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Abstract: 

Background: Stroke is a sudden and often devastating injury to the central nervous system caused by 

blood flow disruption to the brain, leading to long-term consequences such as neurological 

impairments. It is a major cause of disability and mortality among adults. Various studies have 

highlighted caregiver (CG) stress, but none have compared stress levels in hospital and home 

environments. Our study aims to explore factors influencing caregiver stress in both settings.Aim and 

objective: To identify the most common source of stress among those who care for acute stroke 

survivors as well as the overall experiences that caregiver has in hospital and home settings. 

Methodology: An observational study was conducted at Sri Ramachandra Hospital on caregivers of 

first-time stroke survivors. Demographic data and stress levels were assessed using MCSI on discharge 

day and 10 days post-discharge. Reasons for stress were identified through open-ended 

questions.Results: Quantitative data included mean and standard deviation for 60 participants, 

consisting of 44 males and 16 females with an average age of 57.35 ±10.78. Among the caregivers of 

acute stroke patients, 60 individuals were surveyed, including 19 males and 41 females with an average 

age of 46.23±11.79. The Modified Caregiver Strain Index (MCSI) with thirteen questions rated stress 

levels at home and in the hospital. Results showed higher stress levels at home for components such as 

sleep disturbance (90%) and caregiving inconvenience (86.6%), while hospital stressors included 

family adjustments (61.6%) and financial strain (95%). Overall, caregivers experienced different stress 

factors depending on the location.Conclusion: Study shows caregiver stress increases based on 

patient’s impairment, needs, and caregiver's understanding of the condition. Stress levels vary between 

male and female caregivers, with modifiable and non-modifiable stress factors identified. Strategic 

programs are needed to enhance rehabilitation effectiveness, reduce caregiver stress, and enhance 

quality of life for both patient and caregiver. 
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Introduction 

Stroke is a sudden and often devastating injury to the central nervous system resulting 

from a disruption of blood flow to the brain. This interruption in blood supply can lead to 

neurological impairments and long-term consequences. The leading cause of disability 

and mortality among adults is due to increasing rate of stroke victims. Approximately 15 

million people every year suffer from stroke (1). Notably, there is a 43% risk of 

experiencing another stroke within 10 years after the initial event (2), which places a 

substantial burden on community-based health care. 

Over 50 million individuals who had a stroke suffer from emotional, physical, and 

cognitive difficulties and need assistance for everyday tasks (3). Post-stroke patients often 

grapple with long-term physical or functional impairments, demanding continuous 

monitoring, medical care, rehabilitation, emotional support and methods of self-

management for recovery and Quality of Life (QOL) (4). 

In India, it is estimated that around 1.8% of the population has experienced a stroke. 

Approximately 40% of stroke survivors in the country use physical therapy services daily. 

Factors that affect their decision to continue rehabilitation include their financial status, 

gender, age, place of residence, and the need for assistance in daily activities (5). 

Caregivers (CG) often play a significant role in providing long-term assistance to stroke 

survivors due to their resulting disabilities. These CG, primarily family members, offer 

sustained support during the patient's recovery and rehabilitation, delivering physical 

care and actively engaging in the patient's home-based care (6). Nonetheless, the 

demanding nature of caregiving places CG at risk of experiencing stress and strain over 

prolonged periods of care. 

Taking care of stroke patients frequently cause the CG enormous amount of stress. 

Unfortunately, these factors have been neglected and adequate importance has not been 

given in stroke patient care (7). The high-stress levels experienced by the patient's family 

not only diminish their quality of life but also directly impact the patient's emotions. 

This, in turn, affects the patient's willingness to comply with rehabilitation and 

treatment, and may even lead to or worsen the patient's mental health. 

There have been many studies discussing CG stress, but whether CG stress differs 

between a hospital setting and home care has not been fully explored. We hypothesize 

that there must be a difference, as in the hospital environment patients may have more 

support when compared to home care. 

Numerous studies highlighted regarding CG stress in varied manners, but to our 

knowledge, no studies considered CG stress in two different environments. We intended 

to study even the modifiable and non-modifiable factors that may influence stress and 
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focus on the overall experience of CG in the hospital and as well as the home 

environment. 

 

Materials and methods 

The study is a cross sectional study which included CGs of First-time stroke survivors 

from Sri Ramachandra Hospital, Chennai was recruited. A verbal explanation of the 

research project was made followed by obtaining a written informed consent. The 

Institutional Ethics Committee for Student’s projects approved the study with ref. no: 

(REF: CSP-III/24/APR/04/126). This study has been registered in Clinical Trial Registry – 

India (CTRI/2024/06/068325). 

 

Sample size:  60 Caregivers of Acute Stroke patients 

Inclusion criteria for the patients included First-time stroke survivors, Gender: Both male 

and female, requiring ADL assistance from their CGs, In MRS (Modified R) score of 3-5. 

Inclusion criteria for the caregivers included caregiver being a family member and >18 

years of age, caregiver spending a minimum of six hours per day caring for a stroke 

sufferer. The participants were excluded if unwillingness to participate and  if the patient 

had a recurrent stroke. 

 

Study procedure: 

 Informed consent was provided for subjects who meet the inclusion criteria and 

they took part in the study. 

 

Outcome measures: 

1) The modified caregiver strain index (MCSI):The MCSI is an assessment method for 

immediately identifying stress in long-time CGs in the family. It comprises a 13-question 

 questionnaire designed to evaluate the stress related to health care services.  

Domains include Financial, Physical, Psychological, Social, and personal.  

The scoring method works as follows: 2 points for every 'yes', 1 point for every sometimes 

response, and a zero for every no response. A higher score indicates greater CG stress 

(Travis et al., 2003; Thornton & Travis, 2003).  

 

2) Modified Rankin scale (MRS): 

The MRS measures the impairment of individuals with stroke. It evaluates independence 

rather than task performance. The scale contains six levels, With a score of 0 (no 

complaints) to 5 (extreme disability). For clinical purposes, moderate inability ranges 

from 0 to 2, major disability from 3 to 4, and serious impairment from 5 to 6.  
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MRS:  

0=indicates not having symptoms at all.  

1 = No significant impairment, although symptoms; capable of performing all routine 

occupations and activities.  

2 = Mild impairment; incapable of performing all prior activities but capable of caring for 

themselves independently.  

3 = Substantial impairment, needs assistance but attempts to accomplish things on their 

own.  

4 = Substantial to serious impairment; unable to walk without help. 

5 = Indicates severe disability, including bed rest, incontinence, and ongoing nursing care. 

 

Procedure 

An observational study was conducted at Sri Ramachandra Hospital among CG of Acute 

Stroke patients of both genders.Quantitative and qualitative stress level of CG was 

measured during their hospital stay and home care environment.Demographic details of 

patient and CG -Age, sex, disease duration, and occupation and any other details were 

collected.Disability Assessment-Standardized rating scale MRS to assess the level of 

disability among stroke patients The MRS includes levels 3,4 and 5.Validated 

questionnaire The MCSI to assess the various components of stress. This questionnaire 

will be done during the day of discharge and after 10 days of discharge through a 

telephonic interview. OPEN-ENDED questions were asked to CG to elaborate on their 

reasons for stress and their overall experience in diverse environments. 

• OPEN-ENDED questions asked to CGs as mentioned below 

• a) What are the factors or reasons that caused an increase in their stress levels? 

• b) What were the challenges and difficulties the CG encountered? 

• c)To elaborate on their overall experience in diverse environments. 

 

Results 

Quantitative variables were expressed as mean and standard deviation. Sixty patients 

comprised of 44 males and 16 females with a mean age of 57.35 ±10.78 (Table 1). Sixty CGs 

of acute stroke patients comprised 19 males and 41 females with a mean age of 46.23±11.79 

(Range = >18 years). (Table 2) 

Bar graph was used to assess numerical data to compare the CG stress at home and 

hospital (Figure 1). Questions were asked to CG to give responses as YES/NO on the 

various activities that cause stress, where “YES” denotes the CG stress on the 
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corresponding activity and “NO” denotes the caregiver does not experience stress on the 

corresponding activity. 

These questions were asked during the hospital stay and, in their home, environment.CG 

experienced high levels of stress due to financial strain (n=57) in the hospital and (n=53) 

in-home care. Transportation of the patient (n=47) in the hospital, and (n=55) at home, 

Physical strain (n=35) at hospital and (n=55) at home care, Managing household chores 

(n=49) in the hospital and (n=37) at home care, Self-grooming activities of the patient 

such as dressing, and bathing which needs assistance from the CG (n=30) in the hospital 

and (n=48) at home care, Family members with a low education degree were more likely 

to experience high levels of stress due to the poor understanding of the condition and 

rehabilitation techniques. The Presence of comorbidities among CGs subsequently caused 

an extra burden and increase in physical and mental stress. 

Modified caregiver Strain index (MCSI) consisting of thirteen questions with scores of 0-

2, was given to the CGs to rate each question on stress at the hospital and home. Sixty 

participants responded and the overall participant's percentage of responses for each 

question is given in table 3. On comparing both responses, the components such as sleep 

disturbance(n=90%), caregiving is an inconvenience(n=86.6%), Physical strain of 

CG(n=90%), Confinement (n=66%), and behavioral issues of the patient (78.3%) were 

found to have more percentage on the score of 2 at home indicating higher level of stress 

compared to hospital. At the hospital, the components such as family 

adjustments(n=61.6%), time adjustments(n=86.6%), emotional adjustments(n=76.6%) 

and work adjustments (81.6%), change in personal plans (83.3%), financial strain(n=95%), 

burden due to the patient’s condition (n=48.3%) was found to have more percentage 

indicating increased stress of CG at the hospital compared to stress at home. (Refer table 

3) 

 

Discussion 

We evaluated the stress levels of CG for acute stroke patients in two different settings. In 

the hospital, the patient receives support from staff and therapists, but at home, a single 

CG is responsible for both the patient's needs and household chores, significantly raising 

their stress levels. The results of the study supported various merits and demerits of CGS 

stress in both hospital and home. 

 

Caregiving in hospital setup 

Merits 

In the hospital, there are various merits such as support from the staff, nurses, and 

therapists. The CG need not face the hurdles alone. Medications are administered to the 
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patients by the nurses hence there might not be any confusion. There are physical 

therapists assisting to rehabilitate and mobilize the patients. The availability of advanced 

facilities, equipment, expert guidance, and 24/7monitoring supports the patient as well as 

CG. 

 

Demerits 

The demerits include disturbed sleep patterns of the CG(n=90%) due to frequent 

checking of patients and assisting them with toileting activities, limited access to other 

family members, hospital-associated infections,finanacial strain(n=91.6%) due to medical 

expenditures, food and miscellaneous, individual decisions that cannot be taken by the 

CG as he/she needs to abide  by hospital policies, looking for help and support constantly, 

poor social relationships, work adjustments (n=81.6%) if the patient or CG runs a business 

on his/her own, need to temporarily shut off or seek for help to look after, when the 

hospital is far from home transportation becomes difficult, change in  personal plans 

(n=83.3%)  as there will be a change in the work schedule or quitting job to look after the 

patient. 

However, the CG in the hospital might overlook some social factors(n=86.6%) as other 

people in the family need their time and CG encountering family(n=61.6%) and emotional 

adjustments (n=76.6%) but these can be addressed at home, such as emotional support 

from the family and a well-trained and supportive environment, which could positively 

impact the patient's recovery.  

 

Caregiving in-home care setup: 

Merits 

The presence of family members and a familiar environment enables the patient to faster 

recovery and improve functional mobility, less exposure to infections, the presence of 

other family members and social relationships, more independence, and less 

transportation. 

 

Demerits 

In the case of a single CG, he/she feels overwhelmed (n=95%) as only he/she needs to 

manage the household and attend to other members of the family as well as the patient. If 

the patient is obese difficulty in the transportation of the patient and if the patient has 

behavioral (n=78.3%) and cognitive issues difficult to manage, and needs to rely upon 

other family members, when a patient has bowel and bladder issues it causes infections as 

well as an extra workload to the CG, in case of hiring a paid CG it might add expense, 

frequent visit to hospitals for checkups, cooking a separate meal for family and patient, 
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difficulty in administering medications, the patients feeling of uncomfortable when the 

CG assisting him /her in toileting, eating and other self-grooming activities. Patients in 

remote areas find it difficult to access to hospital in case of emergency or for checkups. 

Physical strain among CGs (n=90%) as transferring techniques are not known by the CG 

which causes shoulder pain and. CG feels confined (n=66.6%0) as caregiving restricts CGs 

leisure time or visit places. Of all these Literacy among CG plays a vital role as 

understanding the disease, patient condition, and basic rehabilitation makes caregiving 

easy to a certain extent (8). 

We also investigated if there is stress between male patients attended by female CGs and 

female patients attended by male CGs. In a traditional Indian household, males are 

the primary earners, while females care for the home (9) 

 

Male patient cared by a female caregiver 

 Maintaining a male stroke patient in the family increases the economic demand and 

housekeeping tasks for female CG (10).Females are the primary CGs in India. Our study 

included more than half of female CG. This is ascribed to Indian culture and the societal 

influences that result in females being handed more responsibility (11)(12). Female CGs are 

prone to a higher amount of stress due higher amount of dependency on other people for 

help and a lack of family social relationships. 

Previously, the female CG wouldn't have taken an active role in decision-making or 

financial record keeping, making it difficult to manage records, and the CG herself has 

health difficulties, which would raise their expenses and leave them feeling fatigued all 

the time.  

When a patient demands complete assistance in performing their ADL, extended hours of 

caregiving are required, which adds to the burden(13 ); if the patient has bowel and 

bladder disturbances(14 ), it is inconvenient(n=86.6%) for both the patient and the CGs; 

and when the patient is on a Ryle tube, frequent changes and care are required. 

 

Female patient cared by a male caregiver: 

While men are the CG the finances are managed but there might be changes in their work 

schedule  

and some might even lose their jobs(15). Females typically engaged in household chores (16 

)earlier might now be done by the male or would have hired a person for help which 

increases the expenses(17 ) (18 ). Many women would not have attended menopause and 

during their menstrual time, the male CG would find it very difficult to manage the 

patient and if the female patient had bowel and bladder disturbances, male attendants 

have to rely on female CG or relatives for help. Relying on a person itself increases stress. 
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Modifiable and non-modifiable stress factors: 

The primary factor in analyzing stress is to classify them into modifiable and non-

modifiable stress factors. In the case of non-modifiable factors, they can be recognized, 

and a support system, counseling, or advice can be provided. 

"When unexpected events occur, CG should be prepared to face them. It is also important 

to educate them about what actions to take or not to take, and to identify tasks that they 

can handle on their own versus those for which they need to seek help from others. 

Therefore, this study focuses on the overall experience of CG in hospital and home care 

settings, their stress levels, and how their stress levels have changed from hospital care to 

home care. "When unexpected events occur, CG should be prepared to face them. It is 

also important to educate them about what actions to take or not to take, and to identify 

tasks they can handle on their own versus those they need to seek help from others. 

 

Concluion 

This study concludes that CGs’ stress levels increase according to the impairment that 

occurred to the patient, their needs, and the CG's understanding of the condition. 

Though the same CG is present in both environments their stress level and factors have 

been changing according to the needs of the patient and their family. Female CGs are 

comparatively prone to a high stress level, but this study also highlights the stress male 

CGs face in descriptive. Modifiable and non-modifiable stress factors among CGs were 

identified which gives us an insight into recognizing these factors and preparing the CG 

to face these challenges. The study also highlights the need for Education to CG about the 

DOs and DONTs, basic transferring strategies, relaxation techniques, sharing 

responsibilities, positive reinforcement, and making them face the challenges when 

unexpected events occur. Strategic home- or community-based programs are needed to 

optimize the efficacy of rehabilitation, lower stress levels in CG, and improve the patient 

and CG's quality of life. 

 

Limitations 

This study does not measure the CG stress for ischemic and hemorrhagic stroke 

individually. 

The number of samples included was comparatively a smaller group and a shorter follow-

up period.The study assessed various stress factors but did not include any exclusive 

supportive program or intervention for the CG. 
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Clinical implication 

Stroke incidence is high and CGs play a vital role in a patient's recovery, assessing the 

CG's stress should be an essential component of Stroke care. Hence, to lessen CG stress 

and promote patient recovery, stroke therapy should also address CG issues in addition to 

patient issues. 

Assessing CG stress and framing strategies and intervention programs not only improves 

QOL in CG but also in CG and further enhancement of patient’s compliance with 

rehabilitation and positive outcomes in recovery. 
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Demographics Mean ± SD 

Age   57.35 ± 10.78 

Gender Male- 44, Female – 16 

Table 1 – Patient Demographic data 

 

Caregivers demographics Mean ± SD 

Age    46.23 ± 11.79 

Gender Male- 19, Female- 41 

Table 2- Caregiver demographic data 

 

 
 

Figure 1-Caregivers stress for different activities of acute stroke patients 
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S no Questions (score 0-2) At Hospital  

N=60 

n =%       

At Home  

 N=60 

n =% 

1  (CG) sleep disturbance   

 2 54(90%) 50(83.3%) 

 1 8(13.3%) 5(8.3%) 

 0 2(3.3%) 1(1.6%) 

2 CG’s inconvenience   

 2 48(80%) 52(86.6%) 

 1 10(16.6%) 6(10%) 

 0 2(3.3%) 2(3.3%) 

3 CG experiencing Physical strain?   

 2 38(63.3%) 54(90%) 

 1 10(16.6%) 6(10%) 

 0 12(20%) 0 

4 CGs confinement   

 2 30(50%) 40(66.6%) 

 1 15(25%) 10(16.6%) 

 0 15(25%) 10(16.6%) 

5 Family adjustments due to 

caregiving 

  

 2 37(61.6%) 35(58.3%) 

 1 17(28.3%) 15(25%) 

 0 6(10%) 10(16.6%) 

6 Changes in Personal plans of CG   

 2 50(83.3%) 40(66.6%) 

 1 9(15%) 15(25%) 

 0 1(1.6%) 5(8.3%) 

7 Time demands faced by CG   

 2 52(86.6%) 30(50%) 

 1 8(13.3%) 20(33.3%) 

 0 0 10(16.6%) 

8  Emotional adjustments of CG   

 2 46(76.6%) 38(3.3%) 

 1 12(20%) 17(28.3%) 

 0 2(3.3%) 5(8.3%) 
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9 Behavioral changes of patient   

 2 35(58.3%) 47(78.3%) 

 1 18(30%) 13(21.6%) 

 0 7(11.6%) 

 

0 

10 CGs feeling of upset on patients’ 
condition 

  

 2 29(48.3%) 20(33.3%) 

 1 10(16%) 10(16.6%) 

 0 21(35%) 30(50%) 

11 There have been work 

adjustments 

  

 2 49(81.6%) 45(75%) 

 1 10(16.6%) 10(16.6%) 

 0 1(1.6%) 5(8.3%) 

12  Economic burden on CG   

 2 57(95%) 55(91.6%) 

 1 3(5%) 5(8.3%) 

 0 0 0 

13 CGs feeling of overwhelmness   

 2 45(95%) 40(66.6%) 

 1 10(16%) 

 

10(16.6%) 

 0 5(8.3%) 10(16.6%) 

 

Table 3: MCSI percentage at hospital and home 

List of abbreviations:  

1. CG: Caregiver 

2. QOL: Quality of Life 

3. MRS: Modified Rankin Scale 

4. MCSI: Modified Caregiver Strain Index 

 

Acknowledgment:  I want to thank the management of Sri Ramachandra Hospital for 

their invaluable support and cooperation throughout this study. Their commitment to 

providing a conducive environment and their unwavering assistance have been 

instrumental in completing this research. I am also deeply grateful to all 

the participants who took part in this study. 



Scope 
Volume 14 Number 03 September 2024 

 

 

17 www.scope-journal.com 

 

 

Conflict of interest: The authors do not have any conflicts of interest to declare. 

 

Funding sources: This research did not receive any external funding. 

 

Ethics: 

Institutional Ethics Committee: The study received approval from the Institutional Ethics 

Committee for student projects (REF: CSP-III/24/APR/04/126). 

Clinical Trial Registry India(CTRI):The study has also been registered in the Clinical Trial 

Registration India (CTRI)CTRI/2024/06/068325). 

 

 


