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In December 2025 
 

144 000 
Individuals with dementia or MCI 

 
 

58 memory clinics (100%) 
933 primary care units (78%) 

754 nursing homes 
200 home care units  

National quality registry to improve 
diagnostics, treatment and care of people 
with dementia in Sweden 
 
Includes patients at the time of the 
dementia diagnosis or MCI and follow-ups 
Main purpose: to improve health care and 
care based on national guidelines 
Cover 35-40% of the estimated incident 
dementia cases/year–but ca 50% of 
expected cases are undetected 
 
Financed through the Swedish Association 
of Local Authorities and Regions 

SveDem, the Swedish registry for 
cognitive/dementia disorders, www.svedem.se 



  

SveDem - structure 
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Follow-up  

at least once a year 
 
 
 

Follow-up can be done even if a basic 
registration is not done before 
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at least once a year 
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Unit-based reports Unit-based reports Unit-based reports 

 

Annual report from SveDem 
 

New 
Alzheimer 
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as often as 

needed 

 
Primary care 
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Follow-up  
at least once a year 

Unit-based reports 



  

Dementia work-up according to  
National guidelines 
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Basic dementia work-up 
Primary care 
 
• Patient history 
• Physical examination 
• Routine blood work 
• MMSE and clock test 
• Evaluation of functional ability 
• CT brain scan 

 

 
 

Extended work-up 
Memory clinic 
 
• Extensive cognitive testing 
• MRI scan 
• Lumbar puncture-CSF analyses 
• PET 
• Genetic testing 
• Evaluation by speech, physio- 

therapist 



  

Registrations 
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• Patient flow efficacy in health 

system 
• Living conditions 
• Dementia investigations 

performed 
• Cognitive Assessment – MMSE, 

MOCA, RUDAS  
• Date of MCI or dementia 

diagnosis 
 

 
• Type of dementia disorder 

diagnosed 
• Treatment 
• Support from community  
• Annual follow-up 
• Specific care variables for nursing 

homes, home care 



  

Brief summary of the variables 

• A basic registration is made when the dementia diagnosis is established 
and then a follow-up at least once a year 

• We do not have direct transfer from medical record to SveDem 
• all registration is done manually 

• Answer options for most variables 
• Yes, No and Do not know 

• MMSE-SR, MoCA, RUDAS-S and Qualid – if yes; the value is filled in 
• For some variables, it is voluntary to fill in results 

• Cerebrospinal fluid – biomarkers 
• MRI and CT - atrophy degree 
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Current pharmacological treatment in 
Alzheimer’s disease 

• Guidelines by the Swedish national Board of Health and Welfare 
recommend for persons with Alzheimer´s disease (AD):  

 
 treatment with Cholinesterase-inhibitors (ChEIs) in mild to 

moderate AD 
 treatment with Memantine in moderate AD  

 
• The ChEIs currently in use: donepezil, galantamine and rivastigmine 
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Current Drug 
treatment in AD 
patients – target % ? 
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Current Drug 
treatment in AD 
patients – target 80% 
in specialist setting 
 



  

What is unique with SveDem and research?   
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Cognitive ability assessed (MMSE, MOCA, RUDAS)  
Access to data from specialist, primary care, nursing home, 

home care, ie follows person through whole chain of care 
Annual follow-up  
Registered by personal number 
Possibility to merge with multiple national registers such as  

• Swedish National Patient Registry  
• Prescribed Drug Registry  
• Total Population and Causes of death registry 
•  CSF-registry in Gothenburg  

 
Religa D, et al. PLoS One,  2015 



  

Long-term follow-up of new drugs is  
extremely important 

• Follow-up over a long period – several years 
 

• Track all individuals treated in real-world clinical practice 
• Are there effects on cognition after treatment for 1? 2? 3–5 years? 
• Has functional ability changed after 1? 2? 3–5 years? 
• Are there different outcomes among subgroups regarding age? Gender? 

Comorbidities? 
• Effects on biomarkers? 

 
• Compare with previous unique long-term follow-up data from SveDem of 

individuals with Alzheimer’s disease (AD) regarding cognition, mortality, 
etc. 
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Master's Courses in Dementia Care 
for Physicians 

A unique education that addresses a wide range of 

aspects, from the latest research, diagnosis and 

treatment to organisational models for dementia 

care. 

Karolinska Institutet – A medical university 
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ki.se/epe/dementia 



  

The new drug-module 

 
• The new Alzheimer’s medication module will be adapted to the 

recommendations for the current drug 
 

• User-friendly 
 

• Implemented first at specialist clinics 
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SveDem´s module for follow-up of  
new dementia drugs 
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Adapted to the  
recommendations for  
new drug in question 
User-friendly  
For specialist settings 

 



  

HMA/EMA multi-stakeholder workshop on 
Patient Registries for Alzheimer’s disease 
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From healthy aging  
to complex needs 
 
Thank you 
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