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Objectives

 We will discuss the relationship between caregiver burden and
Alzheimer’s dementia

 Then different Theoretical models
 Literature Review
 Risk factors



Background

 Caregiver : a family member or significant other who provides the
majority of support and personal care to a patient

 The caregiver burden is a multidimensional construct, which has
been defined as a subjective measure of the physical,
psychosocial, and economic strain experienced by individuals that
take care of patients with AD



No treatment option to heal AD

Goal should be to improve and support the quality of
life in patients, their families, and their caregivers as
much as possible



Some facts

 Rising number of people with dementia, doubling every 20 years,
due to global aging.

 Currently, there are approximately 47 million people with dementia
in the world

 The usual course of dementia is from 3 to over 9 years.



Family as a caregiver

 The great majority of patients are cared for by family members in the
community

 Cultural effect:
 66.5% of Taiwanese elders live with their children, whereas only one-fifth and one-

quarter of the elderly live with an adult child in the United States and Europe

 Studies on caregiving experiences conducted in Western countries are not likely
to explain caregiving phenomena in different culture

 In Taiwan, average care 43 months and spent on average 13.45 hours per day
caregiving

 (34.9%) hire care aides, who are mostly foreign
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Progressive disease – increase care
demands

 As the disease progresses,
patients need higher levels  of
assistance, and the level of
dependence increases.



Care Demands and Caregiver Burden

 A meta-analysis found dementia
family caregivers to be significantly
more
 stressed than non dementia

caregivers and
 Suffer more serious depressive

symptoms and physical
problems



Caregiving Activities



Role strain



Theoretical Models of Dementia Caregiver Burden

Models of Dementia Models of Dementia Caregiver
Burden

Theoretical Models of Dementia
Caregiver Burden



Theoretical Models of Dementia Caregiver
Burden

Cognitive Stress and Coping
Model

Caregivers’ stress model

Sociocultural Stress and
Coping Model



Cognitive Stress and Coping Model
(1984) Lazarus & Folkman



Caregivers’ stress model
pearlin

 Hypothesizes that stress is the
consequence of :

 First line contextual elements (cultural
and socio-economic status, family
network, personal history)

 primary stressors (e.g., stressors directly
related to caregiving activities such as
problem behavior of the patient and
caregiver perception of overload)

 secondary stressors (e.g., strains due to
conflict between caregiving
responsibilities and non-caregiving roles



Sociocultural Stress and Coping Model
(Aranda and Knight 1997; Knight and Sayegh 2010)

Cultural
Values



Which is more related to caregiver burden?

 Cognitive
 NPS
 Dependency



NPS

 NPS would generally be found to be the most powerful predictor,
followed by physical/functional dependency, and lastly cognitive
impairment.

 NPS are distressing because they are unpredictable, disruptive,
difficult to manage, potentially embarrassing or abusive, and sleep
deprived .



NPS & burden

 Awell-cited meta-analysis of 228 studies found overall correlational
coefficients with caregiver burden and depression, respectively,

 0.37 and 0.27 for NPS,
 0.22 and 0.14 for functional impairment, and
 0.18 and 0.16 for cognitive impairment



NPS & burden

 Four long-term longitudinal studies showed that NPS early in the
course of dementia as well as subsequent increases in NPS were
most predictive of increases in burden scores over time

 Compares caregivers for relatives with the behavioral variant of FTD
with AD caregivers
 bvFTD caregivers report more serious NPS in their CRs as well as

higher levels of burden and depressive symptoms



Individual Neuropsychiatric Symptoms
or Symptom Clusters

Is it possible that certain symptoms are more
challenging than others and
are more useful indicators of the caregiver’s need for assistance or
intervention?



Individual Neuropsychiatric Symptoms
or Symptom Clusters

 Two recent studies, one in the USA and the other in Taiwan, suggest
the most distressing symptoms:
 Delusions/hallucinations

 Depression/anxiety

 Agitation

 Aggression

 Fauth and Gibbons found disruptive behaviors to be most
disturbing to caregivers, followed by mood disturbance, and lastly
memory-related behaviors.



Caregiver burden and dependence

 Concept of dependence, defined as the level of assistance
required by a patient with AD

 Association between dependence and caregiver burden
 There few studies reporting data on the strength of this

relationship
 Results suggest that the dependence level may more

accurately predict caregiver burden than the functional
impairment.



A path analysis of patient dependence
and caregiver burden in AD

Conclusion:
Dependence was the most
important primary stressor
directly related to caregiver
burden irrespective of the
disease severity.



NPS-RESISTANCE OF CARE

 NPS that occurred in the context of
ADL assistance largely accounted for
the associations between ADL
impairments and measures of burden
and depressive symptoms



Dimensions of Burden

 Cross-sectional study investigated the contributions of various primary stressors and
contextual factors to burden and depressive symptoms.

 Depressive symptoms—behavioral and physical

 Relationship strain—behavioral

 Social isolation—physical, cognitive, and behavioral

 Emotional strain—behavioral, cognitive, and physical

 Physical strain—behavioral and physical being equally predictive



Positive Aspect of caregiving (PAC)



Positive Aspect of caregiving (PAC)

 Researchers focus of attention in recents years (CG satisfaction,
gain, or reward)

 Caregiver feels helpful, satisfied, and rewarded by looking after the
patient

 Those who look after a patient feel better psychologically and
render more quality care



Role of
Spirituality
THE FINDINGS INDICATE THAT SPIRITUALITY
IS POSITIVELY RELATED TO PAC



Risk factors

 Major factors affecting the stress of caregivers can be listed as
 loneliness

 depressive mood

 being exposed to behaviors not expected from the patient

 insufficient knowledge about the disease

 length of time providing care on a day-to-day basis

 Negative attitudes towards AD

 Previous psychiatric history

 A poor prior relationship



What is helpful ?

 In RCT conducted with 206 caregivers in the UK, it was observed
that when these caregivers were provided with:
 support, behavior management, education and psychological support :

negative effect of patient symptoms on the caregiver decreased and the
quality of life of the caregiver improved

 Social support also seems to be vitally important during the progression of this
stressful disease.



Conclusion

 (WHO) recommended that every country should have a health strategy
for improving the knowledge of health professionals and caregivers on
dementia.

 Since there is no treatment option to heal AD or stop its progress, the goal
should be to improve and support the quality of life in patients, their
families, and their caregivers as much as possible.

 burden on the shoulders of caregiver(s) can be reduced by educating
them on proper care and taking necessary measures toward protecting
the caregiver’s social life and psychological health.


