Supplementary Material

A Literature Review on the Burden of Alzheimer’s Disease on Care Partners

Supplementary Table 1. Electronic search strings

Systematic review 1: Burden of AD on care partners including QoL and impact on work, school,
and everyday life, including absenteeism, presenteeism, and humanistic and economic burden of
AD

((((““Alzheimer Disease”’[MeSH Terms] OR (“alzheimer”[All Fields] AND “disease”[All Fields])
OR “Alzheimer Disease”[All Fields] OR (“alzheimer s”[All Fields] AND “disease”[ All Fields]) OR
“alzheimer s disease”[All Fields] OR “Alzheimer Disease”’[MeSH Terms]) AND (“quality of
life”[MeSH Terms] OR (“quality”[All Fields] AND “life”[All Fields]) OR “quality of life”’[All
Fields] OR “burden”[All Fields] OR “QoL”[All Fields] OR “PROMSs”[All Fields] OR “patient-
reported outcome”[All Fields] OR “patient-reported outcomes”[All Fields]) AND (“caregiver s”[All
Fields] OR “caregivers”’[MeSH Terms] OR “caregivers”[All Fields] OR “caregiver’[All Fields] OR
“caregiving”’[All Fields] OR (“caregivers”’[Mesh Terms] OR “caregivers”’[All Fields] OR
“carer”[All Fields] OR “carers”[All Fields] OR “carer s”[All Fields]))) NOT “Review”’[Publication
Type]) NOT “systematic review”[Title/Abstract]) NOT “meta-analysis”’[Title/Abstract]) AND
“English”[Language] AND 2010/01/01:3000/12/31[Date - Publication]

Systematic reviews 2 and 3: Cost of AD (indirect and direct) and healthcare resource use*

((((““Alzheimer Disease”’[MeSH Terms] OR (“alzheimer”[All Fields] AND “disease”[All Fields])
OR “Alzheimer Disease”[All Fields] OR (“alzheimer s”’[All Fields] AND “disease”[All Fields]) OR
“alzheimer s disease”[All Fields] OR “Alzheimer Disease”[MeSH Terms]) AND

“economics”’[MeSH Subheading] OR “economics”[All Fields] OR “cost”[All Fields] OR “costs
and cost analysis”’[MeSH Terms] OR (“costs”’[All Fields] AND “cost”[All Fields] AND
“analysis”’[All Fields]) OR “costs and cost analysis”[All Fields] OR “resource utilisation”[All
Fields] OR “economic burden”[All Fields] OR “expenses”[All Fields] OR “out of pocket”[All
Fields])) NOT “Review”’[Publication Type]) NOT “systematic review”’[ Title/Abstract]) NOT
“meta-analysis”’[Title/Abstract]) AND “English”[Language] AND 2010/01/01:3000/12/31[Date -
Publication]

*The same search strings were used for the cost and healthcare resource use reviews, but data
extraction was performed separately for each review.
AD, Alzheimer's disease; QoL, quality of life.



Supplementary Table 2. Supplementary targeted searches: Search terms

Disease term

Population terms

Outcome terms

Alzheimer’s disease

Care partner
Caregiver
Carer

Family member
Spouse

Quality of life
Health-related quality of life
Utility score

Impact

Burden

Health

Health status
Comorbidities
Economic impact
Economic burden
Indirect cost

Societal cost
Healthcare resource use




Supplementary Table 3. Supplementary targeted searches: Eligibility criteria

Patient population

Intervention/Comparator
Outcomes

Study design

Reference types

Date restrictions
Language restrictions
Country

Care partners of individuals with Alzheimer’s disease (from mild
cognitive impairment to severe dementia of the Alzheimer’s type)
None
o Care partner health, including comorbidities
o Care partner quality of life, including both quantitative and
qualitative assessments
o Economic impact on care partners, including healthcare
resource use
Observational/RWE studies will be included
Interventional studies will be excluded
Primary manuscripts and congress publications, systematic
literature reviews and meta-analyses will be included
Exclusion: animal/in vitro studies, case reports and case series,
and review articles
2021-2022
English language
No restriction

RWE, real-world evidence



Supplementary Table 4. Supplementary targeted searches: Search terms

Study characteristic Number of studies identified in ~ Number of studies identified
SLR (references) in supplementary searches
(references)
Geographic origin
Europe 48 [1-48] 11 [49-59]
Asia 29 [60-88] 8 [76, 89-95]
USA 24 [96-119] 8 [120-127]
Canada 3[128-130] 1[131]
Australia 2 [132, 133] 0
South America 6 [134-139] 2 [140, 141]
Study design
Cross-sectional 56 [1, 8,9, 11, 12, 15, 16, 27, 28, 28 [49, 50, 52-59, 89-95,
31, 40, 45, 48, 60, 61, 64-66, 68, 120, 122-127, 131, 140, 141,
71-75, 77-82, 84, 85, 87, 88, 96, 145]

97,99, 102, 104, 105, 108, 110,
112,115-117, 128, 129, 133, 134,
136, 137, 139, 142-144]

Interventional controlled 7[5, 6, 13, 63, 86, 135, 138, 146] 0
Longitudinal observational 28 [2, 4, 7, 10, 14, 18, 19, 22, 25, 4 [51, 76, 121, 148]

26, 29, 30, 32, 33, 36, 39, 42-44,

46, 47, 62, 68, 76, 103, 106, 1009,

111, 113, 114, 130, 132, 147]

SLR, systematic literature review



Supplementary Table 5. Key studies addressing each research question

Research First author and Country, Setting Number of Follow- Care

question year design care partners up partner

of individuals outcomes
with AD?

1) How does Montgomery et Japan, cross-  Community 300 NA EQ-5D
caring foran  al. (2018) [75] sectional PHQ-9
individual Liao etal. (2020)  China, cross- Hospital, 206 NA WHOQOL-
with AD [72] sectional care home, BREF
affect care and ZBI
partners’ community SSRS
QoL? Froelich et al. Multinational ~ Community 616 Up to 24 EQ-5D

(2021) [148]° (Germany, months ZBI
Spain, UK), Time spent
prospective caregiving

observational

Tentorio et al. Italy, NR 69 1 year RSS

(2020) [42]° prospective BDI

observational NPI sub-
item ‘stress’
STAI-Y
CBI
Nakanishi et al. Japan, Community 553 18 ZBI
(2021) [76]° prospective months Informal
observational care costs
Time spent
caregiving
Liu etal. (2017) China, cross- Outpatient 309 NA PHQ-9
[73]° sectional clinic GAD-7
PSQI
ZBI
Okuda et al. Japan, cross- NR 496 NA BIC-11
(2019) [78]° sectional PSQI
PHQ-9
SF-12 v2
Athanasiadou et Greece, cross-  Community 60 NA CWSv2
al. (2021) [49]° sectional (81.4%);
other NR

2) How does Montgomery et Japan, cross-  Community 300 NA EQ-5D
caring for an al. (2018) [75] sectional PHQ-9
individual Socci et al. Italy, Community 146 12 CBI
with AD (2021) [36] retrospective months HADS
affect care observational SF-12
partners’
physical
health?

3) How does Wimo et al. Multinational ~ Community 1497 None Informal
caring for an (2013) [47] (France, (baseline  care costs
individual Germany, data) Healthcare
with AD UK), resource
affect care prospective use
partners’ observational




cost burden Nakanishi et al. Japan, Community 553 None Informal
and (2020) [147] prospective (baseline  care costs
healthcare observational data) Healthcare
resource resource
use? use
Time for
ADL
Olazaran et al. Spain, Community 380 6 Informal
(2017) [25] prospective months care costs
observational Healthcare
resource
use
4) To what Ashrafizadeh et Iran, cross- Community 11 NA Bespoke
extent do al. (2021) [89] sectional interview
care partners on
of people caregiving
with AD experience
experience Athanasiadou et ~ Greece, cross-  Community 60 NA CWSv2
work al. (2021) [49]° sectional (81.4%);
impairment? other NR
5) What Ikeda et al. Japan, Japanese ~2.588 lyear  Productivity
aspects of (2021) [67] modelling population million loss
caregiving study
contribute to Olazaran et al. Spain, Community 380 6 Informal
informal (2017) [25] prospective months care costs
care costs? observational Healthcare
resource
use
6) What is the Montgomery et Japan, cross-  Community 300 NA EQ-5D
relationship al. (2018) [75] sectional PHQ-9
betweenthe  Yinetal. (2021)  China, cross- Hospital 300 NA ZBI
patient’s AD [84] sectional
severity and Bergvall et al. Multinational ~ Community 866 NA Caregiver
the impacts (2011) [142] (Spain, time ZBI
on the care Sweden, UK,
partner, in USA), cross-
terms of sectional
their health, Kicukgucliet  Turkey, cross-  Outpatient 90 NA CBI
QoL, costs, al. (2017) [70] sectional clinic
and resource Reed et al. Multinational ~ Community 1495 18 ZBI
use? (2017) [32] (France, months EQ-5D
Germany, Informal
UK), care costs
prospective HCRU
observational Caregiver
time
Sinha et al. India, cross- Outpatient 32 NA ZBI
(2017) [79] sectional clinic GHQ
7) To what Wimo et al. Multinational ~ Community 1497 None Informal
extent does (2013) [47] (France, (baseline  care costs
informal Germany, data) Healthcare
caregiving UK), resource
contribute to prospective use
the total observational




societal Kongpakwattana Thailand, Hospital 148 6 Informal

costs etal. (2019) [69]  retrospective months care costs
associated observational Caregiver
with AD? with cross- time
sectional
interview
Yuetal. (2021) China, cross- Hospital NR NA Informal
[87] sectional care costs

*Only data focusing exclusively on care partners of individuals with AD are included in this table; "Study reports
burden instrument outcomes — does not map strictly to this research question but included due to volume of evidence
identified; “Study reports mental health outcomes — does not map strictly to this research question but included due
to volume of evidence identified.

AD, Alzheimer’s disease; ADL, Activities of Daily Living; CWSv2, Carer Well-Being and Support Questionnaire
version 2; GHQ, General Health Questionnaire; HCRU, healthcare resource use; NA, not applicable; NR, not
reported; RSS, Relative Stress Scale; SSRS, Social Support Rating Scale



Supplementary Table 6. Instruments measuring care partner burden

Instrument

Overview

Burden Index of Caregivers
(BIC)

9-item Patient Health
Questionnaire (PHQ-9)

Pittsburgh Sleep Quality Index
(PSQI)

EQ-5D

Delirium Burden instrument for
care partners (DEL-B-C)

World Health Organization
Quality of Life Questionnaire
(WHOQOL)

12-1tem Short-Form Health
Survey version 2 (SF-12v2)

Caregiver Activity Survey

The BIC comprises 11 items covering 5 domains and was
designed to reflect circumstances faced by caregivers of patients
with intractable neurological conditions in Japan [149]

The PHQ-9 is used to measure depression severity. Each of the 9
statements is rated from 0 (not at all) to 3 (nearly every day), with
scores of 5, 10, 15, and 20 representing mild, moderate,
moderately severe, and severe depression, respectively [150]

The PSQI measures sleep quality and disturbances over a 1-month
time interval. Nineteen individual items generate seven
"component” scores; the sum of scores for these seven
components yields one global score, ranging from 0 to 21 (higher
scores indicate poorer sleep quality) [151]

The EQ-5D is a widely used instrument for measuring health-
related quality of life across a range of medical conditions and
populations [152]

The DEL-B-C contains 8 questions pertaining to experience as a
care partner for a patient with delirium, and is measured on a 0—
40-point scale (higher scores indicate higher burden) [153]

The WHOQOL is a cross-cultural quality of life assessment tool
[154]

The SF-12v2 is a generic 12-item physical and mental health
questionnaire covering 8 domains; each health domain score
contributes to the Physical Component Summary (PCS) and
Mental Component Summary (MCS) scores [155]

The Caregiver Activity Survey measures time spent caring for
individuals with AD, and consists of 6 items (communicating with
the person, using transportation, eating, dressing, looking after
one's appearance and supervising the person) [156]

AD, Alzheimer’s disease



Supplementary Table 7. Monthly cost of caretaking was similar across countries and studies

Mean cost per Disease severity*

month, Euros Mild AD dementia Moderate AD dementia Severe AD dementia
High 1050 (Spain) [25] 1329 (Germany) [47] 2376 (Germany) [47]
Low 643 (Germany) [47] 804 (France) [47] 1338" (Japan) [76]

*Based on Mini-Mental State Examination scores of 21-26 (mild), 15-20 (moderate), and < 15
(moderately severe to severe): "Value converted from USD to Euros.
AD, Alzheimer's disease; USD, US dollars



Supplementary Figure 1. PRISMA flow diagram: Care partner burden SLR.
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Supplementary Figure 2. PRISMA flow diagram: Cost burden SLR.
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Supplementary Figure 3. PRISMA flow diagram: Healthcare resource use SLR.
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Supplementary Figure 4. Distribution of mean ZBI-22 scores.

60 —
50 * Moderate to severe burden
L
®
® 40 F----------m-mmm - S
3
] o
C,:“, 30 . Mild to moderate burden
G
0]
= 20 - e
10 - ° Little to mild burden
0 T T T
Americas Asia Europe

Each data point represents one study.
ZBI, Zarit Burden Interview; ZBI1-22, 22-item Zarit Burden Interview

13



REFERENCES

[1]

[2]

[3]

[4]

[5]

[6]

[7]

[8]

Belger M, Haro JM, Reed C, Happich M, Argimon JM, Bruno G, Dodel R, Jones RW,
Vellas B, Wimo A (2019) Determinants of time to institutionalisation and related
healthcare and societal costs in a community-based cohort of patients with Alzheimer's
disease dementia. Eur J Health Econ 20, 343-355.

Briiggenjirgen B, Andersohn F, Burkowitz J, Ezzat N, Gaudig M, Willich SN (2016)
Cohort study on predictors of need for nursing care in Alzheimer's disease: an analysis of
healthcare data. J Alzheimers Dis 54, 1365-1372.

Briiggenjlrgen B, Andersohn F, Ezzat N, Lacey L, Willich S (2015) Medical
management, costs, and consequences of Alzheimer's disease in Germany: an analysis of
health claims data. J Med Econ 18, 466-473.

Bruno G, Mancini M, Bruti G, Dell'Agnello G, Reed C (2018) Costs and resource use
associated with Alzheimer's disease in Italy: Results from an observational study. J Prev
Alzheimers Dis 5, 55-64.

Chiatti C, Furneri G, Rimland JM, Demma F, Bonfranceschi F, Cassetta L, Masera F,
Cherubini A, Corsonello A, Lattanzio F (2015) The economic impact of moderate stage
Alzheimer's disease in Italy: evidence from the UP-TECH randomized trial. Int
Psychogeriatr 27, 1563-1572.

Chiatti C, Rimland JM, Bonfranceschi F, Masera F, Bustacchini S, Cassetta L (2015) The
UP-TECH project, an intervention to support caregivers of Alzheimer's disease patients
in Italy: preliminary findings on recruitment and caregiving burden in the baseline
population. Aging Ment Health 19, 517-525.

Conde-Sala JL, Turro-Garriga O, Calvo-Perxas L, Vilalta-Franch J, Lopez-Pousa S,
Garre-Olmo J (2014) Three-year trajectories of caregiver burden in Alzheimer's disease. J
Alzheimers Dis 42, 623-633.

D'Onofrio G, Sancarlo D, Addante F, Ciccone F, Cascavilla L, Paris F, Picoco M,
Nuzzaci C, Elia AC, Greco A, Chiarini R, Panza F, Pilotto A (2015) Caregiver burden
characterization in patients with Alzheimer's disease or vascular dementia. Int J Geriatr
Psychiatry 30, 891-899.

14



[9]

[10]

[11]

[12]

[13]

[14]

[15]

[16]

[17]

Darba J, Kaskens L, Lacey L (2015) Relationship between global severity of patients
with Alzheimer's disease and costs of care in Spain; results from the co-dependence study
in Spain. Eur J Health Econ 16, 895-905.

Darba J, Marsa A (2021) Hospital incidence, mortality and costs of Alzheimer's disease
in Spain: a retrospective multicenter study. Expert Rev Pharmacoecon Outcomes Res 21,
1101-1106.

Dauphinot V, Delphin-Combe F, Mouchoux C, Dorey A, Bathsavanis A, Makaroff Z,
Rouch I, Krolak-Salmon P (2015) Risk factors of caregiver burden among patients with
Alzheimer's disease or related disorders: a cross-sectional study. J Alzheimers Dis 44,
907-916.

Dauphinot V, Garnier-Crussard A, Moutet C, Delphin-Combe F, Spath HM, Krolak-
Salmon P (2021) Determinants of medical direct costs of care among patients of a
memory center. J Prev Alzheimers Dis 8, 351-361.

Donath C, Luttenberger K, Graessel E, Scheel J, Pendergrass A, Behrndt EM (2019) Can
brief telephone interventions reduce caregiver burden and depression in caregivers of
people with cognitive impairment? - long-term results of the German day-care study
(RCT). BMC Geriatr 19, 196.

Faes K, Cohen J, Annemans L (2018) Resource use during the last 6 months of life of
individuals dying with and of Alzheimer's disease. J Am Geriatr Soc 66, 879-885.
Garcia-Alberca JM, Cruz B, Lara JP, Garrido V, Gris E, Lara A, Castilla C (2012)
Disengagement coping partially mediates the relationship between caregiver burden and
anxiety and depression in caregivers of people with Alzheimer's disease. Results from the
MALAGA-AD study. J Affect Disord 136, 848-856.

Garcia-Alberca JM, Lara JP, Berthier ML (2011) Anxiety and depression in caregivers
are associated with patient and caregiver characteristics in Alzheimer's disease. Int J
Psychiatry Med 41, 57-69.

Garzén-Maldonado FJ, Gutiérrez-Bedmar M, Serrano-Castro V, Requena-Toro MV,
Padilla-Romero L, Garcia-Casares N (2017) An assessesment of telephone assistance

systems for caregivers of patients with Alzheimer's disease. Neurologia 32, 595-601.

15



[18]

[19]

[20]

[21]

[22]

[23]

[24]

[25]

[26]

[27]

[28]

Gombault-Datzenko E, Gallini A, Carcaillon-Bentata L, Fabre D, Nourhashemi F,
Andrieu S, Rachas A, Gardette V (2020) Alzheimer's disease and related syndromes and
hospitalization: a nationwide 5-year longitudinal study. Eur J Neurol 27, 1436-1447.
Haro JM, Kahle-Wrobleski K, Bruno G, Belger M, Dell'Agnello G, Dodel R, Jones RW,
Reed CC, Vellas B, Wimo A, Argimon JM (2014) Analysis of burden in caregivers of
people with Alzheimer's disease using self-report and supervision hours. J Nutr Health
Aging 18, 677-684.

Hoogveldt B, Rive B, Severens J, Maman K, Guilhaume C (2011) Cost-effectiveness
analysis of memantine for moderate-to-severe Alzheimer's disease in the Netherlands.
Neuropsychiatr Dis Treat 7, 313-317.

Kiencke P, Daniel D, Grimm C, Rychlik R (2011) Direct costs of Alzheimer's disease in
Germany. Eur J Health Econ 12, 533-539.

Lenox-Smith A, Reed C, Lebrec J, Belger M, Jones RW (2016) Resource utilisation,
costs and clinical outcomes in non-institutionalised patients with Alzheimer's disease: 18-
month UK results from the GERAS observational study. BMC Geriatr 16, 195.
Maresova P, Klimova B, Novotny M, Kuca K (2016) Alzheimer's and Parkinson's
diseases: expected economic impact on Europe-a call for a Uniform European Strategy. J
Alzheimers Dis 54, 1123-1133.

Mohelska H, Maresova P, Valis M, Kuca K (2015) Alzheimer's disease and its treatment
costs: case study in the Czech Republic. Neuropsychiatr Dis Treat 11, 2349-2354.
Olazaran J, Aglera-Ortiz L, Argimon JM, Reed C, Ciudad A, Andrade P, Dilla T (2017)
Costs and quality of life in community-dwelling patients with Alzheimer's disease in
Spain: results from the GERAS 11 observational study. Int Psychogeriatr 29, 2081-2093.
Pefia-Longobardo LM, Oliva-Moreno J (2015) Economic valuation and determinants of
informal care to people with Alzheimer's disease. Eur J Health Econ 16, 507-515.
Pudelewicz A, Talarska D, Baczyk G (2019) Burden of caregivers of patients with
Alzheimer's disease. Scand J Caring Sci 33, 336-341.

Raccichini A, Spazzafumo L, Castellani S, Civerchia P, Pelliccioni G, Scarpino O (2015)
Living with mild to moderate Alzheimer patients increases the caregiver's burden at 6
months. Am J Alzheimers Dis Other Demen 30, 463-467.

16



[29]

[30]

[31]

[32]

[33]

[34]

[35]

[36]

[37]

Rapp T, Andrieu S, Chartier F, Deberdt W, Reed C, Belger M, Vellas B (2018) Resource
use and cost of Alzheimer's disease in France: 18-month results from the GERAS
observational study. Value Health 21, 295-303.

Rapp T, Andrieu S, Molinier L, Grand A, Cantet C, Mullins CD, Vellas B (2012)
Exploring the relationship between Alzheimer's disease severity and longitudinal costs.
Value Health 15, 412-419.

Rapp T, Grand A, Cantet C, Andrieu S, Coley N, Portet F, Vellas B (2011) Public
financial support receipt and non-medical resource utilization in Alzheimer's disease
results from the PLASA study. Soc Sci Med 72, 1310-1316.

Reed C, Barrett A, Lebrec J, Dodel R, Jones RW, Vellas B, Wimo A, Argimon JM,
Bruno G, Haro JM (2017) How useful is the EQ-5D in assessing the impact of caring for
people with Alzheimer's disease? Health Qual Life Outcomes 15, 16.

Reed C, Happich M, Argimon JM, Haro JM, Wimo A, Bruno G, Dodel R, Jones RW,
Vellas B, Belger M (2017) What drives country differences in cost of Alzheimer's
disease? An explanation from resource use in the GERAS study. J Alzheimers Dis 57,
797-812.

Reese JP, Hessmann P, Seeberg G, Henkel D, Hirzmann P, Rieke J, Baum E, Dannhoff
F, Muller MJ, Jessen F, Geldsetzer MB, Dodel R (2011) Cost and care of patients with
Alzheimer's disease: clinical predictors in German health care settings. J Alzheimers Dis
27, 723-736.

Skoéldunger A, Wimo A, Sjogren K, Bjork S, Backman A, Sandman PO, Edvardsson D
(2019) Resource use and its association to cognitive impairment, ADL functions, and
behavior in residents of Swedish nursing homes: Results from the U-Age program
(SWENIS study). Int J Geriatr Psychiatry 34, 130-136.

Socci M, Principi A, Di Rosa M, Carney P, Chiatti C, Lattanzio F (2021) Impact of
working situation on mental and physical health for informal caregivers of older people
with Alzheimer's disease in Italy. Results from the UP-TECH longitudinal study. Aging
Ment Health 25, 22-31.

Sggaard R, Sgrensen J, Waldorff FB, Eckermann A, Buss DV, Phung KT, Waldemar G
(2014) Early psychosocial intervention in Alzheimer's disease: cost utility evaluation
alongside the Danish Alzheimer's Intervention Study (DAISY). BMJ Open 4, e004105.

17



[38]

[39]

[40]

[41]

[42]

[43]

[44]

[45]

[46]

Sggaard R, Segrensen J, Waldorff FB, Eckermann A, Buss DV, Waldemar G (2014) Cost
analysis of early psychosocial intervention in Alzheimer's disease. Dement Geriatr Cogn
Disord 37, 141-153.

Sopina E, Spackman E, Martikainen J, Waldemar G, Sgrensen J (2019) Long-term
medical costs of Alzheimer's disease: matched cohort analysis. Eur J Health Econ 20,
333-342.

Svendsboe E, Terum T, Testad I, Aarsland D, Ulstein I, Corbett A, Rongve A (2016)
Caregiver burden in family carers of people with dementia with Lewy bodies and
Alzheimer's disease. Int J Geriatr Psychiatry 31, 1075-1083.

Taipale H, Purhonen M, Tolppanen AM, Tanskanen A, Tiihonen J, Hartikainen S (2016)
Hospital care and drug costs from five years before until two years after the diagnosis of
Alzheimer's disease in a Finnish nationwide cohort. Scand J Public Health 44, 150-158.
Tentorio T, Dentali S, Moioli C, Zuffi M, Marzullo R, Castiglioni S, Franceschi M
(2020) Anxiety and depression are not related to increasing levels of burden and stress in
caregivers of patients with Alzheimer's disease. Am J Alzheimers Dis Other Demen 35,
1533317519899544.

Valimaki T, Martikainen J, Hongisto K, Fraunberg M, Hallikainen I, Sivenius J,
Vehvildinen-Julkunen K, Pietila AM, Koivisto AM (2014) Decreasing sense of coherence
and its determinants in spousal caregivers of persons with mild Alzheimer's disease in
three year follow-up: ALSOVA study. Int Psychogeriatr 26, 1211-1220.

Vélimaki TH, Martikainen JA, Hallikainen IT, VVéatéainen ST, Koivisto AM (2015)
Depressed spousal caregivers have psychological stress unrelated to the progression of
Alzheimer disease: A 3-year follow-up report, Kuopio ALSOVA study. J Geriatr
Psychiatry Neurol 28, 272-280.

Vellone E, Piras G, Venturini G, Alvaro R, Cohen MZ (2012) The experience of quality
of life for caregivers of people with Alzheimer's disease living in Sardinia, Italy. J
Transcult Nurs 23, 46-55.

Wimo A, Belger M, Bon J, Jessen F, Dumas A, Kramberger MG, Jamilis L, Johansson G,
Rodrigo Salas A, Rodriguez Gomez O, Sannemann L, Stoekenbroek M, Gurruchaga
Telleria M, Valero S, Vermunt L, Waterink L, Winblad B, Visser PJ, Zwan M, Boada M

18



[47]

[48]

[49]

[50]

[51]

[52]

[53]

[54]

[55]

(2021) A cost-consequence analysis of different screening procedures in Alzheimer's
disease: results from the MOPEAD Project. J Alzheimers Dis 83, 1149-1159.

Wimo A, Reed CC, Dodel R, Belger M, Jones RW, Happich M, Argimon JM, Bruno G,
Novick D, Vellas B, Haro JM (2013) The GERAS Study: a prospective observational
study of costs and resource use in community dwellers with Alzheimer's disease in three
European countries--study design and baseline findings. J Alzheimers Dis 36, 385-399.
Zucchella C, Bartolo M, Pasotti C, Chiapella L, Sinforiani E (2012) Caregiver burden
and coping in early-stage Alzheimer disease. Alzheimer Dis Assoc Disord 26, 55-60.
Athanasiadou E, Tsaloglidou A, Koukourikos K, Papathanasiou IV, lliadis CH, Frantzana
A, Fradelos E, Kourkouta L (2021) Care of patients with Alzheimer's disease. Adv Exp
Med Biol 1339, 9-20.

Contreras M, Mioshi E, Kishita N (2022) What are the educational and support needs of
family carers looking after someone in the early stages of Alzheimer's disease? A
qualitative retrospective approach. Health Soc Care Community 30, 1726-1734.
Dauphinot V, Potashman M, Levitchi-Benea M, Su R, Rubino I, Krolak-Salmon P (2022)
Economic and caregiver impact of Alzheimer's disease across the disease spectrum: a
cohort study. Alzheimers Res Ther 14, 34.

Gbomez-Gallego M, Gomez-Gallego JC (2021) Predictors of caregiver burden of patients
with Alzheimer disease attending day-care centres. Int J Environ Res Public Health 18,
10707.

Hernandez-Padilla JM, Ruiz-Fernandez MD, Granero-Molina J, Ortiz-Amo R, Lopez
Rodriguez MM, Fernandez-Sola C (2021) Perceived health, caregiver overload and
perceived social support in family caregivers of patients with Alzheimer's: Gender
differences. Health Soc Care Community 29, 1001-1009.

Pereira MG, Abreu AR, Rego D, Ferreira G, Lima S (2021) Contributors and moderators
of quality of life in caregivers of Alzheimer’s disease patients. Exp Aging Res 47, 357-
372.

Ransmayr G, Defrancesco M, Damulina A, Hermann P, Benke T, Dal-Bianco P,
Marksteiner J, Fuchs A, Fellner F, Futschik A, Schmidt R (2021) Much is known about
caregiver burden in dementia - what is next? The role of comorbidities and future

perspectives. J Exp Neurol 2, 101-111.

19



[56]

[57]

[58]

[59]

[60]

[61]

[62]

[63]

[64]

[65]

Rosende-Roca M, Carfiabate P, Moreno M, Preckler S, Seguer S, Esteban E, Tartari JP,
Vargas L, Narvaiza L, Pytel V, Bojaryn U, Alarcon E, Gonzalez-Pérez A, Gurruchaga
MJ, Tarraga L, Ruiz A, Marquié M, Boada M, Valero S (2022) Sex, neuropsychiatric
profiles, and caregiver burden in Alzheimer's disease dementia: A latent class analysis. J
Alzheimers Dis 89, 993-1002.

Rusowicz J, Pezdek K, Szczepanska-Gieracha J (2021) Needs of Alzheimer's charges'
caregivers in Poland in the Covid-19 pandemic-an observational study. Int J Environ Res
Public Health 18, 4493.

Soltys A, Bidzan M, Tyburski E (2021) The moderating effects of personal resources on
caregiver burden in carers of Alzheimer's patients. Front Psychiatry 12, 772050.

Vespa A, Spatuzzi R, Fabbietti P, Penna M, Giulietti MV (2021) Association between
care burden, depression and personality traits in Alzheimer's caregiver: A pilot study.
PLoS One 16, e0251813.

Aajami Z, Kebriaeezadeh A, Nikfar S (2019) Direct and indirect cost of managing
Alzheimer's disease in the Islamic Republic of Iran. Iran J Neurol 18, 7-12.

Akpnar B, Kiiciikgiiclii O, Yener G (2011) Effects of gender on burden among
caregivers of Alzheimer's patients. J Nurs Scholarsh 43, 248-254.

Cheng ST, Mak EP, Lau RW, Ng NS, Lam LC (2016) Voices of Alzheimer caregivers on
positive aspects of caregiving. Gerontologist 56, 451-460.

Cheng ST, Mak EPM, Kwok T, Fung H, Lam LCW (2020) Benefit-finding intervention
delivered individually to Alzheimer family caregivers: Longer-term outcomes of a
randomized double-blind controlled trial. J Gerontol B Psychol Sci Soc Sci 75, 1884-
1893.

Goren A, Montgomery W, Kahle-Wrobleski K, Nakamura T, Ueda K (2016) Impact of
caring for persons with Alzheimer's disease or dementia on caregivers' health outcomes:
findings from a community based survey in Japan. BMC Geriatr 16, 122.

Hayashi S, Terada S, Nagao S, Ikeda C, Shindo A, Oshima E, Yokota O, Uchitomi Y
(2013) Burden of caregivers for patients with mild cognitive impairment in Japan. Int
Psychogeriatr 25, 1357-1363.

20



[66]

[67]

[68]

[69]

[70]

[71]

[72]

[73]

[74]

Ikeda C, Terada S, Oshima E, Hayashi S, Okahisa Y, Takaki M, Inagaki M, Yokota O,
Uchitomi Y (2015) Difference in determinants of caregiver burden between amnestic
mild cognitive impairment and mild Alzheimer's disease. Psychiatry Res 226, 242-246.
Ikeda S, Mimura M, Ikeda M, Wada-Isoe K, Azuma M, Inoue S, Tomita K (2021)
Economic burden of Alzheimer's disease dementia in Japan. J Alzheimers Dis 81, 309-
319.

JiaJ, Wei C, Chen S, Li F, Tang Y, Qin W, Zhao L, Jin H, Xu H, Wang F, Zhou A, Zuo
X, Wu L, Han Y, Han Y, Huang L, Wang Q, Li D, Chu C, Shi L, Gong M, Du Y, Zhang
J, Zhang J, Zhou C, Lv J,LvY, XieH,Ji Y, LiF, YUE, Luo B, Wang Y, Yang S, Qu Q,
Guo Q, Liang F, Zhang J, Tan L, Shen L, Zhang K, Zhang J, Peng D, Tang M, Lv P,
Fang B, Chu L, Jia L, Gauthier S (2018) The cost of Alzheimer's disease in China and re-
estimation of costs worldwide. Alzheimers Dement 14, 483-491.

Kongpakwattana K, Dejthevaporn C, Krairit O, Dilokthornsakul P, Mohan D,
Chaiyakunapruk N (2019) A real-world evidence analysis of associations among costs,
quality of life, and disease-severity indicators of Alzheimer's disease in Thailand. Value
Health 22, 1137-1145.

Kiicukgiiclii O, Séylemez BA, Yener G, Barutcu CD, Akyol MA (2017) Examining
factors affecting caregiver burden: A comparison of frontotemporal dementia and
Alzheimer's disease. Am J Alzheimers Dis Other Demen 32, 200-206.

Liang X, Guo Q, Luo J, Li F, Ding D, Zhao Q, Hong Z (2016) Anxiety and depression
symptoms among caregivers of care-recipients with subjective cognitive decline and
cognitive impairment. BMC Neurol 16, 191.

Liao X, Huang Y, Zhang Z, Zhong S, Xie G, Wang L, Xiao H (2020) Factors associated
with health-related quality of life among family caregivers of people with Alzheimer's
disease. Psychogeriatrics 20, 398-405.

Liu S, Li C, Shi Z, Wang X, Zhou Y, Liu S, Liu J, Yu T, Ji Y (2017) Caregiver burden
and prevalence of depression, anxiety and sleep disturbances in Alzheimer's disease
caregivers in China. J Clin Nurs 26, 1291-1300.

Lou Q, Liu S, Huo YR, Liu M, Liu S, Ji Y (2015) Comprehensive analysis of patient and
caregiver predictors for caregiver burden, anxiety and depression in Alzheimer's disease.
J Clin Nurs 24, 2668-2678.

21



[75]

[76]

[77]

[78]

[79]

[80]

[81]

[82]

[83]

[84]

Montgomery W, Goren A, Kahle-Wrobleski K, Nakamura T, Ueda K (2018) Alzheimer's
disease severity and its association with patient and caregiver quality of life in Japan:
results of a community-based survey. BMC Geriatr 18, 141.

Nakanishi M, lgarashi A, Ueda K, Brnabic AJM, Matsumura T, Meguro K, Yamada M,
Mimura M, Arai H, Treuer T (2021) Costs and resource use of community-dwelling
patients with Alzheimer's disease in Japan: 18-month results from the GERAS-J study.
Curr Med Res Opin 37, 1331-1339.

Ohno S, Chen Y, Sakamaki H, Matsumaru N, Yoshino M, Tsukamoto K (2021)
Humanistic burden among caregivers of patients with Alzheimer's disease or dementia in
Japan: a large-scale cross-sectional survey. J Med Econ 24, 181-192,

Okuda S, Tetsuka J, Takahashi K, Toda Y, Kubo T, Tokita S (2019) Association between
sleep disturbance in Alzheimer's disease patients and burden on and health status of their
caregivers. J Neurol 266, 1490-1500.

Sinha P, Desai NG, Prakash O, Kushwaha S, Tripathi CB (2017) Caregiver burden in
Alzheimer-type dementia and psychosis: A comparative study from India. Asian J
Psychiatr 26, 86-91.

Takechi H, Kokuryu A, Kuzuya A, Matsunaga S (2019) Increase in direct social care
costs of Alzheimer's disease in Japan depending on dementia severity. Geriatr Gerontol
Int 19, 1023-1029.

Yan X, Li F, Chen S, Jia J (2019) Associated factors of total costs of Alzheimer's disease:
a cluster-randomized observational study in China. J Alzheimers Dis 69, 795-806.

Yazar T, Yazar HO, Demir EY, Ozdemir F, Cankaya S, Enginyurt O (2018) Assessment
of the mental health of carers according to the stage of patients with diagnosis of
Alzheimer-type dementia. Neurol Sci 39, 903-908.

Yeh TS, Wang JD, Ku LE (2020) Estimating life expectancy and lifetime healthcare
costs for Alzheimer's disease in Taiwan: does the age of disease onset matter? J
Alzheimers Dis 73, 307-315.

Yin X, Xie Q, Huang L, Liu L, Armstrong E, Zhen M, Ni J, Shi J, Tian J, Cheng W
(2021) Assessment of the psychological burden among family caregivers of people living

with Alzheimer's disease using the Zarit Burden Interview. J Alzheimers Dis 82, 285-291.

22



[85]

[86]

[87]

[88]

[89]

[90]

[91]

[92]

[93]

[94]

Yildizhan E, Oren N, Erdogan A, Bal F (2019) The burden of care and burnout in
individuals caring for patients with Alzheimer's disease. Community Ment Health J 55,
304-310.

Yu DS, Li PW, Zhang F, Cheng ST, Ng TK, Judge KS (2019) The effects of a dyadic
strength-based empowerment program on the health outcomes of people with mild
cognitive impairment and their family caregivers: a randomized controlled trial. Clin
Interv Aging 14, 1705-1717.

YuE, Liao Z, Fan W, Hu W, Tian G, Chen K, Chen S, Hua H, Zheng H, Fang X, Li G,
Xie J, Wu S (2021) The economic burden of Alzheimer's disease in Zhejiang province. J
Alzheimers Dis 80, 539-553.

Yu H, Wang X, He R, Liang R, Zhou L (2015) Measuring the caregiver burden of caring
for community-residing people with Alzheimer's disease. PLoS One 10, e0132168.
Ashrafizadeh H, Gheibizadeh M, Rassouli M, Hajibabaee F, Rostami S (2021) Explain
the experience of family caregivers regarding care of Alzheimer's patients: A qualitative
study. Front Psychol 12, 699959.

Iravani B, Abdollahi E, Eslamdoust-Siahestalkhi F, Soleimani R (2022) Neuropsychiatric
symptoms of Alzheimer's disease and caregiver burden. Front Neurol 13, 877143.

Kim B, Noh GO, Kim K (2021) Behavioural and psychological symptoms of dementia in
patients with Alzheimer's disease and family caregiver burden: a path analysis. BMC
Geriatr 21, 160.

Li Y, Leng F, Xiong Q, Zhou J, Du A, Zhu F, Kou X, Sun W, Chen L, Wang H, Xie H,
Gao F, Jin H, Sun Y (2022) Factors associated with Alzheimer's disease patients'
caregiving status and family caregiving burden in China. Front Aging Neurosci 14,
865933.

Pinyopornpanish K, Soontornpun A, Wongpakaran T, Wongpakaran N, Tanprawate S,
Pinyopornpanish K, Nadsasarn A, Pinyopornpanish M (2022) Impact of behavioral and
psychological symptoms of Alzheimer's disease on caregiver outcomes. Sci Rep 12,
14138.

Pinyopornpanish M, Pinyopornpanish K, Soontornpun A, Tanprawate S, Nadsasarn A,

Wongpakaran N, Wongpakaran T (2021) Perceived stress and depressive symptoms not

23



[95]

[96]

[97]

[98]

[99]

[100]

[101]

[102]

neuropsychiatric symptoms predict caregiver burden in Alzheimer's disease: a cross-
sectional study. BMC Geriatr 21, 180.

Sato H, Nakaaki S, Sato J, Shikimoto R, Furukawa TA, Mimura M, Akechi T (2021)
Caregiver self-efficacy and associated factors among caregivers of patients with dementia
with Lewy bodies and caregivers of patients with Alzheimer's disease. Psychogeriatrics
21, 783-794.

Alzheimer's Association (2021) 2021 Alzheimer's disease facts and figures. Alzheimers
Dement 17, 327-406.

Bailes CO, Kelley CM, Parker NM (2016) Caregiver burden and perceived health
competence when caring for family members diagnosed with Alzheimer's disease and
related dementia. J Am Assoc Nurse Pract 28, 534-540.

Beydoun MA, Gamaldo AA, Beydoun HA, Shaked D, Zonderman AB, Eid SM (2017)
Trends, predictors, and outcomes of healthcare resources used in patients hospitalized
with Alzheimer's Disease with at least one procedure: the nationwide inpatient sample. J
Alzheimers Dis 57, 813-824.

Carlozzi NE, Sherman CW, Angers K, Belanger MP, Austin AM, Ryan KA (2018)
Caring for an individual with mild cognitive impairment: a qualitative perspective of
health-related quality of life from caregivers. Aging Ment Health 22, 1190-1198.

Chen P, Guarino PD, Dysken MW, Pallaki M, Asthana S, Llorente MD, Love S, Vertrees
JE, Schellenberg GD, Sano M (2018) Neuropsychiatric symptoms and caregiver burden
in individuals with Alzheimer's disease: The TEAM-AD VA cooperative study. J Geriatr
Psychiatry Neurol 31, 177-185.

DiBenedetti DB, Slota C, Wronski SL, Vradenburg G, Comer M, Callahan LF, Winfield
J, Rubino |, Krasa HB, Hartry A, Wieberg D, Kremer IN, Lappin D, Martin AD,
Frangiosa T, Biggar V, Hauber B (2020) Assessing what matters most to patients with or
at risk for Alzheimer's and care partners: a qualitative study evaluating symptoms,
impacts, and outcomes. Alzheimers Res Ther 12, 90.

Dwibedi N, Findley PA, Wiener RC, Shen C, Sambamoorthi U (2018) Alzheimer disease
and related disorders and out-of-pocket health care spending and burden among elderly
Medicare beneficiaries. Med Care 56, 240-246.

24



[103]

[104]

[105]

[106]

[107]

[108]

[109]

[110]

[111]

[112]

Fong TG, Racine AM, Fick DM, Tabloski P, Gou Y, Schmitt EM, Hshieh TT, Metzger
E, Bertrand SE, Marcantonio ER, Jones RN, Inouye SK (2019) The caregiver burden of
delirium in older adults with Alzheimer disease and related disorders. J Am Geriatr Soc
67, 2587-2592.

Gallagher D, Ni Mhaolain A, Crosby L, Ryan D, Lacey L, Coen RF, Walsh C, Coakley
D, Walsh JB, Cunningham C, Lawlor BA (2011) Self-efficacy for managing dementia
may protect against burden and depression in Alzheimer's caregivers. Aging Ment Health
15, 663-670.

Geldmacher DS, Kirson NY, Birnbaum HG, Eapen S, Kantor E, Cummings AK, Joish
VN (2013) Pre-diagnosis excess acute care costs in Alzheimer's patients among a US
Medicaid population. Appl Health Econ Health Policy 11, 407-413.

Gilligan AM, Malone DC, Warholak TL, Armstrong EP (2013) Health disparities in cost
of care in patients with Alzheimer's disease: an analysis across 4 state Medicaid
populations. Am J Alzheimers Dis Other Demen 28, 84-92.

Hunter CA, Kirson NY, Desai U, Cummings AK, Faries DE, Birnbaum HG (2015)
Medical costs of Alzheimer's disease misdiagnosis among US Medicare beneficiaries.
Alzheimers Dement 11, 887-895.

Kelleher M, Tolea MlI, Galvin JE (2016) Anosognosia increases caregiver burden in mild
cognitive impairment. Int J Geriatr Psychiatry 31, 799-808.

Kirson NY, Desai U, Ristovska L, Cummings AK, Birnbaum HG, Ye W, Andrews JS,
Ball D, Kahle-Wrobleski K (2016) Assessing the economic burden of Alzheimer's
disease patients first diagnosed by specialists. BMC Geriatr 16, 138.

Lin PJ, Zhong Y, Fillit HM, Chen E, Neumann PJ (2016) Medicare expenditures of
individuals with Alzheimer's disease and related dementias or mild cognitive impairment
before and after diagnosis. J Am Geriatr Soc 64, 1549-1557.

Manik R, Duszak R, Jr., Hu R, Allen JW, Sadigh G (2021) Brain imaging in patients with
dementia visiting U.S. emergency departments. AJR Am J Roentgenol 216, 1378-1386.
Mausbach BT, Chattillion EA, Roepke SK, Patterson TL, Grant | (2013) A comparison
of psychosocial outcomes in elderly Alzheimer caregivers and noncaregivers. Am J
Geriatr Psychiatry 21, 5-13.

25



[113]

[114]

[115]

[116]

[117]

[118]

[119]

[120]

[121]

Miller EA, Rosenheck RA, Schneider LS (2012) Caregiver burden, health utilities, and
institutional service use in Alzheimer's disease. Int J Geriatr Psychiatry 27, 382-393.
Nair R, Haynes VS, Siadaty M, Patel NC, Fleisher AS, Van Amerongen D, Witte MM,
Downing AM, Fernandez LAH, Saundankar V, Ball DE (2018) Retrospective assessment
of patient characteristics and healthcare costs prior to a diagnosis of Alzheimer's disease
in an administrative claims database. BMC Geriatr 18, 243.

Robinson RL, Rentz DM, Andrews JS, Zagar A, Kim Y, Bruemmer V, Schwartz RL, Ye
W, Fillit HM (2020) Costs of early stage Alzheimer's disease in the United States: Cross-
sectional analysis of a prospective cohort study (GERAS-US)1. J Alzheimers Dis 75,
437-450.

Scott CB, Clay OJ, Epps F, Cothran FA, Williams IC (2020) Associations of knowledge
of Alzheimer's disease and memory loss and employment status with burden in African
American and Caucasian family caregivers. Dementia (London) 19, 847-860.

Semiatin AM, O'Connor MK (2012) The relationship between self-efficacy and positive
aspects of caregiving in Alzheimer's disease caregivers. Aging Ment Health 16, 683-688.
Suehs BT, Davis CD, Alvir J, van Amerongen D, Pharmd NC, Joshi AV, Faison WE,
Shah SN (2013) The clinical and economic burden of newly diagnosed Alzheimer's
disease in a medicare advantage population. Am J Alzheimers Dis Other Demen 28, 384-
392.

Tafazzoli A, Kansal A, Lockwood P, Petrie C, Barsdorf A (2018) The economic impact
of new therapeutic interventions on Neuropsychiatric Inventory (NPI) symptom scores in
patients with Alzheimer disease. Dement Geriatr Cogn Dis Extra 8, 158-173.

Alhasan DM, Hirsch JA, Jackson CL, Miller MC, Cai B, Lohman MC (2021)
Neighborhood characteristics and the mental health of caregivers cohabiting with care
recipients diagnosed with Alzheimer's disease. Int J Environ Res Public Health 18, 913.
Chandler J, Ye W, Johnston J, Mi X, Doty E (2022) Potential savings in caregiver time
and societal costs associated with slowing disease progression over 36 months in patients
with early Alzheimer’s disease: Findings from GERAS-US. Presented at the Alzheimer's
Association International Conference, July 30 to August 4, 2022, San Diego, USA.
Alzheimers Dement 18, e066611.

26



[122]

[123]

[124]

[125]

[126]

[127]

[128]

[129]

[130]

[131]

[132]

Cody P, Montgomery AJ, Gray FC, Saunders-Goldson S, Baker SR (2021) Caregiver
burdens of family members with Alzheimer's disease. J Natl Black Nurses Assoc 32, 41-
48.

Du Y, Dennis B, Liu J, Meyer K, Siddiqui N, Lopez K, White C, Myneni S, Gonzales M,
Wang J (2021) A conceptual model to improve care for individuals with Alzheimer's
disease and related dementias and their caregivers: Qualitative findings in an online
caregiver forum. J Alzheimers Dis 81, 1673-1684.

Park J, Galvin JE (2021) Pre-loss grief in caregivers of older adults with dementia with
lewy bodies. J Alzheimers Dis 82, 1847-1859.

Phongtankuel V, Moxley J, Reid MC, Adelman RD, Czaja SJ (2023) The relationship of
caregiver self-efficacy to caregiver outcomes: a correlation and mediation analysis. Aging
Ment Health 27, 1322-1328.

Rigby T, Johnson DK, Taylor A, Galvin JE (2021) Comparison of the caregiving
experience of grief, burden, and quality of life in dementia with Lewy bodies,
Alzheimer's disease, and Parkinson's disease dementia. J Alzheimers Dis 80, 421-432.
Vu M, Mangal R, Stead T, Lopez-Ortiz C, Ganti L (2022) Impact of Alzheimer's disease
on caregivers in the United States. Health Psychol Res 10, 37454.

Bartfay E, Bartfay WJ (2013) Quality-of-life outcomes among Alzheimer's disease
family caregivers following community-based intervention. West J Nurs Res 35, 98-116.
Duggleby WD, Swindle J, Peacock S, Ghosh S (2011) A mixed methods study of hope,
transitions, and quality of life in family caregivers of persons with Alzheimer's disease.
BMC Geriatr 11, 88.

Szabo S, Lakzadeh P, Cline S, Palma Dos Reis R, Petrella R (2019) The clinical and
economic burden among caregivers of patients with Alzheimer's disease in Canada. Int J
Geriatr Psychiatry 34, 1677-1688.

Kokorelias KM, Naglie G, Gignac MA, Rittenberg N, Cameron JI (2021) A qualitative
exploration of how gender and relationship shape family caregivers' experiences across
the Alzheimer's disease trajectory. Dementia (London) 20, 2851-2866.

Connors MH, Seeher K, Teixeira-Pinto A, Woodward M, Ames D, Brodaty H (2019)
Mild cognitive impairment and caregiver burden: A 3-year-longitudinal study. AmJ
Geriatr Psychiatry 27, 1206-1215.

27



[133]

[134]

[135]

[136]

[137]

[138]

[139]

[140]

[141]

McCade D, Savage G, Guastella A, Hickie IB, Lewis SJ, Naismith SL (2013) Emotion
recognition in mild cognitive impairment: relationship to psychosocial disability and
caregiver burden. J Geriatr Psychiatry Neurol 26, 165-173.

Corréa MS, Vedovelli K, Giacobbo BL, de Souza CE, Ferrari P, de Lima A, Il, Walz JC,
Kapczinski F, Bromberg E (2015) Psychophysiological correlates of cognitive deficits in
family caregivers of patients with Alzheimer disease. Neuroscience 286, 371-382.
Danucalov MA, Kozasa EH, Afonso RF, Galduroz JC, Leite JR (2017) Yoga and
compassion meditation program improve quality of life and self-compassion in family
caregivers of Alzheimer's disease patients: A randomized controlled trial. Geriatr
Gerontol Int 17, 85-91.

Laks J, Goren A, Duefias H, Novick D, Kahle-Wrobleski K (2016) Caregiving for
patients with Alzheimer's disease or dementia and its association with psychiatric and
clinical comorbidities and other health outcomes in Brazil. Int J Geriatr Psychiatry 31,
176-185.

Nogueira MM, Neto JP, Sousa MF, Santos RL, Rosa RD, Belfort T, Torres B, Dourado
MC (2015) Spouse-caregivers' quality of life in Alzheimer's disease. Int Psychogeriatr
27, 837-845.

Stella F, Canonici AP, Gobbi S, Galduroz RF, Cagéo Jde C, Gobbi LT (2011)
Attenuation of neuropsychiatric symptoms and caregiver burden in Alzheimer's disease
by motor intervention: a controlled trial. Clinics (Sao Paulo) 66, 1353-1360.

Storti LB, Quintino DT, Silva NM, Kusumota L, Marques S (2016) Neuropsychiatric
symptoms of the elderly with Alzheimer's disease and the family caregivers' distress. Rev
Lat Am Enfermagem 24, e2751.

Nogueira MML, Simdes Neto JP, Dourado MCN (2021) Domains of quality of life in
Alzheimer's disease vary according to caregiver kinship. Trends Psychiatry Psychother
43, 9-16.

Velilla L, Acosta-Baena N, Allen I, Lopera F, Kramer J (2022) Analysis of family stigma
and socioeconomic factors impact among caregivers of patients with early- and late-onset

Alzheimer's disease and frontotemporal dementia. Sci Rep 12, 12663.

28



[142]

[143]

[144]

[145]

[146]

[147]

[148]

[149]

[150]

Bergvall N, Brinck P, Eek D, Gustavsson A, Wimo A, Winblad B, Jonsson L (2011)
Relative importance of patient disease indicators on informal care and caregiver burden
in Alzheimer's disease. Int Psychogeriatr 23, 73-85.

Ohno S, Chen Y, Sakamaki H, Matsumaru N, Yoshino M, Tsukamoto K (2021) Burden
of caring for Alzheimer's disease or dementia patients in Japan, the US, and EU: results
from the National Health and Wellness Survey: a cross-sectional survey. J Med Econ 24,
266-278.

Sousa MF, Santos RL, Turré-Garriga O, Dias R, Dourado MC, Conde-Sala JL (2016)
Factors associated with caregiver burden: comparative study between Brazilian and
Spanish caregivers of patients with Alzheimer's disease (AD). Int Psychogeriatr 28,
1363-1374.

Shim YS, Park KH, Chen C, Dominguez JC, Kang K, Kim HJ, Hong Z, Lin YT, Chu
LW, Jung S, Kim S (2021) Caregiving, care burden and awareness of caregivers and
patients with dementia in Asian locations: a secondary analysis. BMC Geriatr 21, 230.
Belfort T, Simdes JP, Santos RL, Lacerda I, Dourado MCN (2020) Social cognition:
Patterns of impairments in mild and moderate Alzheimer's disease. Int J Geriatr
Psychiatry 35, 1385-1392.

Nakanishi M, lgarashi A, Ueda K, Brnabic AJM, Treuer T, Sato M, Kahle-Wrobleski K,
Meguro K, Yamada M, Mimura M, Arai H (2020) Costs and resource use associated with
community-dwelling patients with Alzheimer's disease in Japan: Baseline results from
the prospective observational GERAS-J study. J Alzheimers Dis 74, 127-138.

Froelich L, Llado A, Khandker RK, Pedros M, Black CM, Sanchez Diaz EJ, Chekani F,
Ambegaonkar B (2021) Quality of life and caregiver burden of Alzheimer's disease
among community dwelling patients in europe: Variation by disease severity and
progression. J Alzheimers Dis Rep 5, 791-804.

Miyashita M, Yamaguchi A, Kayama M, Narita Y, Kawada N, Akiyama M, Hagiwara A,
Suzukamo Y, Fukuhara S (2006) Validation of the Burden Index of Caregivers (BIC), a
multidimensional short care burden scale from Japan. Health Qual Life Outcomes 4, 52.
Kroenke K, Spitzer RL, Williams JB (2001) The PHQ-9: validity of a brief depression
severity measure. J Gen Intern Med 16, 606-613.

29



[151]

[152]
[153]

[154]

[155]

[156]

Buysse DJ, Reynolds CF, 3rd, Monk TH, Berman SR, Kupfer DJ (1989) The Pittsburgh
Sleep Quality Index: a new instrument for psychiatric practice and research. Psychiatry
Res 28, 193-213.

EuroQol. Available at: https://euroqol.org/eq-5d-instruments/.

Racine AM, D'Aquila M, Schmitt EM, Gallagher J, Marcantonio ER, Jones RN, Inouye
SK, Schulman-Green D, Group BS (2019) Delirium burden in patients and family
caregivers: development and testing of new instruments. Gerontologist 59, e393-e402.
World Health Organization. Available at:
https://apps.who.int/iris/rest/bitstreams/110129/retrieve.

Shah CH, Brown JD (2020) Reliability and validity of the Short-Form 12 Item Version 2
(SF-12v2) health-related quality of life survey and disutilities associated with relevant
conditions in the U.S. older adult population. J Clin Med 9, 661.

Davis KL, Marin DB, Kane R, Patrick D, Peskind ER, Raskind MA, Puder KL (1997)
The Caregiver Activity Survey (CAS): development and validation of a new measure for

caregivers of persons with Alzheimer's disease. Int J Geriatr Psychiatry 12, 978-988.

30



