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IN SHORT 
The survey was conducted among 52 French AS families with a fair representativity of genotype and 
age. Key output of the survey is that, whatever the age and the genotype, Communication is the 
most important criteria that French families expect an improvement on if a therapeutic treatment 
would be available in the future. Data analysis using the variance show that Communication comes 
first, then Fine & Gross Motor at the same level, and finally Seizure, Behavior & Sleep at the same 
level. 

Age and genotype play a role in the ranking of the other criteria (aside communication which always 
comes first). As an example, the merit order if we select AS people with deletion and who are 
between 0 and 6 years old (20 individuals) is Communication first, then Gross Motor & Seizure at the 
same level, and then Sleep & Fine Motor at the same level, and finally Behavior being the least 
important. 

 

Context and technical solution 
 

A. Context 

Objective of this survey is to rank the most important criteria for French AS Community among a series 
of identified domains : Behavior, Communication, Fine Motor, Gross Motor, Seizure, Sleep. In the 
analysis, we can have a look if the trend will be different by age or genotype. 

Results will be presented to the laboratories/biotechnologies (discussions will be kept confidential 
although we value their feedback) and to the French AS community. 

The main question of this survey is the following: “Could you rank the most important criteria that 
French families are expecting an improvement on if a possible therapeutic treatment would be 
available?”. The scale is: from 1 (the most important criteria) to 6 (the least important criteria). Two 
other questions are asked in order to have some details about AS people and possibly strengthen the 
analysis : 

- Age: between 0 and 6 years old, 7-12, 13-18, or adults (>18) 
- Genotype: Deletion, Mutation, Uniparental Disomy (UPD), Imprinting Center Defect (ICD), I 

don’t know or clinical diagnosis. 

RGPD rules : the objective and use of data are well known by the participants and the identification of 
one single individual is not possible in the data collection and the analysis. 

 

Duration of the campaign : from the 24th of February to the end of March 
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B. Technical solution  

+    

- Google Forms to conduct the survey and the data collection 
- Power BI to develop the BI analysis 

 

 Overview 
Between the 24th of Feb to the 31th of March 2021, 52 families answered the survey with the 
following distribution by genotype and age of the AS individual. 

 

Figure 1: Power BI overview 

With Power BI, you can analyze your datas with different filters (by date, by genetoype, by age). See 
example below filtered by genotype (deletion) and date (24/02 to 9/03) with 30 AS individuals for 
which you can see the age distribution. 
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Figure 2: Overall filter per Period (from 24/02 to 09/03) and only deletion genotype 

In the rest of the analysis, we use some filters to highlight some results. 

Individual results 
Results show we have an heterogeneous population with a variability among all the AS individuals. 

 

Figure 3: Individual results that show a heterogeneous population 
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Results by Mean and Median 
 

 

Figure 4: Mean or median to order the criteria 

Data are here ranked using the mean and the median. The latter doesn’t take into account the outliers 
and the interpretation is therefore easier. But whatever the indicator, the key message is that 
communication is the most important criteria. Also, it looks there is not a lot of difference among the 
other criteria. 
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Is-it the same conclusion whatever the genotype? 

 

Figure 5: UPD population 

 

Figure 6: Mutation population 
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Figure 7: ICD population 

 

Figure 8: Deletion population 

The trend is the same with “communication” being constantly ranked as the most important criteria. 
But we can also notice some differences in the ranking of the other criteria according to the genotype. 
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Is-it the same conclusion whatever the age? 

 

Figure 9: 0-6 years old 

 

Figure 10: 7-12 years old 
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Figure 11: 13-18 years old 

 

Figure 12: >18 years old 

The trend is the same with “communication” being constantly ranked as the most important criteria. 
But we can also notice some differences in the ranking of the other criteria according to the age.  

 

To go further, we have developed a more robust analysis taking into account the variance. 
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Merit order with variability 
 

 

The most exhaustive information is the distribution of the data per criteria in the right-top part: 

- Of course, we find that most people ranked “communication” as the first or the second criteria 
the most important 

- Gross motor and fine motor look like a gaussian law 
- Seizure looks like a uniform law 
- Sleep and Behavior have an important variability but most often, it is seen as the least 

important criteria. 

A boxplot (in the right lower part) can summarize mean/median, Q1, Q3 and InterQuartile Range (IQR): 

- Q1 is the first quartile: 75% of the data set have a value more than Q1 
- Q3 is the third quartile: 25% of the data set have a value more than Q3 
- IQR = Q3 – Q1. You can also observe the upper box in orange (Q3-Median) and the lower Box 

(Median-Q1). IQR = upper box + lower box 

With IQR & Median, we can identify a merit order: Communication first, then Fine & Gross Motor at 
the same level, and finally Seizure, Behavior & Sleep at the same level. We can also filter the data per 
genotype or age to identify specific trends. 
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Figure 13: between 0-6 years old and deletion 

For instance, the merit order if we select AS people with deletion who are between 0 and 6 years old 
is not the same (20 people): Communication first, then Gross Motor & Seizure at the same level, and 
then Sleep & Fine Motor at the same level, and finally Behavior being the least important. 

With Power BI, you can easily filter per genotype and/or per age to identify some specific trends. 

 

Conclusion and Perspectives : 
 

Key output of the survey is that, whatever the age and the genotype, communication is the most 
important criteria that French families expect an improvement on if a therapeutic treatment would 
be available in the future. Age and genotype play a role in the ranking of the other criteria. 

We would like to thank all the French participants and all the laboratories/biotechnologies for their 
positive feedbacks when we presented some intermediate results. 

Holding clinical trials in France is a key objective for FAST France and we would be glad to contribute if 
you have any questions about our community, about the hospitals/facilities & clinicians, about the 
regulation… 

Of course, FAST France could conduct and build with you some specific surveys or focus groups in order 
to have a better understanding about French AS community.  

If you want to realize your own analysis, we can provide an access to the report Power BI. 

Our new website is https://www.fastfrance.org and we get in touch ! 

 

 


