
Hi, 

I’m sorry, I’m not standing up for my presentation, but I hope one day, I will do that. 

My name is Laëtitia Ouillade, I’m twenty-five and I’m here to talk about me, my SMA, and also other 

SMA patients.  

But first, I want to present you my normal life. This is me and my twin sister. Lucky one sister, 

because she doesn’t have the disease, she is just normal, if a valid person can be called normal. Like 

her, I went to school, I graduated and now I work as an engineer in Bordeaux, France. I sometimes go 

to party, I travel a lot and I am volunteer for associations. But there is another part in my life, the 

part that only close relatives knows. 

First, there is the wheelchair, everyone sees it but not everyone understands the problems it causes. 

Every trip is like a mission, I have to plan everything. Are you ever thinking about your next time in 

the toilets? I don’t think so. Because it’s really easy for normal people. For me, I need a disabled 

restroom but also someone to help me. I have two solutions to keep my dignity, live with someone 

and drink as much as I want, or control my drinks to go to restroom at a specific time. That’s why 

many SMA like me have urinary infection, they try to not drink at all to go to the toilet just twice a 

day. The other problem is the constipation. If you adapt your drinks and your food to avoid the 

restroom time, and you combine with a sitting position all day, you will probably have issues like 

constipation. I’m lucky, these two issues don’t affect me but it’s a problem for many SMA patients. 

Another example of how SMA controls my life is for my shoes. I’m a girl, I dream about red high heels 

then I look at my feet and … well I wear sneakers. Because of the sitting position, I have a bad 

circulatory system. I am lucky because it doesn’t hurt much, I just have big feet. I try to limit the 

problem with compression stockings but it’s not enough. So, I took a decision many years ago, I 

prefer having no pain rather than fashion, so I wear sneakers and not sophisticate high heels. 

 

There are also many things people don’t see. For example, I had many surgeries: hips, ankles, back… 

But before surgeries, I had a medical corset from 5 years old to 15 years old.  

Then like other SMA, I have a respiratory machine, Alpha 500 since I was 2 years old, I just changed 

for a nocturnal machine. I have to confess that when it’s your first night with a new boyfriend, it’s not 

sexy at all. I also had a standing device but I gave it up at 15 years old. And it’s not the single problem 

for sleep with me. I am not able to change my position in a bed alone, so I have to call someone to 

help me. So, I have to choose between having someone in my intimate life like an extern care giver or 

call my boyfriend like he is a care giver. But it’s not good for his sleep.  

I have physiotherapies twice a week and if it’s possible I try to go to the swimming pool to do some 

sports. I want to keep my everyday movements as good as they are now. It’s important because I 

want to keep writing postcards, brushing my teeth alone and make myself up. For you it’s classic 

movement, for me it’s a fight every single time but I need to do that.  

So, like you can understand, I started with SMA but today it’s not my only problem anymore. So to 

manage all that, I have to see lots of doctors: neurologists, surgeons, pulmonologists…  



And if I have time left, I try to go out and see my friends. When I turned 20, I spent a year doing 

nothing except physiotherapies because it’s not a classical young life and I had enough of it all. I think 

many patients gave up at that moment. Without treatments, even if you follow this military 

schedule, you can’t stop losing strength so you may just give up. 

My motivation to restart my military schedule was the perspective of a treatment. I wanted to do my 

best to keep my ability because it will be important in case I have a treatment. When the clinical trial 

for Biogen started, I was too old to participate. Then, Spinraza was approved by EMA. It was a big 

hope. Like in other countries, French people treat the younger patients first. When I could ask for the 

treatment, radiography revealed that my back surgery is too perfect. It was the first time I was sad to 

be perfect. There is no solution for me to take Spinraza. I’m not the only case and it’s not the only 

reason for patients in Europe not to take Spinraza: too old for reimbursement, not the right type, 

many countries just repay for type 1…  

So, since last year, I am taking part in a clinical trial: Sunfish. Before, I participated to the historical 

story Nathis SMA at I-motion in Paris. At the end of the natural history, the doctor asked me if I 

wanted to try the inclusion in Sunfish. For me it was a very big surprise because I was 23, and it’s very 

rare for clinical trial to be open for adults. So now I take part in Sunfish.  

Now I think you start to understand the biggest issues for SMA:  

First, Spinraza seems to be a great treatment unless you have the authorization or the possibility to 

take it.  

Then when you are an adult, you think you are the ugly duckling because very few clinical trials want 

adults and sometimes the inclusion criteria are so hard for an adult because how disease evolve 

always in a bad way. And here in front of you, I’m a strong SMA. Strong because I turn 20 and I am 

able to stay sitting without laying back in my chair. Because I have good lungs so I don’t need 

tracheotomy.  

The point is that SMA adults are alone in front of their diseases. And they feel sad, because for 

people it’s important to see a kid who is able to walk, but for us it’s important to be able to eat pasta 

or chocolate cake without help. It’s not a big deal for people but for us, it’s our autonomy. And if you 

ask, many SMA adults explain to you that it’s not important to walk when you have lived 20 years or 

more without it. We just want to keep, or regain, a little ability.  

If you ask me what could be the most important improvement for me, I will answer the ability to turn 

in a bed without any help, because it would simplify a lot my social life. 

All of these are issues caused by a lack of treatment, but there is also issues that can be solved by the 

evolution of the standard of cares. 

In the past, SMA patients didn’t take part in society because there was no possibility for a patient to 

have a normal life. I think that many died young and the other finished their life in some hospital, far 

away from society. Also, for some people the disease was a shame and the family hid their SMA child 

at home. Nowadays it’s different. The possibility of healthcare and social care in European countries 

allows a better and longer life. We want a normal life like having children. And it’s just the beginning 

of the journey, it’s different in each country, but in France for example it’s difficult to find a 

gynecologist with a wheelchair-friendly office, it’s like “mission impossible”. But in other countries 

our capacities are enough to live but not enough to have a normal school life for example, because 

we need so much help and there is no plan for this. 



For us, it’s the beginning, we are here, we want an access to treatment as children, and we don’t 

want to be forgotten.  

We also need the research to rebuild our muscles and neurons. Because if you can stop the disease, I 

have many lost muscles I want to rebuild, and I think my body it’s not ready for that. 

Then, before concluding, I want to talk about an absolutely ignored part of the SMA population: the 

type 4. All of the treatments or clinical trials I talked about never mentions type 4. It’s like they don’t 

exist, they are forgotten. Their lives are like the type 1, 20 years ago. When you are 30 years old, and 

you start to be tired when you climb stairs, you never think about a disease like SMA. And the 

doctors too, they try medicines to energize you, then you change doctors because it has become 

difficult for you to walk for kilometers and the previous one had no ideas for you. If you are lucky, 

you meet a neurologist who knows the disease, if not this situation can continue for years. The mean 

diagnosis time for type 4 is 10-15 years for the part of the population who ever get a diagnosis. It’s a 

complicated way for them because they have to adapt to a new situation that nobody understands 

and often without support because relatives often leave. Nowadays, the number of type 4 in Europe 

is evaluated to represent 5 % of the SMA population. In France, when the neurologists have been 

alerted, the number raised to 10%. So, it’s clearly a part of the SMA population absolutely ignored by 

research and doctors.  

I hope you better understand the SMA adults’ feeling now. It’s something like “nobody helps me but I 

don’t want to be forgotten”. You have many things to learn about us, and you are lucky I’m not 

alone, we are thousands in Europe like me.  

So please, have trust in our strength, even if we can just lift a spoon. We also trust you to find 

solutions for us 

Thank you for listening 


