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Cohort Acronym
NILS; NIMS

Cohort type
General population-based cohort 

Disease

Participant type
No diagnosis 

Profile
Recruitment Period 1981, 1991, 2001, 2011 
Sample size at start or planned sample size if still recruiting 538,600  
Estimated Current Sample Size 500,000+ 
Age at Recruitment >0    
Gender Male and Female  
Abstract

The Northern Ireland Longitudinal Study (NILS) is a large-scale, representative data-linkage study 
created by linking data from the Northern Ireland Health Card Registration system to the 1981, 1991, 
2001 and 2011 Census returns and to administrative data from other sources. These include vital 
events registered with the General Register Office for Northern Ireland (such as births, deaths and 
marriages) and the Health Card registration system migration events data. The result is a 30 year 
plus longitudinal data set which is regularly being updated. In addition to this rich resource there is 
also the potential to link further Heath and Social care data in our distinct linkage projects (DLPs).

Selection into the study is based on birth date (day and month): 104 dates throughout the year were 
selected and if an individual’s date of birth coincided with one of these they were included in the 
sample. The sample is large – c. 28% of the Northern Ireland population (approximately 500,000 
individuals and accounting for approximately 50% of households). 

The Northern Ireland Mortality Study (NIMS) is a large-scale data linkage study that links the 1991, 
2001 and 2011 Census returns for the whole of the enumerated population (approximately 1.6 million 
individuals) to subsequently registered mortality data from the General Register Office (GRO). While 
larger than NILS it is more limited in scope, focusing only on the linkage of mortality data. It allows 
researchers to focus on more detailed analyses of specific cause of death, some of which may not be 
possible in NILS because of small numbers in sub-populations and the analysis of less common 
causes of death (e.g. accidental death). The NIMS dataset is recommended to researchers whose 
primary interest is in mortality in Northern Ireland. These data are maintained under the same 



conditions as the NILS and is accessible only under the same constraints.

 
Country United Kingdom  
Contact details
Institution name Queens University Belfast  
Website http://www.qub.ac.uk/research-centres/NILSResearchSupportUnit/ 
Principal Investiator (PI) Dr Ian Shuttleworth 
Contact email Email: rsu@nisra.gov.uk PI Email: I.Shuttleworth@qub.ac.uk 
Contact phone number Tel: +44(0) 2890 388488 
Funders (Core support) Northern Ireland Statistics and Research Agency (NISRA) 

Variables Collected

Brain related measures: 
N/A
Funtional rating: 
N/A
Anthropometric: 
N/A
Physical: 
N/A
Biological samples: 
N/A
Genotyping: 
N/A
Brain imaging: 
N/A
Brain banking: 
N/A
Lifestyle: 
N/A
Socio-economic: 
Education, Ethnic group, Family circumstances, Housing and accommodation, Income and finances, 
Marital status, Occupation and employment
Health service utilisation: 
Formal health and social care service utilisation including private care

 

 


