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ABSTRACT

Background: Stroke is a life-changing event that impacts not only peoplewith disabilities, but also their families which is a source of high demandsfor long-term care, potentially causing a burden on caregivers. Objective:Aims to analyse the factors associated caregiver burdens among family ofstroke patients. Methods: a systematic review sourced from journalssearched through the Scopus, Science of Direct, WOS and Spinger Linkdatabases published in less than the last 5 years (2018-2023). Keywordsadjusted to Medical Subject Heading (Mesh) phrases, namely "CaregiverOR Family AND Burden OR Care OR Caring AND Stroke OR ((haemorrhagicstroke)) OR Stroke OR Disease". Analysis of the results of this study usingthe PEOS method (Population, Exposure, Outcomes, and Study Design).
Results: Study showed that 12 studies according to the specified inclusioncriteria. All articles have a design cross-sectional study. The majority ofrespondents informal caregivers from various countries. The results of thereview showed that factors related to caregiver burden in families of strokepatients are patient's condition, time of treatment, education level, income,length of treatment, patient complications, family support. Conclusion:Based on the results found, there are several factors that can affect caregiverburden so that one of the nursing interventions that can be provided is theprovision of education related to patient care and the importance of familysupport in caring for patient with stroke so that it is expected to reduce theburden on caregivers.
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Stroke, or cerebrovascular disease (CVD), is a disease that manifests with blockage or bleeding inthe blood vessels that feed the brain. CVD is the second most common cause of death and the leadingdebilitating disease in advanced societies, (Çelik & Kara,  2019). Stroke is a life-changing event that impactsnot only people with disabilities but also their families and caregivers. Patients and their families mayexperience various physical, psychological, social, economic, and spiritual. Negative objective and subjec-tive consequences such as psychological problems, physical health problems, economic and social prob-lems, disrupted family affairs, and the and the feeling of having no control over problems arising from allservices Such care is defined as the "burden of care. Björk dahl et al., (2007) in Kumar et al.,(2021). Thepatient's transition from hospital to home is critical to maintaining consistent good health care for strokesufferers, (Yang et al., 2020). During the rehabilitation period, a training and solving process is carried outproblems that aim to reduce the number of patient disabilities by focusing on the condition. Meanwhile,patients with disabilities receive internal medical assistance process focus, nurses who care for patientsplay a role in the process and very much affected by this process. Moreover, the continuous transitionfrom institutional care to community care makes the impact of delivery stroke care is becoming biggerthan before, Han B, H et al., 2011in Kumar et al.,(2021). Current epidemiological data shows that 16.9million people suffer a stroke every year, which represents a global incidence of 258/100,000/year, withstriking differences between income countries high and low, and the age-based incidence is 1.5 timeshigher. in men compared to women (Béjot et al., 2016). The World Health Organization (WHO) predictedthat deaths from stroke would increase with mortality due to heart disease and cancer, from approximately6 million in 2010 to 8 million in 2030 (American Heart Association, 2010). Ministry of Health of theRepublic of Indonesia (2018) stated that non-communicable diseases (NCDs) in Indonesia are experienc-ing an increase compared to 2013, the prevalence of stroke increased from 7% to 10.9%.Caregiver burden is a multidimensional concept that includes several aspects such as individualphysical and psychosocial aspects and requires balance between variables such as exact timing, economicresources, psychological status (physical and social), role change, and the identification of new roles forcare. Morais HCC, Soares AMG, Oliveira ARS, et al. (2012) in Çelik & Kara, (2019). The impact of   burdensthat affect the caregiver's health condition include fatigue, sleep disorders, lack of appetite, headaches, highblood pressure, ulcers. Burden Caregivers also influence emotional conditions including stress, anxiety andworry with the patient's condition (Pratiwi, 2018).Several factors are thought to influence caregiver burden, including characteristics socio-demo-graphics of the caregiver, level of relationship with the patient, duration of caregiving, shared residencywith the patient, responsibilities outside the caregiver role, distractions work. social activities and familyroutines, detachment from life professional, and financial consequences of the disease Balhara YPS, VermaR, Sharm S, et al. (2012) in Çelik & Kara, (2019). These factors and term care length of time in strokesufferers has a negative impact on the burden on caregivers and quality of life of caregivers Chen Y, Lu J,Wong KS et al. (2010) in  Kukreti et al., (2023). Research conducted by Fang et al., (2022) it has beenreported that 68.4 % of caregiver of stroke patients in China have moderate burden and above burden,which show that the burden of care is serious problem for caregivers. Based on the background above, theauthor is interested in conducting a systematic review about "factors associated caregiver burdens amongfamily living with stroke patients".
The method applied in this study is a systematic review. Search process using research from thelast 5 years 2018-2023 with 4 data bases, namely Scopus, Science Direct, Web of Science and SpingerLinks, writing search results and selecting articles follow protocols and rules with Preferred ReportingItems for Systematic Reviews (PRISMA). Article search using keywords and Boolean system operators(AND OR NOT). Keywords in a systematic review adjusted to Medical Subject Heading (Mesh) phrases,namely "Caregiver OR Family AND Burden OR Care OR Caring AND Stroke OR ((haemorrhagic stroke)) ORStroke OR Disease". This research used the population, exposure, outcomes, and studies (PEOS) frame-work to determine the criteria.
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The inclusion criteria in this systematic review were articles retrieved within 5 years lastly, usingthe cross-sectional method, the population was informal caregivers of stroke patients. The aim of thissystematic review is to determine the factors that contribute the caregiver's burden among family livingwith stroke patients. Article selection is carried out with screening based on language, year, open access,full text, duplicates (Mendeley), word key, title, abstract to search for articles that meet the requirements.Figure 1 displays the overall risk of assessment bias. Most studies that have been risk analysedtypically use JBI with a Cross-Sectional design and have been met the criteria of more than 70 % so that 12articles are suitable for use.
The result of this a systematic review display on the table 2.
Stroke is one of the most severe neurological disorders that results from decreased cerebral bloodflow in certain parts of the brain due to blood vessel injury, (Kazemi et al., 2021). Stroke is a long-lasting anddebilitating condition, which has a profound negative impact not only on the sufferer, but also on theirfamily. (Risnarita et al., 2022). Disability because stroke causes dependence on others in activity life dailyliving (ADL), and the need for long-term care, often provided by informal caregivers who do not haveprofessional care skills or knowledge, (Giray et al., 2023.)  Research conducted by Jaracz et al., (2022)reported that stroke will now continue to be a major public health concern, which is a source of highdemands for long-term care, and the potential to cause caregiver burden for patients' families and other

Table 1. PEOS framework
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PEOS Inclusion
Criteria

Exclusion
Criteria

Population Informal unpaid caregivers(family member aged ≥ 18,man and women, have themain responsibility forpatient care, and to be livingwith the patient)
Formal caregiver(Nurse, paidcaregivers)

Exposure Stroke patients Uninvolved studiesstroke patient
Outcomes To find out the factorsassociated caregiver burdensamong family living withstroke patients

Not discussing aboutload-causing factorscaregivers’ burden
Study
Design

Cross-Sectional Review and analysis:literature review,systematic review,meta-analysis, exceptcross-sectional study
Publication
Years

2018-2023 Under 2018 and above2023
Language English Other internationalLanguage
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Figure 1. PRISMA flow or article selection process

Figure 2. Risk of bias

From: Page MJ, McKenzie JE, Bossuyt PM, Boutron I, Hoffmann TC, Mulrow CD, et al.PRISMA 2020 statement: current guidelines for reporting systematic reviews. BMJ2021;372:n71. doi: 10.1136/bmj.n71. For more information, visit: http://www.prisma-statement.org/
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No Title and
Author

Method: Design,
Sample, Variable,

Instrument, Analysis

Result

1 The effects ofpatients’ andcaregivers’characteristics on theburden offamiliescaring forstrokesurvivors,(Kavga et al.,2021)

D: Cross- SectionalStudy and correlationalS: 109 patients andcaregiversV: CharacteristicsPatients and caregivers,family burdenI: Questionnaire andscaleA: Analysiswasperformed using IBMSPSS Statisticsfor Windows, Version22.0. Armonk, NY,USA:IBM Corp

Caregiving burden is associated withpatient and caregiver characteristics.Thepatient's education level, the numberof family members living at home, thepresence of equipment and facilities inthe house, and the length of treatmentassociated with greater perceived burden.Based on caregiver characteristics, thosein good health had a significantly lowerperceived burden. Higher PRQ 20 00scores were significantly associated withhigher BCOS scores (less burden), andhigher CES -D scores were significantlyassociated with lower BCOS scores(more burden)2 Therelationshipbetween thespiritualattitude of thefamilycaregivers ofolder patientswith strokeand theirburden,(Chafjiri et al.,2017)

D: Descriptive cross -sectionalS: 407 caregiversV: Spiritual attitude,nurturing familyI: QuestionnaireandscaleA: Data wasanalysed usingSPSS18.0.software (SPSS,Inc.,Chicago, IL, USA)

88.9% of caregivers were women. Meanage of participants was 38.3±8.8 years.Duration of care was 0.5 years in 84.4%ofparticipants, while the mean was 4.2 ±2.5 years. Mean spiritual attitude scorewas 108.77 ± 6.20. Majority ofparticipants (49.3%) had moderate andrelatively good spiritual attitudes (score72 –120), 27.8% had high or goodspiritual attitudes; 8.7% had a lightburden, 54.4% had a moderate burden,and 37% had a good burden. Averagescore - The average load was 28 ± 12.75.A statistically significant positiverelationship was observed in this studybetween the mean score of spiritualattitudes and the total score of burden inall its dimensions, namely timedependence, as well as developmental,physical, social and emotional3 Resilienceandcaregivingability amongcaregivers ofpeople withstroke: Themediatingrole ofuncertainty inillness, (Wanget al., 2022)

D: Study cross -sectionalS:320 patient andcaregiverV: Resilience andcaregiver abilitiesI: QuestionnaireA: SEM-PLS,Pearson correlation,t test, one-way ANOVA.

Total of 306 couples were involved.Tested model 2 fits data well (ÿ=118.2,def.=64, RMSEA=0.053, CFI=0.946,TLI=0.923). A statistically significantpath linked caregiver resilience status toillness uncertainty (ÿ=0.558, SE=0.022,P<0.01), caregiver resilience to caringability status (ÿ=0.269, SE=0.013, P<0.01)and nurse uncertainty about illness tocaring ability (ÿ=0.687, SE=0.051, P<0.01).We also found that caregiver uncertainty inillness mediated relationship betweencaregiver resilience and caring ability(ÿ=0.384, SE=0.061, P<0.01

Table 2. The result of a systematic review
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4 Informalcaregivingburden andperceivedsocial supportin an acutestroke carefacility,(Akosile et al.,2018)

D: Cross-sectionalsurveyS: 56 informalcaregiversV: Caregiver burden andsocial supportI: Questionnaire andscaleA: Using StatisticalPackage for the SocialSciences (SPSS) version20

Prevalence of caregiving burden amongcaregivers was 96.7% with a high level ofstrain while 17.9% perceived socialsupport as a low level. No significantassociation was found between caregiverburden, caregiver/ survivor-related sociodemographics other than primary leveleducation. Only family domain ofMultidimensional Scale of Perceived SocialSupport was significantly correlated withburden (r = ÿ 0.295).5 Therelationshipbetween thestrokesurvivors'functionalstatus andtheir informalcaregivers'burden andquality of life,(Çelik & Kara,2019)

D: Cross- sectional studyS: 100 patients withtheir caregiversV: Functionalstatus of strokesurvivorsI: Form and scaleA: SPSS 15.0.Evaluation andstatisticalanalysis of data. Usingdescriptive,Kolmogorov-Smirnov test, t testparametric, non-parametric.

Mean FIM and BI values of patients were61.0 ± 30.0 and 42.6 ± 28.3, respectively.The mean caregiver score on the SF36-QLS general health perception subscalewas 51.7 ± 22.7; Their mean CBS score was39.2 ± 13.8. Caregiver quality of life wasfound to be moderate to high in thedomains of physical functioning, socialfunctioning, mental health, bodily pain,and general health, but low in the domainsof physical role functioning, emotional andburden of informal caregivers functioning,and vitality
6 Quality of Lifein RecentStrokePatients andBurden onCaregivers inGujarat stateof WesternIndia, (Kumaret al., 2021)

D: Cross sectional study.S: 30 patients and 30caregiversV: Quality of life andcaregiverburdenI: QuestionnaireA: Data was analyzedusing SPSSsoftware.

This research shows that there is anegative correlation between the burdenof providing care on nurses and thequality of life of stroke patients. Thecorrelation between ZBI score and qualityof life was statistically significant (r= -0.558 and p= 0.001). Both QOL and ZBIscores were related to MMSE scores. Thereis a positive correlation between theMMSE score and the quality of life ofstroke patients and there is a negativecorrelation with the burden of care oncaregivers. Variables such as patient age,patient gender, post-stroke duration, typeof stroke, treatment undertaken, and theirimpact on quality of life have nocorrelation with the burden of providingcare.7 Burden ofCare andQuality of Lifein HomeCaregivers ofPatients WithStroke in Iran,(Masoudianet al., 2019)

D: Study Cross-SectionalsS: 62 house sittersV: Burden of care andqualityof lifeI: QuestionnaireandscaleA: Data were analyzedusing SPSS 22.

Showing that the increasing burden of careon informal home caregivers reducesquality of life inall areas. Thus, the resultsof this study indicate that increasing theburden of care on caregivers reduces theirquality of life in all aspects; in particular,caregivers who provide care to theirpartners face a greater burden. Therefore,these caregivers should be atthe center of

Continue of table 2. the result of a systematic review
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8 Depressionstatus andfunctionaloutcome ofpatients withischemicstroke andthe impact oncaregiversliving inChengdu: across-sectionalstudy, (He, etal., 2023)

D: study cross-sectionalS: 966 patientsandcaregiversV: Depression statusandfunctional outcome,caregiver impactI: ScaleA: Multivariable logisticregressionanalysis, linearregression modelmultiple.

In total, 966 IS survivors and caregiverpartners were included in the study.Among IS survivors, 35.51% (343/966)experienced depression. Age [adjustedodds ratio (aOR), 1.02; 95% confidenceinterval (CI), 1.00–1.04; p = 0.036],National score Institutes of Health StrokeScale (NIHSS) (aOR, 1.57; 95% CI, 1.47–1.68; p < 0.001), and PSSS score (aOR,0.86; 95% CI, 0.84– 0.89; p < 0.001) wasassociated with increased risk depression.NIHSS score (b = 2.57, p < 0.001), patientdepression status (b = 2.54, p < 0.001),duration care (b = 0.359, p = 0.006), andsocial support from caregivers (b = ÿ0.894,p = 0.038) is significantly related to the ZBIscore. The PSSS score is the main riskfactor for depression in IS sufferers, andthe patient's depression status and severefunctional deficits have a negative impacton theZBI score of the primary caregiver.Social support can reduce ZBI scores.9 The Burdenand Quality oflife ofCaregivers ofStrokeSurvivorswithCognitiveImpairmentin SelectedHealthcareFacilities inAnambraState, Nigeria,(Okonkwo etal., 2022)

D: cross-sectionalsurveyS: 109 pairs of patientsand their caregiversV: Load andQuality of lifenannyI: questionnaireA: Data were analyzedusing theStatistical Package forSocial Sciences (SPSS)version 27.

Physical health domain quality of life ismoderate (53.29 ± 15.19), psychologicalhealth is low (46.33 ± 16.96), socialrelationships are moderate (51.16 ±0.31), environmental health ismoderate (51 .22±15.88), caregiverburden was high (6.35±1.29). Thequality of life of caregivers of strokesufferers with cognitive impairment isclassified as moderate, and caregiverstress is classified as high in thepopulation sample studied.
10 Analysis ofinfluencingfactors ofburden ofcaregiveramong strokepatients athome, (Afiani& Nurmala,2023)

D: Study Cross-SectionalsS; 120 caregiversV: caregiver burdenandfactors whichinfluences itI: QuestionnaireA: Multiple linearregression and t-test

Only the duration of daily treatmentfactors influences the burden of care,while the factors age, gender, familyrelationships, education, employment,length of treatment, health problems ofhome care providers, and strokeneurological deficits are not affected.

Continue of table 2. the result of a systematic review
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11 Relationshipsbetween careburden,resilience,anddepressivesymptomsamong themain familycaregivers ofstrokepatients: Across-sectionalstudy,(Fang etal., 2022)

D: Study Cross-
SectionalsS; 245 caregiversV:Maintenance burden,resilience anddepressionI: questionnaireA: Mediationanalysiswasperformed usingthe PROCESS macro(Model 4) for SPSS,applying Bootstrapanalysis with 5,000samples and95% confidenceintervals

The results showed that with constantsidehemiplegia, Index Barthel, educationlevel, monthly income, care time per day,and living with the patient in theregression equation, resilience partiallymediates the correlation between careburden and symptoms depression tomediation effect ratio. amounting to26.32%. Resilience plays a mediatingrole in the correlation between careburden and depressive symptoms.Stroke is one of the leading causes ofdisability and death in adults globallyImpact: These findings demonstrate theprotective effect of resilience in reducingthe negative influence of care burden ondepressive symptoms, suggesting thatresilience training interventions can bedeveloped to reduce depressivesymptoms of primary family caregiversof strokepatients.12 The caregiverburden ofinformalcaregivers forstrokepatients withand withoutdysphagia: Amulti-center,cross-sectionalstudy inTürkiye,(Giray et al.,2023)

D: multi-center,prospective, study andcross-sectionalS: 120 strokepatientsand their caregivers.V: Caregiver burdenandDysphagiaI: Instruments andinterviewA: Descriptiveanalysis, t test, chi-square test, Test Mann-Whitney U

CB levels were higher in those caring forstroke patients with dysphagia than inthose caringfor stroke patients without dysphagia.Caregiver burden was found to beassociated withpatient swallowing-related quality of lifeand stroke- related quality of life.Significant predictors of high CB scores(F=2.55, R2=0.59; p=0.007) werecaregivers who worked (B=17.48,p=0.003), caregivers who had a highschool education (B=-19.6, p=0.03), andsecondary school (B=-16.28, p=0.02)educational status, son, daughter(B=30.63,p=0.007) or other patient relatives(B=20.06,p=0.01), lower FOIS stage (B=-3.14 , p=0.011), SWQoL scores werelower (B=0.52, p=0.009) and SIS (B=-0.37, p=0.04) were lower.informal caregivers. According to Rombough et al., (2019) , Due to the sudden and unpredictable onset ofstroke, stroke survivors and their caregivers often face issues that impact daily life. After a stroke, familysupport increases, and providing chronic care for a family member can be burdensome. Caregiving forstroke patients is associated with higher levels of caregiver burden, (Plöthner et al., 2022).Caregiver burden can be defined as the strain experienced by someone caring for a chronically ill,disabled, or elderly family member, (Zhu et al., 2019) . An informal caregiver is an unpaid person (forexample, a relative or spouse) who is responsible for caring for someone with a chronic illness or disability,(Adelman et al., 2019) . Burden of care is used to describe the side effects of existing care. Not surprisingly,caregiver stress is common and is caused by the continuous emotional and physical strain ofcaregiving.(David et al., 2017). Situational acceptance and recognition strategies are highly problematic

Continue of table 2. the result of a systematic reviewXimenes et al., 2025
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for patients and their families. It is a multidimensional response to the physical, psychological, emotional,social and financial stress associated with the caregiving experience, (Freytes et al., 2021). Research byUgur & Erci, (2019) reported that caregivers of stroke patients have various problems such as depression,anxiety, fatigue, hopelessness, easy fatigue, decreased physical health, social isolation, and others.The 12 articles that have been obtained that the most relevant factors associated with caregiverburden were patient's condition, time of treatment, education level, income, length of treatment, patientcomplications, family support (Risnarita et al., 2022). Research conducted by Ariska et al., (2022 ) re-ported that the factors that influence caregiver burden are: age, gender, education, employment, incomestatus, family relationships and family support.
Based on the results, found there are several factors that can affect caregiver burden so that one ofthe nursing interventions that can be provided is the provision of education related to client care and theimportance of family support in caring for clients with stroke so that it is expected to reduce caregiverburdens.Further research is needed on the solution of factors related to the burden of caregivers on familiesliving with stroke patients so that caregivers can be mentally, physically and emotionally prepared incaring for stroke patients so as to help reduce caregiver burden.This systematic review is only mentioning factors related to caregiver burden but does not discusssolutions to overcome those factors. Only 12 articles were reviewed so there may be other factors thathave not been mentioned in this review.
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