Work impacts in patients with Charcot-Marie-Tooth disease type 1A (CMT1A):
results from an international digital real-world evidence study
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Introduction

Figure 1: Employment status (n=607)

Charcot-Marie-Tooth disease type 1A (CMT1A) is a rare disease belonging
to the group of inherited, chronic, progressive motor and sensory
neuropathies referred to as Charcot-Marie-Tooth disease (CMT). CMT1A
accounts for 60–70% of CMT type 1 patients and for 40–50% of all CMT
patients, with an estimated prevalence of 1 in 5,000 people�,�. CMT1A
affects the peripheral nervous system, leading to progressive,
predominantly distal muscle weakness, atrophy, sensory loss, and
progressive limb deformities�.

The proportion of participants working for pay whose work life was affected by
CMT1A is presented in Figure 3.

Participants reported missing a mean 1.4 workdays in the past two weeks
due to CMT1A (see Table 2).

The majority reported that their work life was affected by CMT1A.

Table 2: Mean days of work missed in the past two weeks due to
CMT1A (n=238)

Figure 3: Proportion of participants whose work life was affected by
CMT1A by country (n=328)

Objectives
The objective of this analysis was to examine patient-reported impacts to
working life for CMT1A in European and US real-world practice.

Methods
Adults with CMT1A were recruited to an ongoing international
observational study exploring the real-world impact of CMT. Data were
collected via CMT&Me, a digital app developed for this study, through
which participants were asked questions on demographic and employment
variables. This interim analysis examined participants from France,
Germany, Italy, Spain, the UK, and the USA.

Results
Country of residence
The country of residence of the 607 respondents to this survey (from a
total of n=937 CMT1A participants in the study) is presented in Table 1.

Table 1: Country of residence (n=607)

Of those unemployed (7%, n=42/607), 71% (n=30/42) reported that
CMT1A was a contributing factor.

Conclusions
CMT1A has a significant impact on patients’ work status.

Employment status by country is presented in Figure 2.
Employment status distribution was comparable across countries. The proportion
of participants reporting that they were not working due to disability ranged from
10–27% across countries.
Figure 2: Employment status by country (n=607)

The reported ways in which participant work life was affected by CMT1A are
presented in Figure 4.
The most frequently reported ways in which work life was affected were type of
job (for more than half of participants), number of days taken as sick leave, and
working part-time.
Figure 4: Impact of CMT1A on work life (n=241)

Twenty percent of participants in the study were not working due to
disability, while those who were working were affected by issues such as
choice of job, number of days taken as sick leave, and having to work parttime due to CMT1A.
The dataset is still immature to make extrapolations on an annual basis, but
a mean 1.4 days of absence from work per fortnight could be translated to
approximately 36 days per year; thus, a significant number of work loss
days.
Work impacts due to CMT1A are comparable across EU countries and the
USA.
Further research is needed to explore the specific indirect costs associated
with these work impacts, and to better manage CMT1A’s impact on patients’
work lives.
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Employment status for the overall study population is presented in
Figure 1.
Of those who responded (n=607), just over half reported that they
were currently working for pay. Twenty percent (n=122/607) reported
not working due to disability.

Note: participants were able to select multiple response options to this question.

