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Abstract

Background and Objectives: Simultaneously with changes in demographic structures and reforms, it
has undergone extensive changes. Informal caregivers, as the core of care, play an important role in providing
care services. Increasing the average age of the population, reducing the number of households and increasing
the number of working women increase the caregiver burden and face them with many challenges. Lack of
support systems in caregivers with chronic and incurable diseases intensifies the care burden. Meanwhile,
caring for patients with stroke is difficult and exhausting due to their dependence on many of their daily
activities and performing some care, including physiotherapy of limbs, posture change, etc. In addition, the
reduction in the length of hospital stay of stroke patients in recent years has increased the burden of caring for
their home caregivers. The purpose of this study is to investigate the care burden in home caregivers and to offer
suggested solutions for establishing a support system based on the experiences of different countries and the

expectations and experiences of informal caregivers of stroke patients.

Methods: This study was performed by a combined method simultaneously with the convergent alignment
approach in two phases. In phase one, by conducting a systematic review study by meta-analysis method, the
dominant care burden was identified in Iran. Then, in the field review study, the existing support structures in
different countries were identified and divided into three specific levels, support and national laws. Took. In the
second phase, due to the debilitating nature of stroke and increasing demand for supportive care of this disease,
while measuring the care burden of informal caregivers of patients with stroke in Kerman province in a descriptive
cross-sectional study, to identify experiences The main ones were studied in the form of a qualitative study and
categorization of caregivers' views using the Q method. Finally, by comparing the models used in the world and
using the opinions of experts, the proposed solutions for implementing a support system for caregivers were

presented

Results: The average burden of care in Iranian caregiversis 52.06 + 48.39 that caregivers of schizophrenia
patients bear the highest burden of care compared to other diseases studied. The measured care load in caregivers
of stroke patients in Kerman province is 34.18 + 95.36. The support systems of the world offer their support
programs based on the degree of focus on caregivers and the field of programs at three levels: specific - regional
and national. Based on the experiences of stroke caregivers, caregiver, while having physical and mental benefits,
has primary and secondary pressures that, if not met in the form of social support, will stress the caregiver's needs
and ultimately lead to illness or death. Taking care of the perspective of some caregivers is a difficult but valuable
task, some of them consider themselves a new field of care and others consider support as a missing link in care.
Based on the integrated service model, financing support systems through dedicated health resources, identifying

and assessing caregivers through expert surveys, planning through localization of other countries’ experiences,



multi-sectoral organization, and government ownership of organizations through the use of network strategies.
The care and provision of certain multidimensional support services through partnership and the provision of
clinical services through clinical guidelines based on periodic evaluations of caregiver’s expert recommendations

to establish an effective support system.

Conclusion: Because each disease has a unique pattern of obvious care needs, knowing the path of care for
each disease and the resulting burden of care will help to gain a better understanding of the design of support
systems needed by caregivers. The burden of care resulting from the gender of caregivers indicates the need for
special attention to housewives in order to reduce the average burden of care. Changing the role of caregivers
from parents to spouses and children in the coming years will play an important role in designing supportive
interventions due to the increase in life expectancy in Iran and the difference in cultural and social infrastructure.
Differences in the definition of the role and position of caregivers in the health system and the extent and scope of
the services provided by caregivers can be two important factors in choosing support systems. Controlling the
caregiver burden by identifying and assessing caregivers by anticipating scientific methods for providing
combined services and equitable distribution of support types and evaluating their effectiveness in improving the
welfare and quality of life of caregivers and improving the quality of their care services is one of the proposed
solutions. It is taken from the experiences of different countries and is based on the needs and experiences of
caregivers and the opinions of experts have been taken into account in their localization, so paying attention to it
can provide a broader view for policy makers to make future decisions and quality decisions. Improve the

establishment of a caregiver support system.

Keywords : Care burden - Support systems - family caregivers - Care network - Stroke-Q methodology -

systematic review - schizophrenia



