
Figure 3: Age-specific incidence and prevalence rates stratified by gender. 

Conclusion

The MND population register for England, Wales, and Northern 
Ireland has a high capture rate. The reported incidence and 
prevalence are higher than in many previous studies likely because 
of this high capture rate. These findings highlight the importance of 
the MND Register as a vital resource for epidemiological research.
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Objective

• This study used data from the MND Register, a population-based research 
database established in the 1990s, which collects information on 
individuals diagnosed with Motor Neuron Disease (MND) in England, 
Wales, and Northern Ireland. 

• We aimed to estimate the incidence and prevalence of ALS across six UK 
catchment areas during the period 2012–2021 to inform future research 
and healthcare planning.

Background

• Epidemiological studies in Europe consistently show that ALS is more 
common in men than in women, with a reported male-to-female ratio of 
between 1.2 and 1.5. Increasing age, male sex and a family history of ALS 
or frontotemporal dementia, or certain genetic variants increase risk. ALS 
incidence ranges from 0.6 to 3.8 per 100,000 person-years and point 
prevalence from 1.57 to 11.80 per 100,000 persons globally. 

• Population registers are vital tools for advancing ALS research and 
improving clinical assessments. The registers are databases that contain 
information about individuals diagnosed with a disease in a certain 
region and the data collected can be useful for researchers in 
determining the incidence and prevalence of a disease.
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Results    

• We observed 329 people with a date of diagnosis between 
2012 and 2021 from a catchment population of 1,219,900 
people. 

• The age- and gender-adjusted incidence for ALS was 3.92 
per 100,000 person-years (95% confidence interval 2.96, 
5.09). The incidence was higher in males compared to 
females, with standardized rates of 4.72 per 100,000 person-
years (3.25, 6.63) for males and 3.11 per 100,000 person-years 
(1.97, 4.67) for females. 

• The prevalence of ALS during 2012-2021 in the study 
population was 11.9 per 100,000 persons (95% confidence 
interval 10.03, 13.99). 

• We estimate that 7,097 people have MND at any one time in 
England and Wales and for the entire UK population, the 
estimate rose to 7,976 people.

• In the 6 catchment areas studied, the median age at 
diagnosis was 65.50 years. There were 137 females (41.64%) 
and 192 males (58.36%). 

• The age group 70 – 74 had the highest number of 
participants with 51 people, while the age group 90 and over 
had the lowest number with only 2 participants. The age 
group 60-64 had the highest number of females with 25 
people while age group 65 – 69 had the highest number of 
males with 30 people.

•  The median age of onset was 63.77 years. The peak 
incidence and prevalence occurred between the ages 75 – 
79 in both genders. 

Modupe Aggreh
Data Scientist
modupe.aggreh@kcl.ac.uk

Methods

• The incidence and prevalence of MND were investigated within these 
catchment areas: Lambeth, Southwark, Lewisham, Oxford, Dartford and 
Derby covering the period from 1 January 2012 to 31 December 2021. 

• Age- and gender-specific incidence rates were calculated using data 
from the population-based MND Register for England, Wales and 
Northern Ireland in conjunction with census records from the Office for 
National Statistics (ONS) for the relevant catchment areas. 

• Descriptive analysis was conducted using Python while the Poisson 
interval method was used to estimate the incidence and prevalence.

Figure 2: Incidence analysis showing gender distribution, age of onset, age at diagnosis, and age group 
stratification. 

Figure 1: Case selection process for the MND Register incidence and prevalence study. 


	Slide 1

