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Abstract:

The world has witnessed unprecedented decrease in mortality rates over the past century, which led to
dramatic increase in the global population. As a result of the dramatic decrease in the worldwide fertility
rates and the progressive increase in the life span, the world witnesses a sustained change in the age
distribution of the global population in a phenomenon called population aging. Elderly population is
expected to double reaching 2.1 billion by 2050. Elderly are more susceptible to have NCDs which are a
major determinant for functional disability. Disabled elderly are those who can't perform one or more of
basic ADLs with their own. There is a universal recent trend wherein patients are discharged earlier from
hospitals. This creates a great worldwide increasing need for family caregiver. Family caregivers face many
challenges and reported higher burden and lower HRQoL scores than their non-caregiver counterparts.

Many strategies should be implemented to alleviate stress and improve HRQoL of family caregivers.
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Introduction

The world has witnessed unprecedented decrease
in mortality rates over the past century, which led
to dramatic increase in the global population. In
the 21% century medical and technological
improvements and developments achieved a great
progress in treating acute conditions, controlling
chronic conditions and extending the life span of
elderly. Although, increasing life expectancy is
one of the great achievements of mankind; but
aging carries great challenges not only for the
social, economic, and healthcare systems but for
individuals and their families too. ¢

Population aging

As a result of the dramatic decrease in the
worldwide fertility rates and the progressive
increase in the life span, the world witnesses a
sustained change in the age distribution of the
global population in a phenomenon called

1

population aging. Population aging is the process
wherein older adults represent a large proportion
of the entire population. @

Elderly population aged 60 years and older who
represent 1 billion in 2020, are expected to
increase reaching 1.4 billion in 2030. By 2050, the
global elderly populations aged 60+ will increase
by two folds (2.1 billion). Moreover, the share of
the oldest elderly (aged 80+) is expected to
increase by three folds between 2020 and 2050
reaching 426 million. ©

Developing vs. developed countries

although the shift in population distribution
towards older ages has begun in developed
countries, but at the present times, low- and
middle-income countries (LMIC) are experiencing
the greatest demographic transition of populations
aging at an unprecedented speed.
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In 1980, 56% of elderly aged 60+ lived in the
developing world. In 2017, the developing
countries were home to more than two thirds of
the world’s older adults. Between 2017 and 2050,
elderly aged 60+ are expected to double, from
nearly 650 million to 1.7 billion in the developing
countries. On the other hand, it is expected for the
more developed countries to witness less than 40
% increase in the proportion of elderly over that
same period (from 310 million elderly in 2017 to
427 million in 2050). ®

The situation in Egypt

Egypt is going through a rapid demographic
transition. Between 2020 -2050, the share of
elderly aged 60+ is projected to increase by more
than twice from 8.4 million representing 8% of the
whole population reaching 22 million representing
14%. While, the proportion of those aged 15-24
will increase only 1.5 times through the same
period. ©

Although, population aging can be considered as a
great achievement for human kind, but it also
carries a lot of challenges for the society to
improve the functional ability of older people,
provide the appropriate care for those who require
ongoing care services, and to support and
maintain an optimal health related quality of life
(HRQoL) for both elderly and their caregivers. @

Health status of the elderly

With the emergence of the era of population
transition and the improvement of health care
ideas, the goal is to enhance the ability of older
persons to lead a healthy life. WHO illustrated
that the main indicators of elderly health
evaluation should be through assessment of the
capability to live independently not merely death
and disease indicators. ©

Elderly are more susceptible to have chronic
diseases especially non communicable diseases
(NCDs) that represent main risk factor for
functional disability. Functional disability can be
defined as the failure to perform one or more of
the basic activities of daily living (ADL) -
ambulating, dressing, feeding self-hygiene,
continence and toileting- without assistance.
Functional disability is followed by abundant
effects as higher mortality rates, increase needs for
health care, impaired HRQoL and increase costs
of care. It is also a direct indicator of the need for
daily assistance. ("

2

Regarding chronic diseases, most of elderly (85%)
have at least one chronic health problem, in
addition, 60% have two or more chronic
problems. Having chronic diseases specially
multi-morbidity is a direct cause to disability
which increase in severity with increasing the
number of diseases, and a leading cause for
impairment of HRQoL of both elderly and
caregivers. ©

There is a universal recent trend wherein patients
are discharged earlier from hospitals. In addition,
the increase in life expectancy of elderly with
many chronic illnesses, this spotlights the
exhausting role of family members and friend to
care and support their loved elderly at home. ©

Definition of caregiver:
caregiver

can be defined as the person who provides unpaid
care for the person in need based on the social
relations between them. Informal caregivers may
be a family member as parents, grandparents,
siblings, children, cousins, spouses, in-laws, and
other relatives. In some cases, informal caregivers
could be neighbors or friends. ¥

The International Alliance of Carer Organizations
(IACO) - an international organization that
supports the caregivers worldwide, located in
Washington DC- tried to take into account
different circumstances across different countries,
so it defined informal caregiver as persons
providing at least 24 hour of unpaid care per week
over an average duration of five years.!?

Informal caregiving involves two categories;
primary caregivers and secondary caregivers.
Those who provide most of the care tasks, spend
most of the time with the elderly, usually lives at
the same home with the care-recipients or near to
them and is perceived by the person in need for
care and by themselves as having main
responsibility for care are called primary
caregivers. They report most of the strain of
caregiving either emotional, financial or physical
strain. 2

On the other hand, the secondary caregivers
perform some caregiving tasks but are not
considered as the principal individual responsible
for rendering care for the elderly. They usually
don’t share home with the care-recipient but
provide some financial support and transportation
to health centers, etc. ¥

Informal/family
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Formal caregivers

are usually professional health care workers as
nurses with special training to perform services
specially that can't be carried out by formal
caregivers and they get paid for this. Families of
severely ill or severely dependent elderly usually
combine formal with informal care. Depending on
the severity and specialty of the illness, formal
caregivers are usually in demand alongside
informal caregivers for home care services."%

Definition of HRQoL

WHO (1997) defined quality of life (QoL) as
someone's perception of his position in life
depending on the cultural environment wherein he
lives and depending on his goals, expectations,
principles and values. It is a multidimensional
concept, encompasses individuals’ physical,
emotional health, psychological state, level of
independence, social achievements and spiritual
state. QoL is dynamic; its perception changes with
changing priorities and beliefs of the
individual.*

QoL involves health as an important domain in its
definition. HRQoL is the effect of medical
disorder or treatment on individual’s physical,
emotional, and social well-being. The HRQoL
measurement therefore attempts to capture QoL in
the context of one’s health and illness. In addition,
HRQoL also involves an individual’s satisfaction
about his life, general health and well-being. ®© It
was found that caregivers of chronically diseased
elderly has impaired HRQoL scores in the whole
domains. "

Determinants of caregiver outcomes and
HRQoL

Several theoretical models have been used to
explore caregiver outcomes. They theorized that
the increase and the severity of care demands
represent a great challenge for caregivers.
Caregivers react with these challenges by adapting
or care strategies modifications, such as asking for
help and joining support groups to decrease their
strain. Failure to adapt to overcome caregiving
challenges is accompanied by more negative
outcomes .™®

The stress process model (SPM) is considered as
an organizing framework explaining caregiving
outcomes and its multidimensional determinants.
The process model involves three major domains:
the source of stress like caring tasks, the mediators
3

of stress as social support and coping skills, and
the outcomes of stress as burden and impaired
HRQoL. @

Caregiving outcomes are affected by contextual
variables as socio-demographic factors of the
patient and caregivers and caregiving-related
factors, Primary stressors are directly correlated
with patients and disease severity, secondary
stressors including challenges that originate from
the caregiving role but do not directly related to
providing care as financial strain, work conflicts.
Interventions and social support are expected to
decrease the perceived strain. ¥

researchers have illustrated that with the increase
in age, caregivers will be more liable to
experience higher levels of stress and poorer
HRQoL compared to younger caregivers. This can
be explained by the better physical health of the
younger caregivers. Moreover, younger caregivers
have more informal support networks, and usually
can get included in many fields of work which
provides more steady incomes compared to older
counterparts. @V

Its known worldwide that women are the main
persons responsible for informal care for their
family, including the elderly. Female caregivers
represent 75%- 81% of all caregivers of elderly.
Daughters are more likely to render care for their
dependent parents. On the other hand, mlaes
usually participate in the caregiving in absence of
female relatives. ®?

Gender has a great association with caregiving
outcomes. Because of facing more caregiving
stressors, having lower financial resources and
having poorer physical power, female caregivers
report lower HRQoL scores compaired to men.
Moreover, Several studies have reported a great
sense of responsibility, emotional and social
bonds between female caregivers and their care-
recepients which can lead to more emotional
stress and affect their emtional HRQoL. @
Employment of caregivers may affect their
caregiving role and their HRQoL. Insufficient
time and energy may be the cause. Caregiving
tasks may make the caregiver unable to commit to
his work schedule or tasks leading to job turnover
which will be followed by more stress. ¢%

Its doubtless that financial resources are a
corenerstone in the journy of disease and the
journy of caregiving. Yihedego and colleagues
reported that caregivers with lower monthly
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income reported significant lower HRQoL scores
in comparison to those with higher income. ®
Caring for dependent elderly in the home-based
setting usually requires increased demands like
home modifications, such as wheelchair ramps,
safety bars, and durable medical equipment,
beside medications costs. It has been reported that
most of caregivers (80%) report financial stress
for caregiving process. ?®

The health status of caregivers is difficult to be
assessed as if it is affected as a result of
caregiving tasks or the caregiver had the health
problem before caregiving time. Researchers
reported that it is difficult for the caregiver to take
care of dependent elderly while the caregiver
himself is chronically ill. Moreover, this can
worsen his health condition. ®

Regarding duration of care, some investigators
found that the increase in the caregiving duration
is associated with more depressive sympoms and
poorer HRQoL among caregivers, although others
find no relation. This conflict may be explained by
the difference in cping abilities among caregvers
which make them differently adapt the situation
with the time. ¢72®)

QoL of both caregivers and care-recipients is
strongly affected by the relationship between
them. Positive relations are considered as social
resources that help caregivers to deal with
caregiving stresses in better way. On the other
hand, negative relationships as marital conflicts,
impair individuals’ well-being and makes them
more sensitive toward stressful situations. ¢

It’s not unexpexted to find that caregivers
knowledge regarding elderly disease progression
has a major role in decreasing stress and
improving their HRQoL by decreasing the fear of
the unknown. It’s the health care providers who
should provide caregivers with the proper
information about their relatives case, tell them
the prognosis in a simple way and try to explain
their role. %

Caregiver can experience different types of burden
for the hardships associated with caring for
chronically diseased elderly. Depression among
caregivers has been illustrated to be closely
correlated with the burden they perceive. In
addition, caregiver burden has been found to be
negatively associated with caregiver quality of
life. ©°)

Presence of secondary or assisstant caregiver can
lower the perceived stress among caregivers. This
is may be due to the fact that being the main
caregiver means taking the main responsibility for
caregiving, which is a very distressful job. Family
caregivers are in a deep need to support from
relatives and healthcare providers during
hospitalization. Caregivers with restricted social
relations or dissatisfied with support experience
more stress. Y

Most family caregivers lack knowledge and often
feel unready to perform caregiving tasks,
especially those who provide more medically
complex tasks such as changing catheter bags,
providing wound care, or supervising complicated
medication regimens. Caregivers who deals
directly with the health care system often receive
inadequate support from health care providers and
frequently feel frgotten and unrecognized by the
health care system. ©¢?

The severity, type, number and duration of the
iliness have been identified as predictors of
caregiver stress. Multiple researches reported
presence of association between deteriorated
functional status of elderly and higher stree levels
of caregivers.There is a relationship between a
high level of caregiver burden and caring for
persons with mental or severe illnesses or persons
with multi-morbidity cause higher stress to
caregivers and cause more impairment to their
HRQoL. ©®

Coping strategies are specific behavioral and
psychological adaptation mechanisms performed
by caregivers to minimize the effect of stressful
situations. There are different coping mechanisms
such as emotion-focused, problem-focused and
dysfunctional coping. Some coping strategies can
be harmful and may increase burden and
depression. ¢

Another important determinant in the SPM is
social support. Happiness and psychological
health are greatly determined with a supportive
social network of relatives and community. Social
support can involve informational, emotional, and
instrumental support which has a significant
reversed correlation with caregiver distress. ¢

Strategies to decrease caregiver burden:
Societies must take actions to encourage and
support caregivers of elderly and improve their
HRQoL as:
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1. Proper management of chronic diseases
specially multi-morbidity to improve functional
capacity of elderly and decrease level of
dependence.

2. Health insurance agencies should cover the
caregiving tasks which in most cases are
performed by caregivers’ own time and
resources.

3. Establishing proper education programs and
training for caregivers.

4. Online support and information on daily
aspects of care giving.

5. Telephone and email support groups for
caregivers.

6. Providing  psychological  counseling or
psychiatric intervention for stress management.
For example, forming support groups,
providing home visits.

7. Trying to provide more suitable working
conditions for caregivers allowing them to care
for their loved ones and decreasing their stress
as adopting telecommuting that enable
caregivers to work at home while caring for
their family member.

Extensive research to assess caregiving

obstacles and improve their HRQoL. ©

Summary

As people continue to age, elderly individuals are
living longer with many chronic illnesses and
hospitals discharge patients earlier, more family
members and friends are caring for loved ones at
home. Unpaid caregivers often operate in a reality
of inadequate support systems and lack of
information and skills. They need guidance,
someone to listen to them, and a place they can
share concerns, express needs,and receive
answers. National strategies, local and workplace
policies,and other supportive systems must be
established to decrease caregiver burden. ©®
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