
	 There are approximately 8000 different rare diseases all across the world and it is estimated 
that 350 million people is battling with them.  Being the team Sui Generis, we would like to spread 
awareness about these diseases  that our neighbors, colleagues or acquaintances may be a patient of. 
We have accomplished to raise awareness about our subject disease, Friedreich ataxia (FA), to 
people who are currently a FA patient and also to the people around them. 

Before starting to raise awareness about our subject, we have reached out to FA patients and by 
following their ideas and opinions, we started to inform our followers on social media about the 
details of FA. We have shared various posts to inform people and gave insights about the genetic 
background, physical therapies, symptoms, target tissues and organs which are affected as well as 
suggested movies that may be helpful for understanding. In order to understand what FA patients 
are going through everyday, we have prepared certain questions and interviewed with FA patients to 
share their thoughts and feelings about this disease. The posts that we have prepared, which are both 
in Turkish and English) are available down below.


We shared information about the symptoms 
that FA patients are experiencing .





We have informed our followers about the 
tissues and organs that are affected due to FA.




We have explained why and how FA occurs and 
progresses.





We have introduced the gene and the mutation 
that is responsible for this disease.





We have showed schematic representations of 
where the mutations occur, by indicating the 
chromosomal location. 





         




We have compared the differences between the 
normal state and FA state.





We aimed to raise awareness by sharing a movie 
which may be helpful for better understanding.





We have shared physical therapy options for FA 
patients.







We have explained diagnosis process and 
techniques.





We have shared brain MRI findings and 
explained it briefly.





We have mentioned about hypertrophic 
cardiomyopathy, which is the primary 
reason of death in FA.







We proposed some reliable websites since there are 
limited resources in finding information about rare 
diseases and FA.


Finally, we have interviewed FA patients in order to get some insights about their personal 
experiences with FA. Our interview questions can be found down below.

1. FA is a rare condition, and usually, resources that can be used to learn more about this 
condition are limited. What resources have you benefited from since your diagnosis of FA 
and what kind of resources do you continue to benefit from? (websites, doctors, hospitals, 
books, etc.)

2. When were you first diagnosed? Could you tell us more about the diagnosis process 
and your experiences after the first diagnosis? What kind of difficulties did you encounter 
during and after this process?

3. What changed in your life after being diagnosed with FA?

4.Could you talk about your daily routines? Are there any special exercises you’re 
performing in a day (recommended by your doctor, etc.)? If yes, what kind of exercises 
and can you say that they’re helpful?

5. Is there a message you'd like to send to other individuals with FA?

6. Is there anything else you would like to add?

7. Son olarak bugüne kadar hangi ilaçları kullandınız, hangi semptomlar için kullandınız? 

 Last but not least, we have shared the answers that FA patients gave without any hesitation. 

Our interview with Carly. M. from USA 

 



Our interview with Osama A. from Lebanon. 

 

Our interview with Jaydin C. from USA, which 
she answered our questions with a video. 

 

Our interview with Şeyma Öztürk from Turkey. 



 

Our interview with Nur Kaya from Turkey. 

Us, being the team Sui Generis, we invite everyone around us to try and raise awareness about 
Friedreich ataxia 


