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People live longer: 

* with a healthy life 
* with chronic illness



People live longer: 

* with a healthy life 
* with chronic illness 

… hence the number of people with age-related disorders like 
dementia, will increase.
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suggested that the true prevalence at baseline was likely to be 
much closer to the 7.5% recorded for 10 / 66 dementia than the 
0.9% prevalence according to DSM-IV criteria (20).

DEMENTIA SUBTYPES
The four commonest subtypes in order of frequency are Alzheimer’s 
disease, vascular dementia (VaD), dementia with Lewy bodies (DLB), 
and frontotemporal dementia (FTD). Estimates of the proportion of 
dementia cases attributable to each of these must be interpreted 
with caution since these are clinical diagnoses based on typical 
patterns of onset and course. It is difficult, particularly in epidemio-
logical studies, to gather all the necessary information for accurate 
subtype diagnosis. Neuroimaging biomarkers are routinely available 
for cerebrovascular disease, but imaging of amyloid plaques has 
only recently become available as a research technique. Evidence 
from neuropathological studies challenges the notion of discrete 
subtypes. Mixed pathologies are much more common than “pure” 
ones – particularly for Alzheimer’s disease and VaD, and Alzheimer’s 
disease and DLB (45). In one case series of over 1 000 post 
mortems, while 86% of all those with dementia had pathology 
related to Alzheimer’s disease, only 43% had pure Alzheimer’s 
disease, 26% had mixed Alzheimer’s disease and cerebrovascular 
pathology, and 10% had Alzheimer’s disease with cortical Lewy 
bodies (46). Findings were similar for those who had been given a 
clinical diagnosis of Alzheimer’s disease: “pure” VaD was compara-
tively rare (7.3%), and uncommon subtypes of dementia, including 
FTD, tended to be misdiagnosed in life as Alzheimer’s disease (46). 
Furthermore, the relationship between Alzheimer’s disease neuropa-

dardized to Western Europe, with an age-standardized prevalence 
of 1.9% for those aged 60 and over assuming that the prevalence 
for those aged 60–64, which was not assessed, was half that of 
those aged 65–74) (41). Prevalence was similarly low in rural Benin 
(2.4% age-standardized for age 65+ and 2.0% for age 60+ similarly 
estimated) (38). The prevalence in urban Benin was higher (4.3% 
and 3.5%) (40) and that recorded in cities in the Central African 
Republic (10.1% and 8.2%) and the Republic of the Congo (7.2% 
and 6.0%) was substantially higher (39). 

Current evidence therefore challenges the previous consensus that 
the prevalence of dementia was lower in LMIC (17), and strikingly so 
in some studies (16, 18). Methodological factors may be implicated. 
In the 10 / 66 Dementia Research Group studies (Box 2.1), the 
group’s 10 / 66 dementia diagnosis – developed, calibrated and 
validated in a 26-site pilot study (42) – was both more prevalent than 
that according to DSM-IV criteria, and more consistent between 
sites. The prevalence of DSM-IV dementia was particularly low in 
rural and less developed sites (20). It may be that milder dementia 
is under-detected in LMIC because of low awareness, high levels 
of support routinely provided to older people, and reluctance to 
report failings to outsiders, which could all contribute to difficulties 
in establishing the DSM-IV criterion of social and occupational 
impairment (18, 20). In Cuba, the criterion validity of the 10 / 66 
diagnosis was superior to that of DSM-IV which selectively missed 
mild and moderate cases (43). In India, the predictive validity of 
the 10 / 66 diagnosis was supported by high mortality after three 
years of follow-up, with survivors showing expected progression 
of cognitive impairment, disability and needs for care (44); this 
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FIG 2.3 Growth in numbers of people with dementia in high-income and low- and middle-income countries

Dementia - a public health priority (WHO, 2013)



Dementia / Major neurocognitive disorder: 

An umbrella term for cognitive symptoms, 

caused by various diseases, for instance Alzheimer’s disease.



Societal challenges as a consequence of increase of persons 
living with dementia 

* medical and social care 
* social participation and meaningful life



The last 25 years the emergence of an interdisciplinary research 
field concerned with dementia (sometimes called Dementia 
studies) with a focus on people living with dementia: 

- the experiences of people with dementia 
- coping with cognitive challenges 
- meaning making processes 
- living in the community 
- human rights 



Methodological creativity  
as many established methods 
have limitations 



This new interdisciplinary research have 

* researchers from psychology, sociology, nursing, philosophy, 
etc. 
* little contact with gerontological and aging research



Three areas of interest and research about dementia: 

* Public health 
* Citizenship 
* Organization of interaction/collaboration



Public health 

Van der Linden, M., & Juilerat Van der Linden, A.-C. (2018). A life-course and multifactorial approach to 
Alzheimer’s disease: Implications for research, clinical assessment and intervention practicies. 
Dementia, 17, 880-895.  

* the nature of Alzheimer’s disease 
* alternative explanations 
* clinical and policy implications



* Citizenship 

Bartlett, R., & O'Connor, D. (2007). From personhood to citizenship: Broadening the lens for dementia 
practice and research. Journal of Aging Studies, 21, 107-118.  

* Personhood 
* Citizenship 
* ”Inclusive lens”



* Organization of interaction/collaboration 

Hydén, L. C. (2014). Cutting Brussels Sprouts: Collaboration involving persons with dementia. Journal of 
Aging Studies, 29, 115-123.  

* Focus on participation in joint activities (vs individual) 
* Situated activity ecology 
* Troubles and their management
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Thank you! 


