
A high level of HCRU was reported 

for adolescents with DMD in both 

inpatient and outpatient care. 

As our data suggests that 

adolescent patients represent high 

economic burden on the healthcare 

system, there is a need for 

treatment earlier in disease 

progression to help support cost 

offsets and benefit patients.

Conclusions
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Methods

• Data were drawn from the Adelphi 

Real Word DMD Disease Specific 

Programme (DSP™), a cross-

sectional survey, with retrospective 

data collection of neurologists 

conducted in France, Germany, 

Italy, Japan, Spain, the United 

Kingdom, and the United States 

from October 2022.

• Interim data was taken in May 2023; 

data collection is still ongoing.

• The DSP methodology has been 

previously published and validated5-

7.

• Neurologists reported patient 

demographics, DMD-related 

hospitalisations, and use of mobility 

aids or home adaptations.
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Objective

To describe healthcare resource 

utilisation (HCRU) for male 

Duchenne muscular dystrophy 

(DMD) patients aged 18 and 

under.

Introduction

• Duchenne muscular dystrophy 

(DMD) is a childhood-onset genetic 

disorder, characterised by muscle 

degeneration, leading to limb 

weakness, loss of ambulation and 

progressive cardiac and pulmonary 

dysfunction1.

• Previous research has described 

increasing economic cost of DMD 

with disease progression2, with 

informal care often the main driver 

of economic burden3.

• Few studies have utilised real-

world data4 or assessed resource 

usage with age-based stratification 

on a global scale.

Methods (cont.)

• Patients were characterised as 

child (≤12) or adolescent (≥13).

• Descriptive statistics were reported.

Limitations

• Patients included in the DSP 

sample may not be truly 

representative of the overall 

population of patients, as patients 

who consult more frequently and 

require more medical care are more 

likely to be included.

• Recall bias, a common limitation of 

surveys, might also have affected 

responses of both physicians and 

patients.

Results

Characteristics All patients (n=425) 0–12 years (n=264) 13–18 years (n=161)

Age, mean (SD) 10.4 (4.98) 7.1 (3.12) 15.7 (1.71)

Years since diagnosis, mean (SD)
n=349

6.1 (4.72)

n=218

3.4 (2.80)

n=131

10.5 (3.88)

Hospitalisations n=425 n=264 n=161

Number of hospitalisations in the last 12 months 

due to DMD, mean (SD)
0.2 (0.54) 0.2 (0.50) 0.2 (0.59)

Number of patients hospitalised due to DMD in the 

last 12 months, n (%)
63 (14.8) 34 (12.9) 29 (18.0)

In-patient information n=63 n=34 n=29

Hospitalizations involving ICU stay in the last 12 

months, n (%)
9 (14.3) 3 (8.8) 6 (20.7)

Number of patients who had surgery for DMD-

related issue in the last 12 months, n (%)
11 (17.5) 2 (5.9) 9 (31.0)

Table 1. Patient demographics and clinical characteristics

Figure 3. Proportion of all patients using mobility aids/supports (n=425)
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Figure 4. Proportion of patients with home 
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Figure 1. Ambulation status
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Figure 5. Physician-reported home modifications (n=228)

• A cohort of 124 neurologists reported data on 425 male DMD patients, aged 0-18 years. The mean (standard deviation; SD) patient age was 10.4 

(SD±4.98, Table 1).

• Most patients were classified as early ambulatory (41.8%, Figure 1). Overall, 55.7% of adolescent patients were classified as non-ambulatory compared 

to 13.2% of child patients (Figure 1).

• In the 12 months prior to survey, adolescents had a mean (SD) number of consultations 28.5 (47.7), 4.5 (2.8) different physician types involved in their 

care and 13.7 (13.0) tests/assessments to monitor their condition. For children this was 16.9 (31.0), 3.7 (2.4), and 9.7 (12.6), respectively (Figure 2). 

• Adolescents (18.0%) had been hospitalised more often due to DMD compared to children (12.9%), with a greater proportion of those hospitalised requiring 

intensive care (8.8% vs. 20.7%) and having surgery (5.9% vs. 31.0%, Table 1). 

• Overall, 68.4% of patients (n=425) required mobility aids/supports. Electric wheelchair and orthoses were the most common support required by 

adolescents and children, respectively (Figure 3).

• Adolescents more frequently required mobility aids/supports (61.2% vs. 84.5%; Figure 3) and adaptations to their home (52.2% vs. 83.2%, Figure 4). The 

most frequently reported home modification was bathroom adaptation (Figure 5).
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