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The need for these projects came from the practice of disability 
service

• Questions about what happens in the ageing with intellectual disability 
(ID) was expressed by staff working in disability services already for 20 
years ago.

• More recently, for example, the managers raised the question how they 
best can support the staff to manage the everyday care and service 
with the steadily growing number of older people with ID living in group 
homes. 

• The leaders expressed that they wanted the research to help them 
understand how they could help their staff in the everyday care and 
service.



Scientific rationale for the previous project project
• Increased life expectancy, both in the general population and in people 

with intellectual disabilities (ID)

• Relatively little is known about ageing in this group

• Few comprehensive studies, usually small sample sizes, cross-sectional, 
including all/low ages, and/or without control group

• Few studies looking at the ‘big picture’, i.e. just investigating one outcome, 
for example use of one type of healthcare  



Definitions
- Intellectual disability (ID) is a disability characterized by significant limitations 

in both intellectual functioning and in adaptive behavior, which covers 
many everyday social and practical skills. This disability originates before 
the age of 18

- The LSS: the Swedish Act concerning Support and Service for Persons with 
Certain Functional Impairments [Lagen om stöd och service till vissa
funktionshindrade]. LSS describes which persons are covered by the law. 
They are divided into three groups based on different assessment bases, so-
called personal circles.

- Personal circles 1 (Personkrets 1): With developmental disorder, 
autism or autism-like condition. 



Support and services according to LSS

• Counselling and other personal 
support

• Personal assistance
• Companion service
• Contact person
• Relief service in the home
• Short stay away from home
• Daily activities

• Residence with special services for 
adults or other specially adapted
housing

• Short period of supervision for 
schoolchildren over the age of 12

• Living arrangements in a family home
or in a residence with special services 
for children and adolescents



Three different acts for people with ID

• the LSS-Act for support and service for certain disability (for all ages, 
municipalities' responsibility)

• the Social Services Act (for persons 65 years old or above, 
municipalities' responsibility) 

• the Health and Medical Services Act (for all ages, county councils’ 
responsibility)



Ethical considerations before project start
• Ethical approval from The Regional Ethical Review Board in Lund
• Ads in a newspapers about the study and how to withdraw  
• Additional ethical reviews by Statistics Sweden and Swedish National 

Board of Health and Welfare
• Anonymized dataset
• Encrypted data files stored on external hard drives
• Analyzed on computers without internet access



Validity of the registers

• Poor validity for some of the registries for some of the years (i.e. Social 
Services)

• Lacking information for certain registers (i.e. primary care)
• Registers connected to reimbursement system -> higher validity
• Administrative registers (of which municipalities are responsible for) are 

less fitted for research purposes. 



Linking of the data

• Everyone who is registered as a resident in Sweden receives a personal identity 
number as an identifier

• Number based of date of birth and four additional numbers 
• Same number whole life
• Used for communication between government authorities, private companies, 

other organizations, and citizens. 

Example:

https://en.wikipedia.org/wiki/Personal_identity_number_(Sweden)
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Prevalence of ID among men and women
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Prevalence of ID for people by age group and sex
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Prevalence of ID
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• The prevalence of ID among older individuals aged 55+ in Sweden 
increased from 2004 to 2012. 

• The prevalence was consistently higher among men, and the gender 
gap increased slightly in recent years. 

• Age-specific prevalence estimates showed ID to be higher in younger 
age groups, and the gender gap decreased in older age groups. 

• The prevalence was higher in northern counties in Sweden (over 500 
individuals per 100 000 population aged 55+). 

• Higher prevalence areas were clustered in northern municipalities, 
whereas municipalities with high prevalence of older individuals with ID 
in the middle and southern regions of Sweden demonstrated a more 
widespread distribution.

Main Results - Prevalence of older people with intellectual 
disability in Sweden



The Total Population Register (RTB)

• Statistics Sweden
• Excerpt from the Tax Register
• Vital data on all people in Sweden

– Personal identification number
– Age
– Sex
– Residence (county, municipality, congregation, house)
– Civil status
– Etc
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The National Patient Register (NPR)

• In-patient care since 1987
– Recorded at discharge

• Outpatient visits since 2001
– Including day surgery and psychiatric care

• Patient data
• Geographical data
• Administrative data
• Medical data (ICD-10)
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Somatic healthcare utilization

Somatic healthcare utilisation patterns among older people with intellectual disability: an 11‐year register study.  Sandberg M, Ahlström G, Axmon A, Kristensson J. BMC Health Serv Res. 2016 Nov 9;16(1):642.



• In the younger age groups, the ID group had higher healthcare utilisation
compared with the general population sample, with higher risks for 
planned and unplanned somatic in- and outpatient care, particularly for 
unplanned inpatient care. 

• Decreasing healthcare utilisation were seen with age; with lower risks in 
the ID group for the oldest age groups. 

• In those with at least one health care visit, the ID group had a longer 
unplanned length of stay in the younger age groups, but fewer planned 
visits to physicians in somatic outpatient care compared with the control 
group.

Main results Somatic healthcare utilisation patterns 



The Prescribed Drug Register (PDR)

• All dispensed drugs since July 2005
• About 84% of all drug sales
• Patient data
• Geographical data
• Administrative data
• Medical data (ATC)
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Use of PIMs



• People with ID were more likely than the general population to be prescribed 
medications with most PIMs at least once during the study period, and also had 
more number of years with prescription.

• Except for benzodiazepines, those in the ID cohort with at least one prescription 
had larger amounts prescribed than those in the gPop cohort.

• Different pattern was seen for pain killers.
• People in the ID cohort were less likely than the general population to be 

prescribed non-steroidal anti-inflammatory drugs (NSAIDs). Among those with 
at least one prescription of NSAIDs, those in the ID cohort had prescriptions 
during fewer years and in lower amounts than those in the gPop cohort.

• People in the ID cohort were less likely to be prescribed tramadol than those in 
the gPop cohort, but there was no difference between the ID and gPop cohorts 
with regards to number of years with prescription.

Main results Prevalence and treatment of 
diabetes mellitus (DM) and hypertension (HT)
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People with dementia with certain prescriptions 

• Percentage of people with 
dementia with prescriptions of 
antipsychotics (grey dotted line), 
benzodiazepine derivatives (grey 
solid line), anti-cholinesterases
(black dotted line), and memantine
(black solid line) in a group of 
people with intellectual disability 
(ID; bottom) and a general 
population sample (gPop; top).



• People with ID/ASD and dementia were more likely than people with 
ID/ASD but without dementia to be prescribed antipsychotics (50% vs 
39% over the study period; odds ratio (OR) 1.85, 95% confidence interval 
1.13–30.3) and benzodiazepine derivatives (55% vs 36%; OR 2.42, 
1.48–3.98). 

• They were also more likely than people with dementia from the general 
population to be prescribed antipsychotics (50% vs 25%; OR 3.18,1.59–
6.34), but less likely to be prescribed Acetylcholinesterase inhibitor 
(AChEIs) (28% vs 45%; OR 0.32, 0.16–0.64).

Main results Use of antipsychotics, benzodiazepine 
derivatives, and dementia medication 



ID-Care/COV-ID project

• Two new projects using the same data
1. The overall aim is to investigate health care utilization and 30-day re-

admissions as an indicator of quality of care among people with intellectual 
disability (ID) a) in comparison with the general population, b) in relation 
to severity of ID, and c) in relation to presence of behavior impairment. 

2. The overall aim of this study is to assess the effects of the Covid-19 
pandemic on access to service and support, health care utilization, and 
causes of death among people with intellectual disability (ID). 

• Unlike the previous project, this project till include
– People in all ages
– Primary health care data
– Not only ‘survivors’ 



https://commons.wikimedia.org/wiki/File:Sweden_in_Europe_(‐rivers_‐mini_map).svg

• Population 1,389,336 (Dec 31, 
2020)

• Area 10,939 km2 (c.f. Connecticut 
at 14,357 km2)

• 3% of Sweden’s area but 13% of 
the population (second‐most
densely populated area)

• Regional council ”Region Skåne”

• Largest city Malmö (population ≈ 
300,000), Sweden’s third largest
city

Scania / Skåne



Map from https://upload.wikimedia.org/wikipedia/commons/b/b3/Sk%C3%A5ne_County.png
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