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• Informal care provided by family and friends of elderly AD patients is unpaid and usually underestimated. The current research highlights the impact of informal care and its associated cost on the total societal burden of AD, which is immense and subsequently increases with AD severity

• Alzheimer’s Disease (AD), a leading cause of dementia, is a progressive

disease of the brain that results in significant social and economic costs to

patients, caregivers, and society

• Caregivers may experience burden and stress under certain circumstanc-

es, but there are different thresholds for triggering caregiver burden

• Zarit and colleagues provided a useful definition: “The extent to which care-

givers perceive that caregiving has had an adverse effect on their

emotional, social, financial, physical, and spiritual functioning”

• The review followed the standard methodology for conducting reviews

as per National Institute for Health and Care Excellence (NICE),

Cochrane Handbook, and PRISMA guidelines

• Embase
®
 and MEDLINE

®
 were searched for English language studies

conducted in the US and published between Jan 2011 and Jan 2023, 

providing the informal caregiver time and associated IC 

• The SLR followed two review and quality control process as

recommended by various HTAs

• Figure 1 presents the eligibility criteria for selection of evidence • Bergvall, N., Brinck, P. et al. Relative importance of patient disease indicators on informal care and caregiver burden in Alzheimer's dis-
ease. International Psychogeriatrics 23.1 (2011): 73-85
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• Kannan, H., Bolge, S.C. et al. The association between Alzheimer's disease symptom severity and caregiver outcomes: a cross-sectional
study. The primary care companion for CNS disorders vol. 13,3 (2011)

• Gustavsson, A., Brinck, P. et al. Predictors of costs of care in Alzheimer's disease: a multinational sample of 1222 patients. Alzheimer's & de-
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• Robinson, R.L., Rentz, D.M. et al. Costs of Early Stage Alzheimer's Disease in the United States: Cross-Sectional Analysis of a Prospective
Cohort Study (GERAS-US)1. Journal of Alzheimer's disease : JAD vol. 75,2 (2020): 437-450

• Robinson, R.L., Rentz, D.M. et al. Baseline findings from GERAS-US: a longitudinal cohort study of resource use and costs of mild cognitive
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The systematic literature review (SLR) aimed to identify studies conducted in 

the US evaluating the informal caregiver time and associated indirect costs 

(IC) in patients with AD 
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Figure 1: Prespecified PICOS eligibility criteria for selection of evidence 

• Figure 3 presents the informal care time reported

across the included studies

• The median informal care time was 4.78 hours/day

(range 0.97-10.82)

Records identified during database searching

(n= 490)

Embase® and Medline® (n=460)

Medline-in-process® (n=30)

Records screened based on title and abstract

(n=486)

Full text articles assessed for eligibility

(n=22)

Records excluded

(n=464)

Review/editorial (n=105)

Animal/In-vitro (n=05)

Study design (n=123)
Disease (n=58)

Language (n=09)

Publication date before 2011  (n=122)

Country NOI (n=42)

Final inclusion

5 studies of 6 publications

Records excluded

(n=16)

Qualitative data only (n=02)

Outcome (n=05)

Study design (n=06)
Country NOI (n=01)

No SGA country (n=02)
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Figure 2: PRISMA diagram for the screening process 

Study name Outcome Definition 

Gustavsson 

2011 
Lost leisure time 

The value of leisure time for the remainder of their 

stated active caregiving time (i.e., time spent on 

basic and instrumental Activities of Daily Living) 

Gustavsson 

2011 
Production loss 

The value of lost production for the reported period 

the caregivers gave up working to care for the pa-

tient 

Robinson 2020 

(GERAS-US) 

Indirect nonmedical re-

sources for study partners 

i.e. caregivers

Basic activities of daily living + Instrumental activi-

ties of daily living + Supervision 

Kannan 2011 Work productivity loss 

Lost work productivity as the number of missed 

work days specifically due to caregiving in the past 

6 months 

Table 1: Definition of the type of informal care reported across the included studies 
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Figure 3: Informal care time according to the severity across the included studies 
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Figure 4: Work productivity loss according to the severity (Kannan 2011) 

Figure 5: Informal care cost according to severity of dementia (Gustavsson 2011) 

• A PRISMA diagram for the screening process is

presented in Figure 2

• Out of 490 screened publications, five studies met the

inclusion criteria

• Informal care is the time the caregiver spends on Basic

and Instrumental Activities of Daily Living, supervision of

AD patient, and lost production by the caregiver (Table 1).

The cost of informal care is considered an indirect cost

• The work productivity loss increased with AD severity

as presented in Figure 4 and ranged between one day

(mild AD) to 9.3 days (severe AD)

• Informal caregiver cost was reported as the main contributor to the total societal cost

(>50%) incurred by community-dwelling AD patients, which increased with disease severity,

i.e., highest in severe AD (£1,168 of £1,837, 63.5%) and lowest in mild AD group (£630 of

£1,204, 52.3%) (Figure 5)

• A statistically significant increase in indirect informal care cost was observed with advanced

severity, i.e., AD patients with mild dementia reported higher indirect costs than AD patients

with mild cognitive impairment ($1,912 vs. $865, p<0.001)
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MMSE: Mini Mental State Examination 

POPULATION

Caregivers of Alzheimer’s disease patients 

irrespective of age, gender, and ethnicity

INTERVENTION AND 

COMPARATOR

No restriction

OUTCOME

Informal caregiver cost, indirect cost, work 

productivity loss (absenteeism, presenteeism)

STUDY DESIGN

Cross-sectional survey, Database studies, and 

Observational studies, Cost studies
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