
Introduction
Inflammatory neuropathies are a group of rare diseases characterised by
damage to the peripheral nervous system in connection with a
dysfunction of the immune system. The quality of life of patients is
degraded. Muscle weakness in the upper and lower limbs, sensory
disturbances, pain and fatigue are often reported.

The NEUROQUALI project
Created by the French Association against Peripheral Neuropathies, the
NEUROQUALI real-life data collection platform is an online questionnaire
that allows to evaluate the impact of the disease and the management of
people with chronic inflammatory neuropathies (CIDP, MMN,
Neuropathies associated with a gammopathy –NAG-, Lewis-Sumner
syndrome –LSS-...).

Objectives
NEUROQUALI aims to highlight the needs of patients and to better understand the
impact of the disease on the daily lives of affected patients. Symptoms, therapeutic
management, professional and psychological impact and educational needs were
explored.

Method
130 people, all over 18 years old, responded online to the NEUROQUALI self-
administered questionnaire.
The data collected are related to the impact of the disease and the needs of the patients
presented.

Results
The first symptoms are mostly reported between the ages of 30 and 50 years
(average age 47.5 for men - 41.5 for women. Fig.1).
The time between the first symptoms and diagnosis varies considerably from patient
to patient (Fig.2). For half of the patients with Lewis-Sumner syndrome, the
diagnostic delay is between 8-16 years. Chronic inflammatory demyelinating
polyradiculoneuritis is diagnosed on average in 3 years and 10 months with half of
the diagnoses made in less than one year (24/45) and several cases of diagnostic
erraticity of more than 10 years.
Sensory disorders are the first complaint reported (Fig. 3). Fatigue is a symptom
highlighted by more than 3 out of 4 patients. Balance disorders concern more than
half of the patients, as do muscle weakness and pain. Nearly 1/4 of the patients
mention visual disorders. Pain affects nearly ¾ of the patients. Legs, hands,
shoulders are the most affected parts of the body (Fig.4).
37% of patients are unable to work because of their neuropathy (Fig.5). 8% of the
active patients reported between 30 and 60 days of work absence per year. 28% of
patients had to adapt their environment to their disability. 79% of patients asked for
better support regarding treatment options. 69% wanted advice on how to better
manage their symptoms.

Conclusion
The first results of the Neuroquali survey show
the impact of the disease on the lives of
patients with peripheral inflammatory
neuropathies (CIDP, MMN, LSS, anti-MAG
neuropathies) and its occupational burden. It
also highlights the educational needs of
patients.
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Fig. 5 : Working life
Number of patients by professional status

Fig. 4 : Location of pain
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Fig. 3 : Symptoms
Number of respondents / Disease
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Read out: 74% of respondents have pain related to the disease

Fig. 2 : Diagnostic wandering
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Read out: Almost half of respondents (5/12) suffering from LSS point to 16 years of 
diagnostic wandering.
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Fig. 1 : Age and gender distribution
Age pyramid of patients at different stages of the disease
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Read out: The majority of women who responded had their first symptoms between the ages of 30 and 50. 
The youngest man to be diagnosed was between 15 and 20 years old.
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Read out: 48 respondents are unable to work of which 43 because of the disease.
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