Supplement

For the purpose of this review we limited ourselves to the evidence available from Pubmed for 2017 and 2018 using the following search strategy: 

((((((((((((progression[Title/Abstract]) OR (Trajector*[Title/Abstract]) OR clinical course[Title/Abstract]) OR disease course[Title/Abstract]) OR Follow-Up Studies[MeSH Terms]) OR longitudinal studies[MeSH Terms]) OR ((disease progression[Title/Abstract]) OR disease progression[MeSH Terms]))) 

AND ("2017/1/1"[Date - Publication] : "3000"[Date - Publication])) 

AND ((dementia[Title/Abstract]) OR dementia[MeSH Terms]))) 

AND English[Language]))

 NOT (((animals[mh] NOT (animals[mh] AND humans[mh]))))

At October 21, 2018, this yielded 2507 hits, of which 224 remained after selection based on title only. Using title and abstract, 75 of these 224 were selected for consideration in this review. This selection was performed by one reviewer (RM). Articles were reviewed against the following eligibility criteria: the study had to include a study domain of non-institutionalized persons with dementia and to present longitudinal empirical data or present a systematic review of studies with empirical data on the progression in or occurrence of patient (relevant) outcomes such as cognition, functioning, quality of life, institutionalization and survival. This meant that studies evaluating the longitudinal progression in e.g. MRI or other biomarkers were excluded. Also healthcare utilization and palliative care during the dementia patient journey (other than institutionalization) were excluded from this review. Finally, studies evaluating the effect of treatment, intervention or intended effects were excluded from this review.

Glossary

Multiscale modelling: complex systems such as societies, economies, human beings or diseases can attempted to be modelled through identifying the crucial processes involved in the complex system occurring at different spatial and temporal scales (66).

NACC: National Alzheimer's Coordinating Center. Using data collected from the NIA-funded Alzheimer's Disease Centers (ADCs) across the United States, NACC has developed and maintains a large relational database of standardized clinical and neuropathological research data. The NACC database includes data from persons with dementia, mild cognitive impairment and healthy volunteers collected at and followed up through the ADCs that participate: https://www.alz.washington.edu/.

ADNI: The Alzheimer’s Disease Neuroimaging Initiative (ADNI) resources and data from the North American ADNI study include Alzheimer’s disease patients, mild cognitive impairment subjects, and elderly controls: http://adni.loni.usc.edu/ 
