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Abstract

The prevalence of dementia in Latin America and the Caribbean is growing rapidly, increasing 

the burden placed on caregivers. Exacerbated by fragile health-care systems, unstable economies, 

and extensive inequalities, caregiver burden in this region is among the highest in the world. 

We reviewed the major challenges to caregiving in Latin America and the Caribbean, and we 

propose regional and coordinated actions to drive future change. Current challenges include the 

scarcity of formal long-term care, socioeconomic and social determinants of health disparities, 
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gender-biased burdens, growing dementia prevalence, and the effect of the current COVID-19 

pandemic on families affected by dementia. Firstly, we propose local and regional short-term 

strategic recommendations, including systematic identification of specific caregiver needs, testing 

of evidence-based local interventions, contextual adaptation of strategies to different settings and 

cultures, countering gender bias, strengthening community support, provision of basic technology, 

and better use of available information and communications technology. Additionally, we propose 

brain health diplomacy (ie, global actions aimed to overcome the systemic challenges to brain 

health by bridging disciplines and sectors) and convergence science as frameworks for long-term 

coordinated responses, integrating tools, knowledge, and strategies to expand access to digital 

technology and develop collaborative models of care. Addressing the vast inequalities in dementia 

caregiving across Latin America and the Caribbean requires innovative, evidence-based solutions 

coordinated with the strengthening of public policies.

Introduction

The ageing population (older than 60 years) of Latin American and Caribbean countries 

(LACs) is growing rapidly,1,2 a demographic shift that will increase the already high social 

and economic burdens of dementia and caregiving in the region. Fragile health-care systems, 

unstable economic development, deficiencies in formal care, and large economic disparities 

are overburdening caregivers in LACs.1–5 Moreover, patients with dementia and their 

caregivers in LACs are being disproportionately affected by the COVID-19 pandemic,6,7 

calling for additional coordinated efforts to mitigate the increased burden on these families. 

We review the key social and economic challenges of dementia caregiving in LACs and 

we discuss the possible trajectory of these challenges if not urgently addressed. Next, we 

present a set of short-term (3–5 years) goals to accelerate regional changes that might 

improve the experiences of caregivers. Finally, we propose long-term (3–10 years) strategies 

that could mitigate the projected burdens, by incorporating approaches, already shown in 

high-income countries, to be effective in mitigating the social and economic burdens of 

caregiving. We also summarise the key challenges to implementing these initiatives in 

LACs, and we call for an urgent coordinated collaborative plan that incorporates brain health 

diplomacy (figure).

Current challenges of dementia caregiving in LACs

Caregiver burden is the perceived stress that results from the physical tasks, emotional 

demands, and restricted ability to socialise as a consequence of caring for a chronically ill 

person. Caregiver burden across LACs is among the highest in the world,1,2,8 and caregivers 

in LACs exhibit poorer mental health and quality of life than those in other regions.8–13 

However, more systematic cross-regional comparisons of caregiver burdens are still urgently 

needed. The caregiver burden in LACs is exacerbated by the scarcity of formal long-term 

care systems, the enormous financial costs of caregiving, the negative socioeconomic factors 

associated with caregiving, and the strain and stigma associated with dementia and with 

caregiving The available evidence discussed in this section is summarised in the table.

Ibáñez et al. Page 2

Lancet Healthy Longev. Author manuscript; available in PMC 2021 November 16.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Formal long-term care systems and regional policies for patients with dementia are almost 

non-existent in LACs.14,31 Long-term care is scantily covered by health insurance providers 

and is an underfinanced commodity in the region. Comprehensive public services are rare: 

only 1% of the population over the age of 60 years receives governmental support for 

long-term care,14 and only the wealthiest individuals and families in LACs can afford private 

long-term care. The economic impact of dementia in LACs is substantial. Including the 

expenses incurred by caregivers, the costs for each patient with dementia throughout the 

course of the disease (8 years on average) can be extremely high and exceed what most 

people living in LACs can afford, presenting an insurmountable financial burden for most 

people in the region. There are few home-care agencies, and daycare, domiciliary, or other 

long-term care facilities for advanced dementia care are accessible only to patients and 

families with sufficient financial resources to cover the high costs.22,32 Compensating for 

poor formal governmental support and insufficient financial resources in LACs,29 female 

caregivers and caregivers with low education typically spend 8–11 h per day providing 

informal care. This responsibility represents a high, indirect dementia-related cost for 

families.18,21,26 Formal caregivers are underpaid in most countries and only infrequently 

receive basic dementia training.9,13

The relationship between family socioeconomic status and caregiver strain in LACs is 

complex. Although a high caregiver burden is common across all socioeconomic strata in 

LACs,18,21,26,29–31 caregivers who report fewer household assets or who need to cut back 

on paid work to become a caregiver report a higher strain.8 Families in LACs shoulder a 

greater proportion of the costs of care than families in Europe and the USA,19,21,26,29,30 

and lose more wages due to time spent caregiving. This economic strain results in 

multigenerational poverty as families’ financial resources are depleted during caregiving.15 

Furthermore, caregivers have less opportunity to advance their own careers or to support 

the education or career advancements of their children. 56% of people with dementia in 

LACs have high rates of modifiable risk factors for dementia,33 such as low education 

and hypertension, compared with 35% globally.34,35 These same risk factors are present 

in dementia caregivers, increasing their vulnerability to physical comorbidities. The little 

assistance given to families by governments after the death of their family member with 

dementia is another relevant issue across LACs. Finally, the inadequacy of governmental 

support for families with patients living with dementia often generates financial difficulties 

that continue after the death of the patient, who might have been the only person in the home 

to have received a pension.

A cultural expectation in LACs is that family members will take care of relatives who 

are chronically ill, and dementia care in LACs is typically delivered informally within 

multigenerational households. Most patients with dementia remain in their homes, where 

their caregiver is a family member, friend, or neighbour who does not receive monetary 

compensation for the caregiving work.36 Female family members bear most of the 

caregiving burden,12–15,22,27 and are at a higher risk of depression and poorer physical 

health outcomes8,37,38 than male caregivers. Even patients with advanced dementia and 

substantial care needs are normally cared for at home until their death, contributing to high 

caregiver burden.8,9,11,16,17,19,23,27,29 In contrast to LACs, this burden is often mitigated in 
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Europe and in the USA and Canada, where patients with high care needs are more likely to 

be transitioned to residential facilities or to receive other kinds of formal care.

Stigma and underdiagnosis of dementia create additional caregiving challenges. The 

substantial stigma associated with dementia across LACs1,2,39,40 (panel) creates barriers to 

diagnosis and care, infringes on the human rights of people with dementia, and exacerbates 

the burden for caregivers and patients.8,41 Dementia is not widely understood to be a disease 

in the region. Rather, ageing is conceived as a negative process associated with physical 

and mental decline.40 In LACs, dementia is often diagnosed late or is never diagnosed,42 

which results in missed opportunities for care and planning. Dementia syndromes with 

prominent psychiatric and behavioural symptoms, including dementia with Lewy bodies43 

and frontotemporal dementia,44 cause the most severe familial disruption and financial 

impact, but remain underdiagnosed and poorly studied in LACs,19,24,30 leaving families with 

little guidance to navigate this challenging territory.

The COVID-19 pandemic has worsened the situation of families struggling with dementia 

care in LACs, by delaying diagnosis and by increasing the burden on caregivers.6,7 

Approximately 55% of the total population in LACs have informal jobs that demand 

leaving home to work and that often have no proper sheltering,6 which increases the 

risk of contagion for individuals with dementia. The reduction in medical appointments 

compromises care for dementia and other comorbidities, and quarantine can also increase 

the exposure of patients with dementia to mistreatment by family members.

LACs are experiencing a rapid demographic shift.1 The proportion of the population older 

than 60 years is rapidly increasing, and with it, the prevalence of dementia and the 

need for caregivers.45,46 Yet, caregivers are left to provide dementia care with no formal 

societal support and with a substantial financial strain. Their burdens are exacerbated by the 

stigma of dementia and of caregiving, delayed diagnosis, and currently by the COVID-19 

pandemic.6 Without comprehensive health-care systems, social protection, and support for 

people with dementia and their caregivers,8 these economic and social burdens will grow 

exponentially. To alter this trajectory, proactive and coordinated strategies that integrate 

health and social care systems must be applied urgently. This is of crucial relevance 

because governmental systems for health and social protection in the region operate as 

separate systems. In most of the countries in the region, the two systems are minimally 

integrated,5,47,48 undermining adequate support for dementia caregivers.

Short-term regional strategies

In response to the major challenges reviewed here, we propose seven short-term (3–5 years) 

initiatives both to alleviate burdens on caregivers and to identify their needs that are being 

met and those that are not. These initiatives would make use of the emerging multinational 

LACs initiatives49–51 to strengthen the local capacity to address caregiver needs.

Action 1: set up systems to assess caregiver needs and resources

To provide adequate interventions and assessment of needs, systematic and validated 

instruments for regional assessment of caregiver burden are a crucial first step. Structured 
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processes are required for the identification of needs and resources of caregivers in the 

diverse regions and cultures across LACs (comparing the current situation of dementia 

caregiving, summarised in the table, with the ideal scenario). Clinicians often ignore the 

caregiver and neglect to ask about their wellbeing, mood, or perceived burden. Therefore, 

a detailed guide for physicians about what to ask or how to test for and address caregiver 

burden in the clinic is important. The UNDP provides guidelines indicating how these 

assessments might be done in different situations, and how programmes and projects might 

be better designed to ensure their implementation, sustainability, and ultimately success.52 

Despite similarities across the region, interventions need to be tailored and championed by 

regional leaders to suit the specific needs of the different cultures present across LACs. In 

addition, the assessment of caregiver needs requires a greater integration of different health­

care sectors, including specialised dementia care, primary care, and social development 

divisions.

Action 2: evaluate the effectiveness and implementation of evidence-based interventions 
for caregivers

Current initiatives within LACs are focused on providing economic support, diminishing 

caregiver burden (eg, by providing respite care, interventions to strengthen resilience, 

optimism and mindfulness, and cognitive behavioural therapy10,53,54), stabilising 

family dynamics (eg, through education programmes, monitoring, and community 

support10,16,25,28), or advocating for formal long-term care (eg, by promoting partial 

governmental support and regulations development14,15,31). A systematic review of 

methodologically robust studies on the effectiveness of caregiver interventions in LACs 

is still needed.42 In addition, the implementation of effective interventions has been a major 

challenge.55 The pragmatic clinical trial design might be a useful strategy to accelerate 

research on effectiveness and implementation, focusing on scalable interventions. This 

design can systematically and simultaneously examine outcomes and implementation of 

dementia care interventions.56

Action 3: adapt to heterogeneous settings and cultures

Caregivers’ interventions in LACs need to be tailored to different settings and timelines 

(from diagnosis to end of life support).34 As recommended by WHO57 and by regional 

dementia plans,2,46,58 interventions should be tailored to primary health-care settings with 

input from specialists, and should include a social care plan. Although public health policies 

in LACs are driven by WHO’s Alma-Ata Declaration, which identifies primary health care 

as the main vehicle for achieving “health for all”,58 several LACs have undergone health­

care privatisation. Unfortunately, these interventions to support caregivers have been poorly 

coordinated with social care services.59 As a consequence, caregivers navigate through 

fragmented care services, instead of having access to a case manager using evidence-based 

practice guaranteeing continuity of care.60–62 In a region characterised by social and health­

care fragmentation and by a mixture of public and private health-care providers, case 

managers are highly needed.59 Additionally, specific interventions are needed for caregivers 

of patients with young-onset dementia and more complex dementia syndromes, such as 

frontotemporal dementia.24,63 Similarly, the needs of caregivers are often contingent on 

unique circumstances, such as whether they live in an urban or rural setting, or belong to 

Ibáñez et al. Page 5

Lancet Healthy Longev. Author manuscript; available in PMC 2021 November 16.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



an Indigenous community.64 The age of the caregiver is also an important consideration, 

especially if caregivers are themselves older spouses with greater susceptibility to health 

problems. Although research from LACs is still scarce, systematic reviews from different 

areas show how older age negatively affects caregivers’ access to information, training, 

management of medication, health, and adaptability.65,66 Thus, the combination of gender 

bias and age can further increase caregivers’ susceptibility to physical and mental health 

issues. The culturally embedded sense of duty towards older family members perceived by 

caregivers, which is particularly common in LACs,10 also needs to be considered when 

designing or adapting interventions.

Action 4: reduce cultural gender stereotypes of care

As detailed in the studies presented in the table, dementia caregivers are disproportionately 

women (wives, daughters, and daughters-in-law) across the region.8,15 Care work is also 

combined with household tasks, role captivity (a feeling of absence of, or no freedom in 

the role of caregiver), loneliness, and financial strain. Governmental financial reimbursement 

and social care policies are potential mechanisms to reduce financial and emotional stress. 

Tailored support is crucial to combat gender stereotypes of care in LACs, and must consider 

the religious beliefs, low education and economic resources, and low level of access to 

information and to adult daycare of patients with dementia. Private and public societal 

engagement is also needed to change cultural beliefs about gender roles and stereotypes.

Action 5: promote community and intergenerational support

Alzheimer’s disease associations and related organisations are available in almost all LACs. 

These non-profit organisations support people with dementia and their families. They have 

an essential role in disseminating relevant information locally, increasing prevention and 

promoting awareness of dementia, and fighting discrimination of both people with dementia 

and their caregivers. Other local community organisations in LACs, such as churches 

and clubs, can partner with dementia-oriented organisations to provide coping strategies 

for caregivers. Successful local support groups that achieve stress reduction, facilitate 

problem-solving, promote confidence, and maintain social interaction among caregivers67 

should be further promoted and scaled up to national and regional levels. Mindfulness­

based interventions are also potentially scalable (because they can be accessed through 

a smartphone) and can decrease caregiver burden, stress, anxiety, and depression.68,69 

However, these interventions should be considered in combination with treatments for 

depression and other neuropsychiatric symptoms, as well as with assessments of vulnerable 

situations, an obstacle that is imperative to overcome. Common repositories of resources that 

can be useful for caregivers in different LACs are needed. For instance, in Colombia, the 

workshop series Cuidarte Cuidarme (Spanish for “take care of you, take care of me”), which 

was entirely virtual in 2020, continuously provides resources for caregivers.

Action 6: ensure access to basic technological support

LACs still face multiple challenges in basic telecommunication infrastructure, especially in 

rural areas.70 Local governments and private corporations should support internet access as 

part of their social responsibility for caregivers and for reduction of the dementia burden. 

Digital resources can be a major aid for caregivers in rural areas or remote towns. Broadband 
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internet can connect patients and their caregivers to hospitals, clinics, online peer support 

groups, and online social groups for dementia caregivers.

Action 7: leverage technology to increase access to care

International initiatives offer promising support for caregivers,71 but they still need to 

be tailored to meet caregivers’ needs and to make them accessible for people with 

different technology literacy levels.72,73 Telephone counselling for dementia caregivers is 

a promising intervention that can be further exploited in LACs, especially in pandemic 

and postpandemic times.6,74 Telecommunication technologies (ie, tools and platforms for 

information sharing, promoting interventions, care coordination, and identification of people 

who have multiple vulnerabilities) can also assist during transitions of care, enabling 

continuity for the caregiver–patient dyads.41 Ongoing research initiatives across LACs, such 

as the Alzheimer’s Disease Neuroimaging Initiative, the Dominantly Inherited Alzheimer 

Network, the Worldwide FINGER network, and the Multi-Partner Consortium to Expand 

Dementia Research in Latin America, provide platforms for implementation science in the 

form of information and communications technology solutions for caregivers in the region.

Long-term global scalability: brain health diplomacy and innovation tools

Despite the substantial and growing challenges faced by dementia caregivers, no coordinated 

regional responses exist currently.2,6 Most intervention research in LACs has been done in 

small samples and has not considered the influence of the regional landscape. Initiatives 

such as the FINGER network,51 based on multidomain lifestyle interventions to reduce risk 

of dementia, should be further paralleled by and focused on caregiver interventions in LACs. 

Considerable work on the implementation of effective and scalable interventions is needed. 

Advocates for caregiver support (caregivers, families, dementia-focused communities, and 

policy makers) do not have national platforms to coordinate efforts or develop effective 

initiatives. Moreover, LACs are very heterogeneous, and successful interventions in one 

place might not work in different circumstances (ie, low-resource vs high-resource, public vs 
private, and urban vs rural settings) without adaptation; inequalities and cultural differences 

must be considered in all regional plans. A multinational long-term strategy across LACs is 

essential for the development of lasting changes.1,2,5

Brain health diplomacy and convergence science75,76 can provide an innovative framework 

to design caregiver interventions in the context of inequalities, based on the integration of 

tools, knowledge, and strategies developed at the interface of multiple fields. Brain health 

diplomacy is an initiative transcending disciplinary boundaries that provides innovative 

scalable resources that improve brain health. Brain health diplomacy relies on different 

frameworks, including health diplomacy, science diplomacy, innovation diplomacy, and 

convergence science.77 Compared with classic isolated approaches, brain health diplomacy 

can better coordinate multisectoral actions by developing integrated strategies that directly 

tackle the challenges of caregivers.

Beyond the scope of traditional disciplines, brain health diplomacy can, in conjunction with 

LACs governments and non-governmental organisations, help to adapt these innovative 

solutions, with telemedicine, big data, and artificial intelligence, without ignoring the 
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essential human factor, in a context of economic and infrastructure restrictions.75,76 Brain 

health diplomacy can bring translational support for dementia care management by use of 

scalable digital technology to reduce the costs and burden of dementia.77 Massive data 

monitoring and caregiver dyad health assessments can help to identify unmet needs and 

monitor response to interventions.77 However, maximising scalability requires coordinated 

actions at micro (individual), meso (community), and macro (national and transnational) 

levels via global policies to ensure improved outcomes. Brain health diplomacy should 

influence international diplomacy, not only at a local but mainly at a global level. Brain 

health problems cannot be solved solely by brain sciences, and brain health diplomacy 

provides an innovative approach to bring together solutions and coordinate disciplines 

and sectors.75,76,78 The advantages of this innovative approach became evident while 

assessing the effect of dementia in caregivers. Clinical interventions and training, financial 

strategies and investment relocation, policy regulations, public–private partnerships, and 

international support all need to be articulated at a transdisciplinary level to guarantee the 

success of long-term actions. Moreover, these coordinated actions should be integrated at 

both national and regional levels. Brain health diplomacy can also support the sharing 

of knowledge, strategies, and actions across countries with different capacities to face 

challenges in dementia (ie, countries with vs without national action plans or specific actions 

for caregivers).

Numerous studies in the USA and Europe have shown that collaborative care models for 

dementia successfully reduce caregiver burden.79 These multidisciplinary models provide 

both medical and supportive care, with special attention to caregiver needs.80 Even in 

high-income countries, however, translating these effective models into practice has proved 

challenging,55 and creative, scalable, and affordable approaches are needed,81 particularly 

in diverse and low-resourced LACs. A major cost-saving opportunity would be to train 

informal health-care workers to provide patients with access to appropriate care under the 

supervision of dementia specialists.82,83 Mobile phone and telephone-based care, either to 

supplement or replace clinic-based care, can reduce costs and burdens on families who 

might find it difficult to travel to a clinic appointment; the Care Ecosystem randomised 

clinical trial84 combined these approaches. For this telephone and web-based intervention, 

care team navigators were the primary point of contact for dementia families and delivered 

collaborative care from a centralised hub. The Care Ecosystem trial showed benefits for 

caregiver and patient wellbeing while reducing emergency-related health-care use.84 To 

succeed, brain health diplomacy needs to build strong links with ongoing and future 

governmental dementia plans to ensure that such coordinated initiatives are embedded in 

science-based policies. Ensuring that the Care Ecosystem, adapted through brain health 

diplomacy actions, can be generalised, globally connected, and locally adapted requires a 

formal commitment to brain health diplomacy from both local and global stakeholders. 

Thus, the development of global long-term strategies to scale up collaborative dementia care, 

although truly challenging, is essential to support the rapidly growing number of dementia 

caregivers in LACs, and to in turn reduce the vast inequalities across caregivers in the 

region.
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Conclusions

Major coordinated initiatives are needed to address the enormous burdens facing dementia 

caregivers in LACs. There is a need to test innovative, evidence-based short-term and 

long-term solutions to the major challenges, and such solutions must include well defined 

guidance for caregivers and involve all relevant stakeholders. Organisations such as the 

Global Brain Health Institute, which are pioneering approaches for both patients and 

caregivers with a particular emphasis in LACs, might favour further triangulation among 

global initiatives, emerging regional leaders, and available public policies. Efforts to unify 

LACs around dementia caregiving, as well as to advocate for international programmes that 

can be made widely available to all communities, will have an important effect on the care of 

patients with dementia and their caregivers.
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Search strategy and selection criteria

Selective references for this work were identified by searching the PubMed database 

between Oct 1, 1997, and Dec 28, 2020. The search was complemented by 

other sources (Scopus and Google Scholar). The search terms combined relevant 

keywords (ie, “Latin America”, “Latin American countries”, “South America”, 

“Caribbean”, “Argentina”, “Bolivia”, “Brazil”, “Chile”, “Colombia”, “Costa Rica”, 

“Cuba”, “Dominican Republic”, “Ecuador”, “El Salvador”, “Guatemala”, “Honduras”, 

“Mexico”, “Nicaragua”, “Panama”, “Paraguay”, “Peru”, “Uruguay”, or “Venezuela” each 

in combination (and) with “caregiving”, “carers”, “care” (and) with “aging”, “dementia” 

(or) “neurodegeneration”, “neurodegenerative diseases”, “older adults”, “brain health”, 

“Alzheimer’s disease”, “frontotemporal dementia”, “Lewy body dementia”, “Parkinson’s 

disease”, and “vascular dementia”). Key concepts for the search included dementia 

prevalence, health care, regional inequalities, caregiver burden, long-term care, social 

determinants of health, socioeconomic status, gender bias, impact of COVID-19 on 

dementia, caregiver needs, evidence-based interventions, and available communications 

technology. References assessing brain health diplomacy and caregiving interventions, 

platforms, or initiatives were also scrutinised by combining the different search terms. 

Only papers published in English were included in the final version of the present work, 

although references in Spanish and Portuguese were also reviewed. Additional pertinent 

references related to the topics discussed were also selected by the authors and included 

in the manuscript.
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Panel:

A first-person view of caregiving in Latin America

Storytelling can be a powerful tool for behaviour changes regarding dementia caregivers. 

Here we provide a first-person story from a caregiver and coauthor of this work (FAP) 

who specialises in narratives as a tool to develop more comprehensible knowledge for 

caregivers in Latin America.

I was a teenager in Brazil when my grandmother and best friend was diagnosed with 

Alzheimer’s disease. It was a dark time. My father was unemployed, and my mother 

was depressed. I went through the most painful process during the disease, struggling 

to accept an incurable diagnosis and pushing my capabilities to their limits. I often 

felt overwhelmed, and that I was not fulfilling my duty as a grandson. I felt like a 

passive observer of her decline. We felt alone in these challenges and had great difficulty 

communicating with health professionals in our public health system. We suffered from 

our community’s lack of awareness and of acceptance of dementia. We are still living 

the consequences of the cultural association of ageing and disability. A large proportion 

of people in Latin American consider ageing as a purely incapacitating process. There 

is a nickname for old people in Brazil: caduco (expired), which reinforces stigma and 

associates old age with memory loss, language issues, and social isolation as inevitable 

ageing-related processes.

Caregivers should be empowered and supported to have an active role in guiding 

dementia care. Policies and models of care need multidisciplinary therapies to 

decentralise medical actions and to mitigate feelings of helplessness. Physiotherapy, 

speech, occupational, and other non-pharmacological therapies are needed to reduce 

caregiver burdens. Family caregivers and people living with dementia should be included 

in elaborating new strategies, and should be considered co-decision makers. The 

inclusion of families in public policy registries is essential for tailored assistance and 

monitoring of assessments and interventions.

During the COVID-19 pandemic, I relived many emotions from when I cared for my 

grandmother. The pandemic has only worsened the fears and challenges already existing 

in the lives of many families facing dementia. Social isolation, widely discussed in 

public policy and social media debates, was my daily life as a caregiver. The scarcity 

of care resources, public policies, and awareness amplified my grandmother’s and my 

own isolation. Many family members—especially daughters and wives—give up their 

jobs, compromise their relationships, and have their social life and self-care negatively 

affected. Perhaps for the first time, the world is empathically connected with the daily 

challenges of caring for someone with dementia in Latin America: the fear of tomorrow, 

the difficulty of communicating with the outside world, and the physical and emotional 

isolation.

It is time to accept and respect these families, leading them to a healthier way of caring. 

Empowering families by highlighting their unique role in maintaining dignity will bring 

more inclusive and achievable postdiagnostic strategies for those facing dementia.
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Figure: From challenges to global responses in dementia caregiving
Timeline and workflow of current challenges, short-term strategies, and long-term responses 

for dementia caregiving.

Ibáñez et al. Page 16

Lancet Healthy Longev. Author manuscript; available in PMC 2021 November 16.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

Ibáñez et al. Page 17

Ta
b

le
:

St
ud

ie
s 

of
 c

ha
lle

ng
es

 to
 d

em
en

tia
 c

ar
eg

iv
in

g 
in

 L
A

C
s

St
ud

y 
de

si
gn

 o
r 

fo
cu

s
L

oc
at

io
n

M
ai

n 
re

su
lt

s 
in

 L
A

C
s

Ta
ke

-h
om

e 
m

es
sa

ge

C
ar

us
o 

et
 a

l (
20

17
)14

LT
C

 s
er

vi
ce

s
L

A
C

s
A

bo
ut

 1
%

 o
f 

th
e 

po
pu

la
tio

n 
ov

er
 th

e 
ag

e 
of

 6
0 

ye
ar

s 
liv

es
 in

 n
ur

si
ng

 
ho

m
es

 a
nd

 f
or

m
al

 L
T

C
 is

 n
ot

 a
 p

ri
or

ity
 (

in
 c

om
pa

ri
so

n 
w

ith
 o

th
er

 
re

qu
ir

em
en

ts
 o

f 
pu

bl
ic

 p
ol

ic
ie

s 
in

 th
e 

re
gi

on
);

 in
fo

rm
al

 L
T

C
 is

 d
el

iv
er

ed
 

di
sp

ro
po

rt
io

na
te

ly
 b

y 
w

om
en

B
et

te
r 

LT
C

 p
ol

ic
ie

s 
an

d 
no

rm
at

iv
e 

fr
am

ew
or

k 
ar

e 
ne

ce
ss

ar
y

G
on

zá
le

z 
et

 a
l 

(2
01

4)
15

C
ur

re
nt

 in
iti

at
iv

es
 f

or
 

ca
re

gi
vi

ng
L

A
C

s
C

ar
eg

iv
er

s 
ha

ve
 p

oo
r 

ac
ce

ss
 to

 m
ed

ic
al

 c
ar

e 
an

d 
so

ci
al

 p
ro

gr
am

m
es

; 
in

te
rv

en
tio

ns
 ta

rg
et

 u
np

ai
d 

ca
re

gi
ve

rs
T

he
re

 is
 in

su
ff

ic
ie

nt
 c

ap
ac

ity
 b

ui
ld

in
g 

(i
nt

er
ve

nt
io

ns
 

th
at

 p
ro

du
ce

 s
us

ta
in

ed
 c

ha
ng

e 
at

 in
di

vi
du

al
 to

 
na

tio
na

l l
ev

el
s)

 f
or

 c
ar

eg
iv

in
g;

 m
ul

tic
om

po
ne

nt
 

in
te

rv
en

tio
ns

 a
nd

 a
n 

em
ph

as
is

 in
 g

en
de

r 
ne

ed
s 

an
d 

eq
ua

lit
y 

ar
e 

ne
ce

ss
ar

y

Pr
in

ce
 e

t a
l (

20
12

)8
M

ul
tic

ou
nt

ry
 s

tu
dy

 o
f 

ca
re

gi
ve

r 
pr

of
ile

s
L

A
C

s,
 I

nd
ia

, 
an

d 
C

hi
na

L
A

C
s 

ha
ve

 th
e 

hi
gh

es
t c

ar
eg

iv
in

g 
bu

rd
en

; p
ai

d 
ca

re
gi

ve
rs

 a
re

 c
om

m
on

 
on

ly
 in

 C
ub

a,
 V

en
ez

ue
la

, a
nd

 u
rb

an
 a

re
as

 o
f 

Pe
ru

C
ul

tu
ra

l b
ar

ri
er

s 
an

d 
re

so
ur

ce
 a

va
ila

bi
lit

y 
lim

it 
re

m
un

er
at

ed
 s

up
po

rt
 to

 c
ar

eg
iv

er
s 

an
d 

re
sp

ite
 c

ar
e,

 
in

cr
ea

si
ng

 th
e 

bu
rd

en
 o

n 
un

pa
id

 c
ar

eg
iv

er
s

Pr
in

ce
 (

20
04

)9
C

ro
ss

-s
ec

tio
na

l s
tu

dy
L

A
C

s,
 A

si
a,

 
an

d 
A

fr
ic

a
31

%
 o

f 
ca

re
gi

ve
rs

 a
re

 o
ld

er
 th

an
 6

5 
ye

ar
s,

 6
5%

 a
re

 u
ne

m
pl

oy
ed

, a
nd

 6
4%

 
ar

e 
de

pr
es

se
d;

 s
in

gl
e 

ca
re

gi
ve

rs
 a

re
 o

ft
en

 in
 c

ha
rg

e 
of

 c
ar

in
g 

fo
r 

m
ul

tip
le

 
ge

ne
ra

tio
ns

; c
ar

eg
iv

er
s 

sp
en

d 
a 

m
ea

n 
of

 6
 h

 p
er

 d
ay

 w
ith

 th
e 

pa
tie

nt

C
ar

eg
iv

er
s 

fa
ce

 a
dv

er
se

 s
oc

ia
l, 

ec
on

om
ic

, a
nd

 m
en

ta
l 

he
al

th
 c

on
di

tio
ns

E
ln

as
se

h 
et

 a
l 

(2
01

6)
16

C
ro

ss
-s

ec
tio

na
l s

tu
dy

A
rg

en
tin

a
Fa

m
ili

al
 e

m
pa

th
y 

de
te

rm
in

es
 r

es
ili

en
ce

 o
f 

ca
re

gi
ve

rs
 a

nd
 f

am
ily

 
co

m
m

un
ic

at
io

n 
in

cr
ea

se
s 

th
e 

se
ns

e 
of

 c
oh

er
en

ce
 a

m
on

g 
ca

re
gi

ve
rs

Pe
rs

on
al

 s
tr

en
gt

hs
 r

ed
uc

e 
ca

re
gi

ve
r 

st
re

ss
 a

nd
 f

am
ily

 
in

te
rv

en
tio

ns
 a

re
 r

eq
ui

re
d 

to
 s

up
po

rt
 c

ar
eg

iv
er

s

M
or

le
tt 

Pa
re

de
s 

et
 a

l 
(2

01
7)

17
E

pi
de

m
io

lo
gi

ca
l s

tu
dy

A
rg

en
tin

a
W

or
se

 c
og

ni
tiv

e 
fu

nc
tio

n 
in

 in
di

vi
du

al
s 

w
ith

 d
em

en
tia

 is
 a

ss
oc

ia
te

d 
w

ith
 

hi
gh

er
 c

ar
eg

iv
er

 b
ur

de
n,

 d
ep

re
ss

io
n,

 a
nd

 a
nx

ie
ty

Pa
tie

nt
s’

 m
oo

d 
an

d 
ca

re
gi

ve
r 

bu
rd

en
 a

ff
ec

t q
ua

lit
y 

of
 c

ar
e 

of
 c

ar
eg

iv
er

s;
 m

en
ta

l h
ea

lth
 a

nd
 c

og
ni

tiv
e 

in
te

rv
en

tio
ns

 a
re

 r
eq

ui
re

d

A
lle

gr
i e

t a
l (

20
07

)18
C

ro
ss

-s
ec

tio
na

l s
tu

dy
A

rg
en

tin
a

C
ar

eg
iv

in
g 

bu
rd

en
 in

cr
ea

se
s 

w
ith

 d
em

en
tia

 s
ev

er
ity

 a
nd

 c
om

or
bi

di
tie

s 
(a

s 
re

po
rt

ed
 b

y 
88

%
 o

f 
ca

re
gi

ve
rs

);
 4

1%
 o

f 
ca

re
gi

ve
rs

 le
ft

 w
or

k 
or

 d
ec

re
as

ed
 

th
ei

r 
w

or
kl

oa
d;

 in
di

re
ct

 c
os

ts
 ta

ke
 8

 h
 p

er
 d

ay
 o

f 
ca

re
gi

ve
r 

tim
e

D
em

en
tia

 p
ro

gr
es

si
on

 li
m

its
 c

ar
eg

iv
er

s’
 ti

m
e 

fo
r 

pa
id

 
w

or
k;

 f
in

an
ci

al
 s

tr
ai

n 
in

cr
ea

se
s 

th
e 

bu
rd

en

R
oj

as
 e

t a
l (

20
11

)19
C

ro
ss

-s
ec

tio
na

l s
tu

dy
A

rg
en

tin
a

A
cr

os
s 

A
lz

he
im

er
’s

, f
ro

nt
ot

em
po

ra
l a

nd
 v

as
cu

la
r 

de
m

en
tia

 s
ub

ty
pe

s,
 m

os
t 

ca
re

gi
ve

rs
 a

re
 s

po
us

es
; h

ig
he

r 
co

st
s 

of
 c

ar
eg

iv
in

g 
ar

e 
as

so
ci

at
ed

 w
ith

 
de

pr
es

si
ve

 s
ym

pt
om

s 
an

d 
fu

nc
tio

na
l i

m
pa

ir
m

en
t i

n 
ca

re
gi

ve
rs

Fr
on

to
te

m
po

ra
l d

em
en

tia
 c

au
se

s 
hi

gh
er

 c
ar

eg
iv

in
g 

co
st

s 
th

an
 d

oe
s 

A
lz

he
im

er
’s

 d
is

ea
se

 a
nd

 v
as

cu
la

r 
de

m
en

tia

Su
tte

r 
et

 a
l (

20
16

)10
C

ro
ss

-s
ec

tio
na

l s
tu

dy
A

rg
en

tin
a 

an
d 

M
ex

ic
o

Pe
rs

on
al

 s
tr

en
gt

hs
 e

xp
la

in
ed

 3
2–

50
%

 o
f 

th
e 

va
ri

an
ce

 in
 c

ar
eg

iv
er

 m
en

ta
l 

he
al

th
 in

 a
 s

am
pl

e 
of

 1
27

 p
ri

m
ar

y 
fa

m
ily

 c
ar

eg
iv

er
s

Pe
rs

on
al

 s
tr

en
gt

hs
 a

re
 r

el
ev

an
t t

o 
ca

re
gi

ve
rs

’ 
m

en
ta

l h
ea

lth
; p

er
so

na
l s

tr
en

gt
hs

 a
nd

 m
en

ta
l h

ea
lth

 
ap

pr
oa

ch
es

 m
ig

ht
 p

ar
tly

 c
om

pe
ns

at
e 

fo
r 

th
e 

bu
rd

en

T
ra

pp
 e

t a
l (

20
15

)20
C

ro
ss

-s
ec

tio
na

l s
tu

dy
A

rg
en

tin
a 

an
d 

M
ex

ic
o

Pe
rs

on
al

 s
tr

en
gt

hs
, i

nc
lu

di
ng

 r
es

ili
en

ce
, o

pt
im

is
m

, a
nd

 a
 s

en
se

 o
f 

co
he

re
nc

e 
w

er
e 

as
so

ci
at

ed
 w

ith
 b

et
te

r 
m

en
ta

l a
nd

 p
hy

si
ca

l H
R

Q
O

L
In

te
rv

en
tio

ns
 b

as
ed

 o
n 

pe
rs

on
al

 s
tr

en
gt

hs
 a

nd
 s

en
se

 
of

 c
oh

er
en

ce
 a

re
 r

ec
om

m
en

de
d

Fe
rr

et
ti 

et
 a

l 
(2

01
8)

21
C

ro
ss

-s
ec

tio
na

l s
tu

dy
B

ra
zi

l
C

ar
eg

iv
er

s 
ha

d 
a 

m
ea

n 
of

 9
·4

3 
(±

5·
68

) 
ye

ar
s 

of
 e

du
ca

tio
n;

 s
ub

st
an

tia
l 

bu
rd

en
 to

 p
ri

va
te

 h
ou

se
ho

ld
 e

xp
en

di
tu

re
s 

du
e 

to
 d

em
en

tia
; d

em
en

tia
 c

os
ts

 
w

er
e 

in
fl

ue
nc

ed
 b

y 
th

e 
ed

uc
at

io
na

l l
ev

el
 o

f 
th

e 
ca

re
gi

ve
r

L
ow

 e
du

ca
tio

n 
in

cr
ea

se
s 

de
m

en
tia

 c
os

ts
; e

du
ca

tio
n 

pr
og

ra
m

m
es

 c
an

 d
ec

re
as

e 
fi

na
nc

ia
l b

ur
de

n

G
ra

tã
o 

et
 a

l (
20

10
)22

C
ro

ss
-s

ec
tio

na
l 

ob
se

rv
at

io
na

l s
tu

dy
B

ra
zi

l
49

 (
54

%
) 

of
 9

0 
ca

re
gi

ve
rs

 (
of

 w
ho

m
 8

0%
 w

er
e 

w
om

en
) 

di
d 

no
t r

ec
ei

ve
 

as
si

st
an

ce
 (

fo
rm

al
 o

r 
in

fo
rm

al
);

 e
m

ot
io

na
l b

ur
de

n 
w

as
 h

ig
he

r 
at

 th
e 

ea
rl

y 
an

d 
la

te
 s

ta
ge

s 
of

 d
em

en
tia

T
he

re
 is

 in
su

ff
ic

ie
nt

 s
up

po
rt

 f
or

 c
ar

eg
iv

er
s;

 th
e 

em
ot

io
na

l b
ur

de
n 

on
 c

ar
eg

iv
er

s 
is

 h
ig

he
r 

in
 th

e 
ea

rl
y 

an
d 

la
te

 s
ta

ge
s 

of
 d

em
en

tia

L
ak

s 
et

 a
l (

20
16

)23
C

ro
ss

-s
ec

tio
na

l s
tu

dy
B

ra
zi

l
C

ar
eg

iv
in

g 
is

 a
ss

oc
ia

te
d 

w
ith

 p
sy

ch
ia

tr
ic

 s
ym

pt
om

s,
 h

ig
h 

ra
te

s 
of

 
pr

es
en

te
ei

sm
-r

el
at

ed
 im

pa
ir

m
en

t, 
an

d 
w

or
k 

im
pa

ir
m

en
t

T
he

re
 is

 a
 n

ee
d 

to
 d

ev
el

op
 s

up
po

rt
 p

ro
gr

am
m

es
, 

in
cl

ud
in

g 
fo

r 
he

al
th

 c
ar

e 
of

 c
ar

eg
iv

er
s 

an
d 

pr
ev

en
tio

n 
of

 c
hr

on
ic

 n
on

-c
om

m
un

ic
ab

le
 d

is
ea

se
s 

in
 c

ar
eg

iv
er

s

Lancet Healthy Longev. Author manuscript; available in PMC 2021 November 16.



A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

Ibáñez et al. Page 18

L
im

a-
Si

lv
a 

et
 a

l 
(2

01
5)

24
C

ro
ss

-s
ec

tio
na

l s
tu

dy
B

ra
zi

l
C

ar
eg

iv
er

s 
of

 p
at

ie
nt

s 
w

ith
 b

eh
av

io
ur

al
 v

ar
ia

nt
 f

ro
nt

ot
em

po
ra

l d
em

en
tia

 
ha

ve
 m

or
e 

ne
ur

op
sy

ch
ia

tr
ic

 s
ym

pt
om

s 
an

d 
di

st
re

ss
 th

an
 c

ar
eg

iv
er

s 
of

 
pa

tie
nt

s 
w

ith
 A

lz
he

im
er

’s
 d

is
ea

se
; d

em
en

tia
, a

nx
ie

ty
, a

nd
 d

ep
re

ss
io

n 
po

si
tiv

el
y 

co
rr

el
at

e 
w

ith
 b

ur
de

n 
in

 b
eh

av
io

ur
al

 v
ar

ia
nt

 f
ro

nt
ot

em
po

ra
l 

de
m

en
tia

 c
ar

eg
iv

er
s

C
ar

eg
iv

er
 d

is
tr

es
s 

is
 h

ig
he

r 
in

 f
am

ili
es

 a
ff

ec
te

d 
by

 
be

ha
vi

ou
ra

l v
ar

ia
nt

 f
ro

nt
ot

em
po

ra
l d

em
en

tia
 th

an
 b

y 
A

lz
he

im
er

’s
 d

is
ea

se

N
og

ue
ir

a 
et

 a
l 

(2
01

4)
11

C
ro

ss
-s

ec
tio

na
l s

tu
dy

B
ra

zi
l

13
%

 o
f 

m
al

e 
ca

re
gi

ve
rs

 a
nd

 5
8%

 o
f 

fe
m

al
e 

ca
re

gi
ve

rs
 r

ep
or

te
d 

m
od

er
at

e 
to

 s
ev

er
e 

se
xu

al
 d

is
sa

tis
fa

ct
io

n;
 im

pa
ir

ed
 a

w
ar

en
es

s 
an

d 
lo

w
er

 Q
O

L
 o

f 
pe

op
le

 w
ith

 d
em

en
tia

 is
 r

el
at

ed
 to

 lo
w

er
 Q

O
L

 o
f 

ca
re

gi
ve

rs

Q
O

L
 o

f 
ca

re
gi

ve
r 

no
t r

el
at

ed
 to

 g
en

de
r;

 lo
w

er
 Q

O
L

 
of

 p
eo

pl
e 

w
ith

 d
em

en
tia

 w
er

e 
re

la
te

d 
to

 th
e 

sp
ou

se
’s

 
Q

O
L

To
pi

c
L

oc
at

io
n

C
ar

eg
iv

in
g 

ch
ar

ac
te

ri
st

ic
s 

in
 L

A
C

s
Ta

ke
-h

om
e 

m
es

sa
ge

Sa
nt

os
 e

t a
l (

20
13

)25
C

ro
ss

-s
ec

tio
na

l s
tu

dy
B

ra
zi

l
D

is
ea

se
 a

w
ar

en
es

s 
in

 c
ar

eg
iv

er
s 

of
 p

eo
pl

e 
w

ith
 d

em
en

tia
 a

nd
 c

op
in

g 
st

ra
te

gi
es

 w
er

e 
in

fl
ue

nc
ed

 b
y 

fa
m

ili
sm

, r
el

ig
io

si
ty

, a
nd

 d
ut

y
R

el
ig

io
us

 b
el

ie
fs

 r
el

at
e 

to
 th

e 
im

po
rt

an
ce

 o
f 

ca
re

gi
vi

ng
; c

ul
tu

ra
l d

if
fe

re
nc

es
 in

 n
or

m
s 

an
d 

be
lie

fs
 

sh
ou

ld
 b

e 
co

ns
id

er
ed

 f
or

 c
ar

eg
iv

er
s’

 in
te

rv
en

tio
ns

 in
 

th
e 

re
gi

on

So
us

a 
et

 a
l (

20
16

)12
C

ro
ss

-s
ec

tio
na

l s
tu

dy
B

ra
zi

l a
nd

 
Sp

ai
n

C
ar

eg
iv

er
s’

 s
ex

, a
tte

nd
an

ce
 o

f 
da

yc
ar

e 
ce

nt
re

s,
 a

nd
 n

eu
ro

ps
yc

hi
at

ri
c 

sy
m

pt
om

s 
ha

d 
di

ff
er

en
t e

ff
ec

ts
 in

 B
ra

zi
lia

n 
an

d 
Sp

an
is

h 
ca

re
gi

ve
rs

’ 
bu

rd
en

C
ar

eg
iv

er
 b

ur
de

n 
di

ff
er

ed
 b

et
w

ee
n 

Sp
ai

n 
an

d 
B

ra
zi

l; 
th

er
e 

ar
e 

cr
os

s-
cu

ltu
ra

l d
if

fe
re

nc
es

 in
 c

ar
eg

iv
in

g

H
oj

m
an

 e
t a

l 
(2

01
7)

26
C

ro
ss

-s
ec

tio
na

l s
ur

ve
y

C
hi

le
T

he
 h

ig
he

st
 c

os
t o

f 
pr

od
uc

tiv
ity

 lo
ss

 is
 in

 f
em

al
e 

in
fo

rm
al

 c
ar

eg
iv

er
s 

fr
om

 
lo

w
 s

oc
io

ec
on

om
ic

 b
ac

kg
ro

un
ds

; i
nd

ir
ec

t c
os

ts
 (

74
%

) 
ar

e 
hi

gh
er

 th
an

 in
 

hi
gh

-i
nc

om
e 

co
un

tr
ie

s 
(4

0%
)

So
ci

oe
co

no
m

ic
 s

ta
tu

s 
is

 in
ve

rs
el

y 
re

la
te

d 
to

 d
em

en
tia

 
ca

re
 c

os
ts

; s
oc

io
ec

on
om

ic
 s

ta
tu

s-
re

la
te

d 
co

st
s 

de
te

rm
in

e 
ca

re
gi

ve
rs

’ 
bu

rd
en

Sl
ac

he
vs

ky
 e

t a
l 

(2
01

3)
27

C
ro

ss
-s

ec
tio

na
l s

ur
ve

y
C

hi
le

Se
ve

re
 b

ur
de

ns
 w

er
e 

re
po

rt
ed

 b
y 

18
4 

(6
3%

) 
an

d 
ps

yc
hi

at
ri

c 
m

or
bi

di
ty

 w
as

 
fo

un
d 

in
 1

37
 (

47
%

) 
of

 2
92

 in
fo

rm
al

 c
ar

eg
iv

er
s

M
os

t c
ar

eg
iv

er
s 

ar
e 

w
om

en
 a

nd
 e

xh
ib

it 
ne

ur
op

sy
ch

ia
tr

ic
 s

ym
pt

om
s 

an
d 

fu
nc

tio
na

l 
im

pa
ir

m
en

t

M
or

en
o 

et
 a

l 
(2

01
5)

28
C

ro
ss

-s
ec

tio
na

l s
tu

dy
C

ol
om

bi
a

10
2 

in
fo

rm
al

 c
ar

eg
iv

er
s 

pr
es

en
te

d 
po

or
 m

en
ta

l h
ea

lth
 s

ym
pt

om
s 

an
d 

re
du

ce
d 

H
R

Q
O

L
C

ul
tu

ra
lly

 a
pp

ro
pr

ia
te

 in
te

rv
en

tio
ns

 s
ho

ul
d 

fo
cu

s 
on

 
pr

ev
en

tin
g 

an
d 

tr
ea

tin
g 

de
pr

es
si

on
 a

nd
 p

ro
m

ot
in

g 
lif

e 
sa

tis
fa

ct
io

n 
of

 c
ar

eg
iv

er
s

L
lo

yd
-S

he
rl

oc
k 

et
 a

l 
(2

01
8)

13
Q

ua
lit

at
iv

e 
fa

m
ily

 c
as

e 
st

ud
y

M
ex

ic
o 

an
d 

Pe
ru

Fa
m

ily
 c

ar
eg

iv
er

s 
do

 n
ot

 u
su

al
ly

 h
av

e 
da

ys
 o

ff
; u

nm
ar

ri
ed

 d
au

gh
te

rs
 

an
d 

w
iv

es
 a

re
 ty

pi
ca

l c
ar

eg
iv

er
s;

 w
iv

es
 m

ig
ht

 r
eq

ui
re

 p
er

m
is

si
on

 f
ro

m
 

a 
hu

sb
an

d 
to

 p
ro

vi
de

 c
ar

e 
to

 a
no

th
er

 f
am

ily
 m

em
be

r 
w

ith
 d

em
en

tia

C
ul

tu
ra

l n
or

m
s 

an
d 

va
lu

es
 a

re
 g

en
de

r-
bi

as
ed

 a
nd

 
in

cr
ea

se
 th

e 
ca

re
gi

ve
r’

s 
bu

rd
en

M
ay

st
on

 e
t a

l 
(2

01
7)

29
H

ou
se

ho
ld

 s
tu

di
es

 
(L

A
C

s,
 A

si
a,

 A
fr

ic
a)

M
ex

ic
o 

an
d 

Pe
ru

 v
s 

ot
he

r 
co

un
tr

ie
s

H
ea

lth
-c

ar
e 

sy
st

em
s 

pr
io

ri
tis

e 
ac

ut
e 

ill
ne

ss
 m

an
ag

em
en

t; 
ex

te
rn

al
 s

up
po

rt
 

is
 v

ie
w

ed
 a

s 
te

m
po

ra
ry

 a
nd

 p
ay

in
g 

fa
m

ily
 m

em
be

rs
 is

 p
re

fe
rr

ed
G

ov
er

nm
en

ta
l s

up
po

rt
 is

 in
su

ff
ic

ie
nt

, p
ri

va
te

 c
os

ts
 a

re
 

un
su

st
ai

na
bl

e,
 a

nd
 lo

ng
-t

er
m

 c
ar

e 
ca

pa
ci

ty
 is

 u
nm

et

C
us

to
di

o 
et

 a
l 

(2
01

5)
30

R
et

ro
sp

ec
tiv

e 
co

st
 s

tu
dy

Pe
ru

Pe
op

le
 w

ith
 lo

w
 s

oc
io

ec
on

om
ic

 s
ta

tu
s 

ca
nn

ot
 a

ff
or

d 
ca

re
 in

 p
ri

va
te

 
se

tti
ng

s;
 th

e 
to

ta
l c

os
ts

 to
 f

am
ili

es
 o

f 
fr

on
to

te
m

po
ra

l d
em

en
tia

 a
re

 h
ig

he
r 

th
an

 th
os

e 
of

 A
lz

he
im

er
’s

 d
is

ea
se

 a
nd

 v
as

cu
la

r 
de

m
en

tia
 d

ue
 to

 c
ar

eg
iv

er
 

de
m

an
ds

R
ed

uc
tio

ns
 in

 f
am

ily
 in

co
m

e 
in

cr
ea

se
 c

ar
eg

iv
er

s’
 

bu
rd

en
; c

os
ts

 v
ar

y 
ac

co
rd

in
g 

to
 d

em
en

tia
 s

ub
ty

pe

M
at

us
-L

óp
ez

 e
t a

l 
(2

01
6)

31
LT

C
 p

ol
ic

y
U

ru
gu

ay
D

om
ic

ili
ar

y 
LT

C
 is

 u
nd

er
fu

nd
ed

; p
ub

lic
 a

nd
 d

ay
ca

re
 L

T
C

 a
re

 v
er

y 
sc

an
t; 

th
er

e 
is

 n
o 

fi
na

nc
ia

l a
id

 f
or

 p
ri

va
te

 c
ar

e
LT

C
 f

ac
ili

tie
s 

an
d 

se
rv

ic
es

 a
re

 s
ca

rc
e 

an
d 

no
n­

pr
iv

ile
ge

d;
 u

np
ai

d 
ca

re
gi

ve
rs

 d
o 

no
t h

av
e 

sp
ec

if
ic

 
tr

ai
ni

ng

H
R

Q
O

L
=

he
al

th
 r

el
at

ed
 q

ua
lit

y 
of

 li
fe

. L
A

C
s=

L
at

in
 A

m
er

ic
an

 a
nd

 C
ar

ib
be

an
 c

ou
nt

ri
es

. L
T

C
=

lo
ng

-t
er

m
 c

ar
e.

 Q
O

L
=

qu
al

ity
 o

f 
lif

e.

Lancet Healthy Longev. Author manuscript; available in PMC 2021 November 16.


	Abstract
	Introduction
	Current challenges of dementia caregiving in LACs
	Short-term regional strategies
	Action 1: set up systems to assess caregiver needs and resources
	Action 2: evaluate the effectiveness and implementation of evidence-based interventions for caregivers
	Action 3: adapt to heterogeneous settings and cultures
	Action 4: reduce cultural gender stereotypes of care
	Action 5: promote community and intergenerational support
	Action 6: ensure access to basic technological support
	Action 7: leverage technology to increase access to care

	Long-term global scalability: brain health diplomacy and innovation tools
	Conclusions
	References
	Figure:
	Table:



