklasim" on Instagram. In order for this platform to be recognized, we asked the pages 

with a high number of followers and interested in science to introduce ourselves and share our 

account and support it. We have been able to raise awareness of this project on SMA by 

receiving many good messages and support, and we continue our awareness studies on this 

issue. 

 

 

Figure 1: The information page we opened as 'nadiryaklasim' 



 

Figure 2: We got support from pages with 12-130 thousand followers. 

 

We shared and developed our SMA awareness studies on rare diseases with different groups 

and training programs. 

We realized the first of these in the YetGen 21st Century Competencies Awareness Program. 

Our teammate Semih Memiş, in the allotted time, told the student group of approximately 250 

students, "What is SMA? and What Can Be Done?" made a presentation titled and answered 

the questions. 

Then we shared the same presentation with the genetic sub-working group of the National 

Scientific Research Societies (ULUBAT) student club, so we talked about the scientific 

research and the RaDiChal Challenge to a more interested audience. 



 

Figure 3: Titles of the presentation to the genetic sub-working group of the National Scientific Research Societies (ULUBAT) 
student club. 

 

 

Figure 4: A screenshot from the presentation we made at YetGen's 21st Century Competencies Awareness Program. 

  



Fourth, we conducted a survey on Google, in which our aim was to raise social awareness and 

measure the knowledge of the respondents on rare diseases. 1011 people participated in our 

survey and the report obtained is as follows:  



 

 

 

 

 



As can be seen from the report, 74.7% of them have information about rare diseases while the 

remaining 25.3% do not have any information. For all that,  When we look at the education 

levels and age ranges and this rate is compared with our country, we can understand that 

25.3% of the population is a high part. Although the report we see here partially satisfies us, 

our goal is always to create more awareness. 

When looking at the answers given in line with this information, we thought of doing 

different studies to create awareness and we printed our brochures thinking that we should 

inform people personally. 

 

Figure 5: Our printed leaflet for awareness raising 

We distributed these printed brochures to 3 cities and 25 districts, including Mersin, Istanbul 

and Edirne. While distributing our brochures, at the same time, within the scope of a certain 

awareness raising, 'cause, symptoms, types, treatment and medicine of SMA disease' etc. we 

made explanations on the issues. We hung our brochures on places such as subways and 

bridges. 



 

Figure 6: We distributed our brochures for information purposes. 

 

When our project is finished, we will actively use our social media account to continue to 

raise awareness about rare diseases and we will publish our own podcasts on rare diseases. 


