“To investigate the Need for Palliative care in Cerebrovascular Accident (stroke) patients at Ladysmith Regional Hospital”

Author

Dr. Mohammed Jamil Hossain

MB.BS, DPM (UCT), DFM (US), M. Phil (UCT)

St. Chads Community Health Clinic

 Main Road, Ezakheni 
Ladysmith 3381
South Africa

Abstract:
This research study explores the need for palliative care by the patients who are recovering from stroke after an acute event. Stroke survivors need comprehensive care for their physical, psychosocial, spiritual well-being and additional support. The comprehensive total care in all aspect of physical, social and spiritual well-being can only be offered by the holistic approach of palliative care focusing, as it does, on the rehabilitation for stroke survivors to improve their quality of life. 

A literature review was conducted to investigate how palliative care can help to change the quality of life for stroke survivors. There has been little research on the topic of providing palliative care to stroke patients in South Africa.  This research study explores the need and understanding of palliative care management for a stroke survival.
This research work is a cross sectional study using mixed methods-both quantitative and qualitative-interviewing patients, and family members of patients, who had suffered from a cerebrovascular accident.
Stroke patients admitted to medical wards, and who had attended the MOPD (Medical Outpatient Department) at Ladysmith Regional Hospital over 4-month period from the month of April to July 2013, and the members from family who were involved in their care at home.
The aim of the study is: “To investigate the Need for Palliative care in Cerebrovascular Accident (stroke) patients at Ladysmith Regional Hospital”. 
The objectives of the study were:
1. To identify the holistic care needs of stroke patients.
2. To describe the care provided to stroke patients.
3. To identify the gaps in the care requirements of stroke patients.

The study site was Ladysmith Regional Hospital, in UThukela District in Kwa-Zulu-Natal province, South Africa. This is a cross sectional study using mixed methods-both quantitative and qualitative-interviewing patients, and family members of patients who had suffered from a cerebrovascular accident.

Selection of participants was as follows: 
Inclusion criteria: 

· Both male and female patients.

· Age: 40 years onwards. 

· Those who survive from stroke incidents. 

· Family members of these patients.

Exclusion Criteria:

· Age over 80 years.

· Debilitated and very sick patients.

All patients meeting the inclusion were invited to take part in the study and those who were meeting exclusion criteria excluded in the study. Participants were asked to give their written consent after the information sheet had been read out to them in their preferred language to both the patient and family members. For participants who were not able to read or write, witnessed oral consent was obtained.
Participant’s information sheet and consent form had been translated to isiZulu, so that the information and consent was in their language of preference. All participants taking part in the research were told about qualitative data collection interview participation and convenience sampling was used to recruit 10 participants for the qualitative interviews and the interview process was explained to obtain voluntary informed consent. 

Quantitative study: Using the calculation for a single proportion and based on the study by Williams et al.
 52% stroke patients had had problems on the SS-QOL and it was expected that a similar proportion of patients would be found. This calculation has a precision of 10% with a sample size of 68, and a 90% confidence level. 

The average number of admissions of stroke patients in medical wards per month is 10 to 12 and MOPD consultations amounted to approximately 8 to 10 per month; therefore in 4 months’ time approximately 70 to 75 patients will be eligible for the study. It is uncertain as to the total number of possible stroke patients so, consequently, the statistical calculation has been done using infinite population size. 

Assumptions:

     Precision          = 10.00 %

     Prevalence         = 52.00 %

     Population size    = infinite

     90% Confidence Interval specified limits [42%   --   62%]

     (These limits equal prevalence plus or minus precision)


Estimated sample size: n = 68

Qualitative study: Patients with speech capacity and family members of aphasic patients were included for purposive sampling. It was estimated that 10 patients out of total 72 participants would provide qualitative data and that recruitment would continue to data saturation.

                Estimated sample size: n=10

For the quantitative study, the data-collection tool was the SS-QOL (Stroke Specific Quality of Life) which was used as a questionnaire administered both in English and isiZulu languages as a structured interview with stroke patients. For quantitative data analysis, there are 12 variables in SS-QOL questionnaires and three factors were used to analysis the data. From those variables three factors were identified to assess the functional capability of a stroke survival and how severe the disabilities. Data collection was carried out by the PI with the help of research assistant nurses. 
For the qualitative study, an interview guide was designed to collect data related to the daily activities of stroke survivors and to elicit the patient’s experience of stroke and care needs.  The qualitative data were analysed thematically, and five themes emerged: 1) the life changing effect of the stroke; 2) the impact on quality of life after stroke; 3) holistic care needs; 4) loss of independence; 5) spiritual aspects of patient’s experience.  An interview guide was designed which includes a questionnaire and an information sheet to elicit the patient’s experience of stroke and care needs.
The SS-QOL questionnaires were available in the website and there was no permission needed to use those questionnaires as tools to identify the patient’s quality of life after surviving stroke. These were used in few other countries as well and there was validity of questionnaires. It has been validated in Denmark
, Turkey
, and the Netherlands
, although not in South Africa. From the previous research articles, it is revealed that the “Stroke Specific Quality of Life Scale (SS-QOL)” is an appropriate tool to check the quality of life after survival from stroke. 

The questions were simple and related to the daily activities of life after surviving from stroke. Questionnaires were used for SS-QOL tool interpreted and translated into isiZulu language for the participants by the research assistant nurse. Answered questionnaires are options to score such as 5 ("no help needed/no trouble at all/strongly disagrees”), 4 ("a little help/a little trouble/moderately disagree”), 3 ("some help/some trouble/neither agree nor disagree”), 2 ("a lot of help/a lot of trouble/moderately agree”), and 1 ("total help/could not do it at all/strongly agree”). Stroke Specific Quality of Life scales offer score for each domain as well as a total score, with higher scores indicating restored functions.
All together four nurses were recruited as research assistants for the data-collection and assisted in interviewing the participating patients. These research assistant nurses were helping the PI for interpretation of language from isiZulu to English where ever necessary.

The research assistants were professional nurses fluent in the isiZulu and English language of the patient population. They were trained by Principal Investigator (PI), in research ethics and in the study protocol as well as in the processes of accurately administering questionnaires and conducting in-depth interview.  

All stroke patients attended to at Ladysmith Regional Hospital for the periods of four months, from April to July 2013, were invited to participate in the study. The research study was explained to them in presence of their accompanying family member(s). Potential participants were given the opportunity to ask questions and it was explained that should they choose not to take part in the study or chose to remove from the study, their care would not be compromised, and they would still receive the standard management plan for stroke patients in the hospital.

For the quantitative study, the data-collection tool was the SS-QOL (Stroke Specific Quality of Life) which was used as a questionnaire administered both in English and isiZulu languages as a structured interview with stroke patients. For quantitative data analysis, there are 12 variables in SS-QOL questionnaires and three factors were used to analysis the data. From those variables three factors were identified to assess the functional capability of a stroke survival and how severe the disabilities. 
For the qualitative study, an interview guide was designed to collect data related to the daily activities of stroke survivors and to elicit the patient’s experience of stroke and care needs.  The qualitative data were analysed thematically, and five themes emerged: 1) the life changing effect of the stroke; 2) the impact on quality of life after stroke; 3) holistic care needs; 4) loss of independence; 5) spiritual aspects of patient’s experience.
The quantitative data were analysed statistically. The questionnaires were comprised three

Sections: Section 1/A contained the Demographic details; section 1/B had the Medical and other history of the patient: and section 1/C comprised the Functional assessment scales, known as SS-QOL scales. 

Altogether 12 areas of questionnaires were subdivided into three groups according to the protocol for SS-QOL as follows:

Physical functions: Energy, Mobility, Self-care, Upper extremity function (UEF), Vision, Language, work.

Social function: Family role, Social role.

Emotional functions: Mood, Personality, and Thinking.

There are 12 variables in SS-QOL questionnaires therefore 3 factors were used to analysis the data and from three factors patients’ functional capability were revealed in result. Factor analysis is a statistical technique used to identify factors that statistically and encompasses generating one or more unobserved independent variables that correlate with the observed measures. Commonly used in survey research and other applications, factor analysis can be measured a data reduction technique because it reduces a large number of variables that often correspondence to a smaller number of factors.

Significance and reliability of data collected from SS-QOL scores were measured by using Cronbach's alpha. Before summated scores (calculated as either the sum or the average of responses to a set of items) can be analysed it has to be determined whether they are reliable.
 The statistic used for this is Cronbach's alpha. The recommended interpretation intervals are: 0.60 to 0.69 acceptable; 0-70 to 0.79 good; 0.80+ excellent.
 

The qualitative data described from the in-depth interview were analysed through a process of thematic analysis. The following steps were used in the analysis of qualitative data: 1) immersion in the data – the transcripts were read and re-read to ensure 2) familiarisation with the data. During this period the PI held back from analysis and simply focused on getting to know the data; 3) identifying the topics or issues that seemed important to the participants and highlighting these in order to refer to them in collating the qualitative data; 4) coding the emerging themes and subthemes to organise the data. 

The PI identified the themes and sub-themes from the completed questionnaires for the analysis of data thematically by inductive coding. In the research paper themes and sub-themes were written in descriptive manner with the quote from participants. David and Thomas describe that “the general inductive approach provides an easily used and systematic set of procedures for analysing qualitative data that can produce reliable and valid findings”.

Data collection was carried out by the PI using the structured questionnaires translated into isiZulu with assistance from the research assistants as interpreters. A set of SS-QOL questionnaires for quantitative data collection were translated and formatted in isiZulu language for use in the data collection process. 
The PI asked the questions in English and the research assistant used the isiZulu translations to ask the questions of isiZulu participants. The answers provided by the patients or relatives were noted by research assistant and at the same time, the research assistant interpreted all the answers in English to the PI for documentation. After finishing each patient interview, the PI and research assistant verified the answers of respective questionnaires together.

There were a few patients or family members who chose to withdraw from the interview process, this was accepted. Depending on the reason for stopping the interview, such as tiredness, an opportunity to complete the interview was offered at a later stage, especially if the participant had indicated that he or she would like to complete the interview later. This ensures that the data were collected from patients who were low functioning, as well as those who were high functioning after the cerebrovascular event. Attention was paid to non-verbal responses, as well as to verbal responses.

When patients were interviewed in the ward, two research assistant nurses were present which ensured double checking of the interpretation. Agreement with the interpretation was given importance while interviewing the participants. The research assistant immediately translated the answers for the PI and the answers were documented in the questionnaires tool.  

The in-depth interview for qualitative data collection was audio taped following consent from the participant. These participants were interviewed at MOPD consultation room with research assistant. Ten participants were interviewed over the course of the data collection period. After each interview, the PI and research assistant listened to the recorded audio tape together and transcribed the interview into English.

 Participants were encouraged to describe their experiences in an unhurried way, with the opportunity to stop the interview, and to resume at a later time if the patient were to request to do so or was invited to do so by the research assistant; for example, if the patient expressed or exhibited fatigue. Some patients were unable to answer the questions, due to confusion, loss of speech, or tiredness and those questions were answered by their family members in presence of patients in the consultation room.

Table 1: Demographics of patients

	Variable


	Category


	Frequency

n   and    %

	Gender 


	Male
	32
	44%

	
	Female
	40
	56%

	Marital status


	Single
	3
	4%

	
	Married
	33
	46%

	
	Widow/Widower
	26
	36%

	
	Others
	10
	14%

	Age  


	40 – 50
	15
	21%

	
	50 – 60
	24
	33%

	
	60 – 70
	18
	25%

	
	70 – 80
	15
	21%

	Ethnicity


	African
	65
	91%

	
	Indian
	4
	5%

	
	Coloured
	2
	3%

	
	White
	1
	1%

	Family size


	Single
	0
	0%

	
	2-3
	12
	17%

	
	4-5
	24
	33%

	
	6-7
	22
	30%

	
	7 and up
	14
	20%


From the results of quantitative data analysis by using SS-QOL tools, it was identified that the physical, emotional and social dysfunctions were the major concern of the participants after surviving from acute stroke.
Figure 1: Stacked bar chart – Dimensions
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Figure 1 shows the severity of functional disability of participants for SS-QOL survey.
Figure 2: 
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Figure 2, it shows that 41% patients out of 72 participants had severe total functional disability that is physical, emotional and social.  Thirty two percent of patients had severe physical functional disability and 33% patients had severe emotional functional disability after survival from stroke. 
	Table 3: Frequency Distributions of functional disability: D.P. Social role C to F. Total. C(n = 72)
	 

	 
	Very/Severe
	Moderate
	  Mild   /   None

	D.S.SocRole.C
	64
	89%
	8
	11%
	   0
	0%

	D.P.Mobility.C
	62
	86%
	10
	14%
	   0
	0%

	D.P.Energy.C
	57
	79%
	14
	19%
	   1
	1%

	D.S.FamRole.C
	56
	78%
	16
	22%
	   0
	0%

	D.P.Work.C
	56
	78%
	15
	21%
	   1
	1%

	D.P.UEF.C
	55
	76%
	16
	22%
	   1
	1%

	D.P.Selfcare.C
	49
	68%
	22
	31%
	   1
	1%

	D.E.Personality.C
	39
	54%
	23
	32%
	   10
	14%

	D.E.Mood.C
	34
	47%
	29
	40%
	   9
	13%

	D.P.Lang.C
	31
	43%
	6
	8%
	   35
	49%

	D.P.Vision.C
	16
	22%
	2
	3%
	   54
	75%

	D.E.Thinking.C
	12
	17%
	16
	22%
	   44
	61%

	F.Social.C
	65
	90%
	7
	10%
	   0
	0%

	F.Physical.C
	32
	44%
	37
	51%
	   3
	4%

	F.Emotional.C
	24
	33%
	26
	36%
	  22
	31%

	F.Total.C
	42
	58%
	27
	38%
	  3
	4%


Table 3, shows the frequency distribution functional disability from very severe to none.

Table 4:  Other history

	Variable
	Category


	Frequency

n     and     %

	Spiritual belief


	Yes
	68
	94%

	
	No
	4
	6%

	Knows about palliative care
	Yes
	8
	11%

	
	No
	64
	89%

	Seen by other doctor
	Yes
	70
	97%

	
	No
	2
	3%


The majority 68 (94%) of the participants responded that they do have a spiritual belief. Few patients (8 out of 72 participants) had knowledge about palliative care. Most patients had also seen by other doctor before at MOPD during their previous consultations for post-stroke management. 

Table 12: Table of themes and sub-themes developed in data analysis

	THEME ONE


	THEME TWO
	THEME THREE
	THEME FOUR
	THEME FIVE

	1.Life changing 
	2. Impact on quality of life
	3. Holistic care

Needs
	4. Loss of independence

	5. Spiritual aspects

	1.1 Experiencing 

the effect of 

disability
	2.1Experiencing 

Bad quality of 

life


	3.1 Understanding a holistic care 

approach 
	4.1 Isolation
	5.1 Spiritual 

Concerns

	1.2 Awareness 

about Post-stroke

disability
	2.2 Hope for good quality life
	
	4.2 Loss of 

physical ability
	


Limitations of the Study

A major limitation of the study is that not all participants could speak and express their views directly. Therefore, close family members were interviewed on behalf of many of the participants. Interviewing the relative or caregivers rather than directly interviewing patients may have led to some information being omitted in the collection of data.  

There may also have been information lost by the researcher by using research assistants as interpreters in data collection as most of the participants could not speak any English. This limitation was anticipated and addressed during training of the research assistants. Special consideration was given to the fact that the researcher was also the clinician providing care to the patients and that this may have introduced elements of bias, in particular, social disability bias and interview bias.  

Conclusion
From the results of quantitative data analysis by using SS-QOL tools, it was identified that the physical, emotional and social dysfunctions were the major concern of the participants after surviving from acute stroke.

The result of qualitative data analysis, it was found that patients’ quality of life was poor, and they needed assistance from different health care team. It was observed in the study that the integration of palliative care with the rehabilitation programme can deliver a better service to the stroke patients with residual disabilities and morbidities.
The study identified the holistic care needs of stroke patients and through patient interviews assessed the care currently provided to stroke patients at Ladysmith Regional Hospital. It is clear that there are gaps in the provision of holistic care to stroke patients and it is proposed that the integration of palliative care and rehabilitation can provide better service to stroke patient.

Rehabilitation is an important part of stroke management and by which health professional intends to maximize a patient’s functional ability. But rehabilitation alone cannot deliver the effective care to stroke patients, therefore integration of rehabilitation and palliative care is necessary. 
It is suggested that to integration of the palliative care into the management plan together with other management plan for stroke patients, which may benefit the patient in the long term with a positive impact with their residual disabilities and co-morbidities. Integration of palliative care, rehabilitation and therapeutic management can deliver an improved service to stroke patients and their family members. 

Effective communication in palliative care service identifies and aims to address all needs of the patient, family and the health care provider (such as psychological, spiritual, social, cultural and physical issues). It can be considered for stroke survival to provide psychosocial and spiritual support where needed. 
Heath workers should be alert to the need of palliative care by a patient after survival from acute stroke. There is a need to advocate for homebased care to be provided to the patient after discharge from hospital. 
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