
Social Impact Report 

1. An Instagram account was created to inform the public about the SMA disease.  

(@nib_sma) It has been regularly shared since the day it was opened. In addition, 

campaigns organized for SMA type1 patients to access the drug Zolgensma are 

followed and shared. (April 24- October 2020) 

Profile link: https://instagram.com/nib_sma?igshid=qj2lqr3mqkv8  

 

2. An interview was held with Ece Soyer Demir, Vice Chairman of the Board of the 

“SMA Hastalığıyla Mücadele Derneği” (the Association for Struggling with SMA 

Disease). The problems she experienced due to her being a mother of SMA type 1 sick 

child and her search for solutions were discussed. Information exchange and 

volunteering activities were made about SMA-DER, a local association established in 

Eskişehir. (May 11, 2020) 

 

3. “SMA Benimle Yürü Derneği” (SMA Walk with Me) Association Chairman 

Süleyman Başaran was interviewed. The benefits of the association being national 

unlike others were discussed. In addition to the projects carried out by the association, 

it was talked about the SSI approval as a result of the actions of Spinraza drug 

treatment. Information was obtained from him about the number and distribution of 

patients. (June 5, 2020) 

 

4. Participated in the online education session of “Post-Gene Replacement Treatment 

SMA Phenotypes and Multidisciplinary Care” by NORD (National Organizations of 

Rare Disorders). In the session, evolution of SMA phenotypes that may be assosicated 

with gene replacement therapy in patients with SMA and identifitaction of best 

practices for multidisciplinary post-treatment management of patients that have 

received gene replacement therapy was understood.  (July 13, 2020) 

 

5. Professor in the Department of Child Neurology. Dr. Haluk Aydın Topaloğlu talked 

about Sma Disease as alternative solutions and raising awareness about the spread of 

KUKAS and how it can work to highlight the difficulties experienced by sick 

individuals. (August 7, 2020) 

 

6. An interview was held with Nazlı Demir, the Vice Chairman of the Board of “SMA 

Hastalığıyla Mücadele Derneği” (the Association for Combating SMA Disease). 

Derin, who is an SMA type 1 child, and the diagnosis-diagnosis, treatment and care of 

children born sick were discussed and issues that could not be known by the public 

were addressed. (August 10, 2020) 

 

7. An interview was held with İpek Badırgalı, the Founder of “Ecelere Umut Ol 

Platformu” (Be Hope for Ece Platform) and the Chairman of the KAS-DER SMA 

Commission. The platform he established with Badırgalı, the aunt of Ece, a SMA 

type2 patient, and the near-future plans they reached, were discussed. Spinraza Turkey 

in the development of the drug to Eve was the first person to enforce talk about the 

https://instagram.com/nib_sma?igshid=qj2lqr3mqkv8


role of physical therapy. Ece also joined the video-conference call at the end. (August 

27, 2020) 

 

8. "SMA Awareness Month Special Workshops" organized by Turkey Muscle Disorders 

Association had been attended. In the event, there were names such as İpek Badırgalı, 

Prof. Dr. Haluk Topaloğlu, Prof. Dr. Sedat Öktem, Fatma Çoban, Prof Dr. Resa 

Aydın, Fatma Merse and Psk. Funda Tekelioğlu. (August 28, 2020) 

 

9. SMA awareness month live broadcast was pioneered, jointly organized with 

Acibadem University Rare Diseases Club, KASDER and “Ecelere Umut Ol 

Platform”. 117 people were reached on the air. (August 29, 2020) 

 

10. SMA website and DoseMeter were designed. (October, 2020) 

10. a. What is DoseMeter? 

Spinraza (Nusinersen), many SMA patients use for treatment in the world is covered by 

Social Security Institution (SSI) in Turkey. Depending on the variant, the drug 

administered with certain doses; Due to its cost and side effects, patients are expected to 

pass certain criteria before dosing. Ex. The 5-year-old type2 patient is expected to have 

increased mobility compared to the 3rd dose in order to receive the 4th dose. This 

situation causes both physiological and psychological regression for sick individuals. Also 

for adult patients, child patient parents, etc. it constitutes a negative attitude towards state 

forces [Figure 1]. 

 

Since the patient's development is known only during the treatment phase, it will be 

possible to predict this before the first dose administration with the DoseMeter algorithm. 

According to this: 

• The maximum dose (according to the criteria required by the Ministry of Health) can be 

applied 

• Developments expected to occur after dosing will be predicted. 

 

10. b. How does DoseMeter work? 

 

Detailed clinical data of the patients using Spinraza are needed for the software, which is 

planned to work primarily nationally and then internationally. (The issue was discussed 

with Turkey Pharmaceuticals and Medical Devices Agency (TITCK) and no result was 

obtained.) The main elements that should be included in this data are: 
 Mutation (e.g. c.5C> G) 

 Date of birth / age (eg 05.01.2018) 

 Gender (e.g. female) 

 Height (eg 91 cm) 

 Weight (e.g. 1480 g) 

 Last dose she took (e.g. 1,2,3) 

 First dose date / age (eg.05.04.2018 / 0.25) 

 Second dose date / age (if applicable) 

 Third dose date / age (if applicable) 

 Forth dose date / age (if applicable) 



When a new patient entry is made as a result of multiple patient data saved in the 

system, the calculation will be made with the "Profile Matrix Algorithm" and the 

questions written above will be answered. Thus, certain results of the application to be 

performed without taking the first dose of Spinraza drug will be predicted. 

 

Notes: 

1. There will be no violation of the software that will process in accordance with the 

privacy and confidentiality protection procedure of patient information. 

2. As the patient data increases, the accuracy of the software will increase. 

 

Figure 1. DoseMeter Illustration 
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