What is N.I.A.V.?

This brochure is for you!

This brochure provides you with information concerning non-invasive assisted ventilation (N.I.A.V.) so that you may better understand what this technology is about, and to help you decide on whether or not you will want to use it should your doctor recommend it. We invite you to think about this now so that you are prepared to make a decision after having evaluated the pros and cons for both yourself and your loved-ones. 

What is N.I.A.V.? 

N.I.A.V. is the abbreviation for non-invasive assisted ventilation. This term means all that is involved in the attribution of a device and its technical components to a young person that can help them breathe better. 

Assisted ventilation is most often used when chronic respiratory insufficiency is experienced. It is also used as a form of treatment when there are secondary respiratory infections, or during surgery. In these cases, it is mostly used on a temporary basis and ventilation is stopped when the young person’s condition is deemed satisfactory.

The procedure for non-invasive assisted ventilation (N.I.A.V.) involves various steps, which include assistance to young people and their family members throughout the decision-making process.
In the event of a favourable decision to use N.I.A.V., the steps to take are as follows: 

• Installing the device and its components (this step is usually done at the Sainte-Justine Hospital); 

• Training on the ventilator;
• Regular follow-ups with the assigned medical team; 

• Supervised care by the Home Ventilation Program (HVP) of the McGill University Hospital Centre (MUHC). 
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Neuromuscular Disease PROGRAMS
Non-Invasive Assisted Ventilation 

Night HypOventilatioN

Weak respiratory muscles cause night hypoventilation. While you are sleeping, 02/CO2 gas exchange is poorly achieved which, can lead to the following symptoms during the day: morning headaches, fatigue, loss of appetite, difficulties concentrating, bad skin color, difficulties breathing at night (feeling as if you are lacking air), etc.
A sleep test called polysomnogram is necessary to confirm night hypoventilation. 

Can I have N.I.A.V. for night hypoventilation?

Yes, if you have symptoms of night hypoventilation or serious respiratory infections (ex.: repeated pneumonia). You can benefit from a ventilator, whether you live at home or elsewhere.

How does this change my life?

N.I.A.V. is generally used at night to improve your quality of sleep and makes up for the weak muscles. You will feel better. You will have more energy and a better appetite. Your quality of life will see improvements and you will be able to continue with leisure and your other activities. 

However, using such a device does not stop the degenerative process of your disease. If your respiratory condition should worsen, you will be able to have access to the ventilator during the day. It will be installed onto your wheelchair. 
If ventilation improves your quality of life and provides you with greater autonomy, this implies that you must learn to live with the device. You will certainly have to learn how it works. This also applies to the people in your entourage. 

The use of such a device can raise many questions 

• Will I be able to speak with ease?

• Will I be able to pursue my projects? 

• Will I feel any anxiousness about becoming dependent on such a device? 

• How will my family, friends and people around me react?

• Will I be able to adapt to the life changes that come with such a device (special care, more medical follow-ups, etc.)? 

It is possible for you and your family to discuss your concerns with the team. A video with different personal accounts from young people who use N.I.A.V. is also available to you within the neuromuscular disease program. 

Can I refuse N.I.A.V.?

Some people refuse it because they feel that it hinders on their freedom and their routine. Others refuse because they feel they have reached their life objectives or because they feel that living with a ventilator everyday is unacceptable. The choice to refuse is completely legitimate and the team can assist you and your family in the decision-making process. 

A letter to express your will in case of emergency (severe respiratory shortage or cardiac arrest) is available within the neuromuscular disease program and can be discussed with the pneumologist. 

Can N.I.A.V. be stopped?
Because N.I.A.V. brings improvements to your quality of life, you feel much better. It is rare that young people give it up, but you can do so at any time. 
