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• Un service de Neuroréadaptation

• 6 lits de rééducation post-réanimation 

neurologique depuis 2008 :

• LIS

• Tétraplégie Ventilée

• Polyradiculonévrite aïgue

• AVC avec craniectomie..

• Éveil de coma
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QUALITÉ DE VIE

▪ Qualité de vie liée à la santé :

▪ Perception de son état de santé : déclaratif

▪ Evaluation par des échelles : SF36

▪ Echelles génériques, échelles spécifiques

▪ Plusieurs dimensions : douleur, ADL, relationnel, professionnel, 

psychisme, communication, mobilité

▪ Souvent utiliser comme évaluation de la particpation

▪ Qualité de vie : bien être (Albrecht 1996)

▪ Qualité de vie comme capacité à exercer un role social (Levine

1994) 
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Introduction
Amyotrophic lateral sclerosis, also known as motor

neuron disease, is one of the commonest neuro-

degenerative conditions of adult life. Progressive

weakness of limb, axial, bulbar, and respiratory muscles

due to motor neuron injury and eventual cell death

results in disability and ultimately death, usually within

3 years of onset. Respiratory muscle function is a strong

predictor of quality of life1 and survival.2,3 Although death

is usually due to respiratory failure, most patients in

Europe and the USA do not receive non-invasive

ventilation (NIV),4–6 reflecting clinical uncertainty about

its role in this condition. NIV has not been shown to

improve quality of life or survival in a randomised

controlled trial, but people with amyotrophic lateral

sclerosis who use NIV survive longer than those who are

intolerant of or decline treatment7,8 or non-randomised

controls.9 Small prospective studies of NIV have

established improvement in various domains of quality

of life,10–13 but none included a contemporaneous and

well-matched control group, and only a few people had

bulbar weakness, suggesting that only selected patients

with amyotrophic lateral sclerosis were included. In

our uncontrolled pilot study,13 NIV was associated

with improved quality of life as assessed by several

instruments. The mental component summary of the

short form 36 (SF36) and the symptoms domain of the

sleep apnoea quality-of-life index (SAQLI) were the most

responsive to intervention with NIV.13 Of five different

criteria for initiation of NIV, orthopnoea was the best

predictor of quality-of-life benefit and adherence to

treatment.13

In this randomised controlled trial, we aimed to

determine the effect of NIV on quality of life and survival

in a typical population of patients attending a single

regional centre. The study was designed to assess the

general applicability of NIV across the clinical spectrum

of patients with amyotrophic lateral sclerosis. 

Methods
Trial design and part icipants
We obtained ethical approval for the study from the local

research ethics committee and informed consent from

all participants. The only exclusion criteria were current

or previous use of NIV, life-threatening comorbidity, age

older than 75 years, or inability to complete the quality-

of-life assessment because of cognitive impairment or

inability to communicate by speech or lightwriter.

Patients who indicated that they did not wish their lives

to be prolonged by medical intervention were still

offered enrolment since NIV might palliate symptoms

and improve quality of life. The clinical records of all
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Summary
Background Few patients with amyotrophic lateral sclerosis currently receive non-invasive ventilation (NIV),

reflecting clinical uncertainty about the role of this intervention. We aimed to assess the effect of NIV on quality of

life and survival in amyotrophic lateral sclerosis in a randomised controlled trial.

Methods 92 of 102 eligible patients participated. They were assessed every 2 months and randomly assigned to NIV

(n=22) or standard care (n=19) when they developed either orthopnoea with maximum inspiratory pressure less than

60% of that predicted or symptomatic hypercapnia. Primary validated quality-of-life outcome measures were the

short form 36 mental component summary (MCS) and the sleep apnoea quality-of-life index symptoms domain

(sym). Both time maintained above 75% of baseline (T iMCS and Tisym) and mean improvement ( MCS and sym)

were measured. 

Findings NIV improved TiMCS, Tisym, MCS, sym, and survival in all patients and in the subgroup with better

bulbar function (n=20). This subgroup showed improvement in several measures of quality of life and a median

survival benefit of 205 days (p=0·006) with maintained quality of life for most of this period. NIV improved some

quality-of-life indices in those with poor bulbar function, including sym (p=0·018), but conferred no survival

benefit. 

Interpretation In patients with amyotrophic lateral sclerosis without severe bulbar dysfunction, NIV improves

survival with maintenance of, and improvement in, quality of life. The survival benefit from NIV in this group is

much greater than that from currently available neuroprotective therapy. In patients with severe bulbar impairment,

NIV improves sleep-related symptoms, but is unlikely to confer a large survival advantage.

Effects of non-invasive ventilat ion on survival and quality 

of life in patients with amyotrophic lateral sclerosis: a

randomised controlled trial
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Qualité de Vie patients BM hauts

7

70% qualité de vie bonne ou excellente

Etes vous heureux d’être en vie?

76/82 OUI



• Qualité de vie (ACSA) plutôt bonne :

• Moins bonne que les traumatisme cervicaux (coup 

de fouets)

• Meilleures que les prothèses faciales ou Maladie 

alzheimer au moment du diagnostic

• Une qualité de vie stable sur la période

• Une qualité de vie non corrélée au handicap physique 

• Un rôle majeur de la communication



Le paradoxe du handicap



LA QUALITÉ DE VIE

• N’est pas corrélée à l’intensité du déficit moteur ou 

de la dépendance physique  (Simmons Z et al, 2000 Neurology 

55:388–392; Laureys S, 2005 Prog Brain Res 150:495–510 )

• Facteurs influençant la qualité de vie :

 La douleur

 La dépression

 La communication => BCI & LIS

 Les interactions sociales





Qualité de vie et handicap

• Elle peut être bonne

• Ne dépend pas du handicap moteur et de la 

dépendance physique

• Nécessite la redéfinition d’un équilibre entre le 

corps, l’esprit et l’environnement

• Éviter de se projeter



MERCI !


