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EXECUTIVE SUMMARY

Stroke is a health problem, it is major cause of mortality and morbidity in the
developed and developing world and also one of the main cause of adult acquired
complications including Dysphagia. But, still there is no study in Bangladesh about
the QOL among dysphagic patients after stroke. This study represents the QOL &
QOC among post stroke dysphagia which aim is to determine the Dysphagia related
QOL & QOC after stroke. This is a quantitative type of cross sectional survey study
where 69 samples were assigned purposively from 2 setting in CRP. The SWAL-QOL
& SWAL-CARE questionnaire was used for the study. Data was analyzed by using
descriptive statistical analysis (SPSS= Statistics package for social science) method.
Among the 69 participants majority of participants were male. The majority of the age
of the participants 36.2% were in the age range of 51-60 years. Majority of
participants 71% took longer time at the time of eating. 69.6% patients showed cough
when they eat and 62.3% chocked at the time of drinking liquids. 71% participants
faced difficulty to understand meaning and 87% don not go out to eat because of SP.
In QOC 100% participants were satisfied with the Therapists care. All participants
declared that SLT gave them all advice which they needed and SLT discussed about
their treatment strategies with the participants. SLT gave them advice on the food/

liquids and the techniques to help get food down & help avoid chocking.

This study might create a new field for Speech and language therapist to work with
stroke patient who suffered from swallowing difficulties. By knowing the quality of
life & quality of care among dysphagia related stroke patients then find out the
difficulties among their lifestyle and impact on it. This will help to improve treatment
procedure and patient can take treatment in different aspects which are really needed

for develop patient condition.

Key words: Dysphagia, QOL, QOC, Stroke
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Chapter- 1 Introduction

1.1 Introduction

Stroke is the second leading cause of death and the leading neurological cause of
disability (Kim et al., 2015). It affects as many as 5% of the population over 65 years
old, and this number is growing annually due to the aging population (Altman et al.,
2007). Globally, 70% of strokes and 87% of both stroke-related deaths occur in low-
and middle-income countries and the stroke incidence is more than doubled in over
the last four decades (World Health Organization, 2016).

Stroke is an especially serious problem in Asia, which has more than 60% of the
world’s population for “developing” economies (Venketasubramanian, Yoon,
Pandian, & Navarrod, 2017). South Asian countries (India, Pakistan, Bangladesh and
Sri Lanka) constitute 22% of world’s population and 40% of the developing world,
and are the most affected regions probably accounting for more than 40% of global
stroke deaths (Mehndiratta, Khan, Mehndiratta, & Wasay, 2014).

Stroke is caused by the interruption of the blood supply to the brain, usually because a
blood vessel bursts or is blocked by a clot. This cuts off the supply of oxygen and
nutrients, causing damage to the brain tissue. It is also a leading cause of dementia
and depression (World Health Organization, 2016). A higher burden of risk factor and
lack of preventive measures are the main cause of higher risk of death and disability.
Hypertension, antihypertensive treatment, alcohol intake previous stroke are the most
commonly known risk factors for stroke (Robinson, & Jorge, 2016). Others risk factor
are smoking, diabetes, previous coronary heart disease (CHD), electrocardiogram
(ECG), excessive alcohol intake, and family history of Stroke. The most common
symptom of a stroke is sudden weakness or numbness of the face, arm or leg, most
often on one side of the body. Other symptoms include: confusion, difficulty speaking
or understanding speech. The effects of a stroke depend on which part of the brain is
injured and how severely it is affected. (World Health Organization, 2016). Because

of stroke swallowing, speech- Language difficulties, voice problem are occurred.

Dysphagia, derived from the Greek Phagein, meaning "to eat", which is a common
disabling issue after acute stroke. Dysphagia affects more than 50% of stroke

survivors. Within 7 days the majority of these patients recover swallowing function
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and only 11-13% remain dysphagia after 6 months. (Fernandez, Ottenstein, Atanelov,
& Asare, 2013). A significant portion of stroke patients that initially survive are faced
with the risk of aspiration as well as quality-of-life issues relating to impaired
communication. Dehydration and malnutrition are also common in dysphagic
patients especially those who receive thickened liquids or modified diets (Pontes,
Amaral, Rego, Azevedo, & Silva, 2016). One study reported that 49% of stroke
survivors admitted to a rehabilitation unit were malnourished, and that malnutrition
was associated with dysphagia. Approximately 58% of acute stroke survivors with
dysphagia had signs of dehydration (Fernandez, Ottenstein, Atanelov, & Asare,
2013).

Dysphagia not only increases morbidity and mortality after stroke but also
significantly affects quality of life when it is not possible to share meals with family
and friends. Patients with dysphagia did not find eating enjoyable and experience
anxiety or panic during mealtimes. More than 1/3 of patients avoid eating with others
because of dysphagia (Pontes, Amaral, Rego, Azevedo, & Silva, 2016). According to
Davis (2007), quality of life related to multiple issues including “physical, spiritual,
emotional, nutritional and social” aspects of life, which contribute to a patients overall
quality of life perception. It was found that many post stroke patients have difficulty
chewing, fear of choking and coughing, and are at risk for aspiration. Many patients
prefer to eat alone, creating a social isolation. Many patients felt discomfort while

eating, or never felt fully satisfied after a meal (Kim et al., 2015).

In order to manage this anxiety, many health professionals attempt to modify the
client’s diet. Usually, diets are reduced to softened foods due to the risk for choking
or difficulty chewing, and liquids are thickened because of coughing or risk of
aspiration (Logemann, 1998). Even with dietary modifications, many potential
complications can arise when a patient has dysphagia including- aspiration,
malnutrition, dehydration, and psychological stress or anxiety over eating. Not only
the patients but also their caregivers need professional attention and support in order
to maintain their own physical and emotional health and well-being. Stroke is one of
the area where Speech & Language Therapist can work. As literature suggest that
Dysphagia is one of the complication of stroke patient but there is no any available
data in Bangladesh about the quality of life and patient’s satisfaction among post

stroke dysphagic patients.
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1.2 Literature Review

Fernandez, Ottenstein, Atanelov, & Asare, (2013) conducted a study on Dysphagia
after stroke where they found that the maximum dysphagic patients recover their
swallowing function during 7 days after stroke. But 11-13 % cannot recover their
swallowing function even after 6 months. Dysphagia can adversely impact on quality
of life. Dehydration and malnutrition are frequent in dysphagic patients who take
modified diets. 45% of patients with dysphagia eat with enjoyment and 41% of
patients with dysphagia experience anxiety or panic during the time to eat. More than
1/3 of patients avoid eating with others because of remaining dysphagia.

Finding of the study of Martino, Martin, & Black, (2012) showed that Patient with
stroke who admitted in hospital 55% of them suffered in dysphagia. Early
identification of Dysphagia is needed because the consequences of untreated
dysphagia could be serious. Dysphagia patient with stroke who had pneumonia they
are more likely to stay in extended time in hospital and they had the greater possibility
of having death. Early identification is helpful to minimize the pneumonia and
manage the symptom of dysphagia. Appropriate management is required for patient
with dysphagia. We can use some compensatory procedure to reduce the complication
of dysphagia such as dietary modifications, posturing for feeding, advice on safe

eating, and oral hygiene, as well as behavioral maneuvers and effortful swallowing.

Bahceci, Umay, Gundogdu, Gurcay, Ozturk, & Alicura, (2017) conducted a research
with 72 stroke patients who are mostly diagnosed dysphagia within 30 days after
stroke and aged between 50-75 years where 58.3% (42) took modified food (semi
solid). Complications of dysphagia involve with pneumonia, aspiration and
malnutrition as well as the psychological and social complication also. Dysphagic
patient generally did not enjoy eating and they cannot cope up with other environment
so that they feel insecurity and isolation. They also showed the different studies report
in their study which represent that they feel anxiety and fear at the time of eating.
Findings of the study of Chen, Golub, Hapner, & Johns (2009) demonstrated that
impaired swallowing cause aspiration, which may lead to severe level of pneumonia
and increased mortality, failure to thrive, upper airway obstruction and numerous
eating difficulties which may result as social withdrawal. It often results in

considerable morbidity and mortality and clinical problem. Difficulty in chewing, fear
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of choking and coughing, and are at risk for aspiration are common after stroke. Many
patients like to eat lonely which creates a social isolation. Many of them felt
discomfort during eating, or never felt fully satisfied after taking a meal. They require
extended time and effort to move food or liquid from mouth to stomach.

Bays (2001) conducted a study on stroke where he stated that dysphagia needs to be
detected early and managed effectively because the consequences of untreated could
be serious. To manage this anxiety, many health professionals attempt to modify their
client’s diet. Usually, diets are modified into softened foods due to the risk for
choking or difficulty chewing, and liquids are thickened because of coughing or risk
of aspiration. The concept of quality of life is complex and varied. In a review of the
research on quality of life in stroke survivors, it was suggested that a screening
utilizing quality of life instruments should evaluate social, mental, and physical
functioning to achieve the most holistic assessment of quality of life. The study found
that many patients measure their quality of life on the basis of only to mental, and not
including physical, health.

Findings of the study of Vieira, & Antunes (2017) showed that dysphagia not only
increases morbidity and mortality after stroke but also significantly affects their
quality of life because it causes limitations or restrictions on activity and participation.
It leads to functional limitations and major complications and interfere with QOL in
several aspects such as emotional, physical and sociocultural, spiritual, emotional,
nutritional and social of life. Davis, (2007) also conducted a research which
suggested that in order to obtain the highest possible level of quality of life, patients
should achieve the maximal degree of independence and functionality for activities of
daily living. Dysphagia, likely a chronic state, has the potential to significantly impact
quality of life in post-stroke patients with dysphagia. It can impact their diet, social

activities, level of independence, and emotional well-being.

Quality of life & Quality of care can be used as a prognostic tool to help predict a
patient’s mortality. Abnormal quality of life scores can be used to identify physical or
mental markers for clinically significant abnormalities in pathophysiological and
psychological function, allowing understanding of patient’s stability. Through this
study investigator will try to find out the quality of life & quality of care among post

dysphagia.
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1.3 Significance of the study

Dysphagia is the result of the stroke which affects various aspects of life such as
functional, physical, emotional, and communicational which can significantly disrupt
their quality of life. Speech therapist are allowed to work on this area. This study will
inform health professionals to know the health related quality of life. The purpose of
this study will be to identify the quality of life and quality of care among post stroke
dysphagia. It will help to speech and language therapist to expand their field and get
clean and clear idea about their roles, to increase their knowledge and in making
speech and language therapist awareness about the quality of life & quality of care
among post stroke patients. Speech and language therapists can use this information
in their practice and this study will be useful to develop their treatment protocol for
post stroke patient. Speech and language therapists work in multi-disciplinary team
and they can use the information in their collaborative team work. This study will
present transparent evidence about their quality of life and quality of care among post
stroke dysphagia. It would be also helpful for different professionals or organizations
who are working or interested to work with dysphagia patients of stroke. This study
will help the professional to identify the impact of swallowing patients on their
quality of life. It will also help the other professionals so that they prepared their
treatment plan according to impact. The study will make a future prospect of Speech
& Language Therapy profession in Bangladesh. This study will be helpful to cultivate
a new field for Speech and language therapist to work with stroke patient who are
suffering in swallowing difficulties. Lastly this research will provide a stepping stone

for all further research in the field.
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1.4 Research Question

What is the impact on Quality of life & Quality of care among post stroke dysphagia?

1.5 Objectives-

151

General objective

To explore the impact of dysphagia on Quality of life & Quality of care among post

stroke patients.

1.5.2

Specific objectives

To explore the socio- demographic status of post stroke dysphagic patients.

To identify the effect on communication & social interaction among post

stroke dysphagia.

To identify the effect on mental health among post stroke dysphagia.

To address the patients satisfaction on SLT care.

18



1.6 Operational definition
Key words-

Quality of life, Quality of care, Stroke, Dysphagia

1.6.1 Quality of life

Quality of life refers to a subjective and multidimensional concept that encapsulates
the standard of living of a person: their physical wellbeing, psychological wellbeing,
happiness, desire to attain a goal of their life, wishes and overall expectations of life,
personal thoughts, religious beliefs and relationship with others around him. In this
study investigator tried to find out the quality of life (physical health, psychological
state, personal beliefs, and social relationships) in stroke people with dysphagia.

1.6.2 Quality of care

Quality care is ensuring safe, affordable, perfect treatment and overall improvement
in the health and heath care to all the people in the community or society so that
everyone gets the opportunity to have equal treatment and health related facilities.
Technical component is the first component of quality care that includes using high
quality of technical components, machines and the one stands for providing equal

treatment procedure or therapy across all racial, cultural issues and gender barriers.

1.6.3 Stroke

Stroke is a syndrome characteristic by the sudden acute onset of a neurologic deficit
that persists for at least 24 hours and effects the central nervous system. It is the result
of a disturbance of a sudden loss of blood supply to the brain, which leads to
permanent damage to the brain tissue, caused by thrombotic, embolic, or hemorrhagic
events. This cuts off the supply of oxygen and nutrients, causing damage to the brain
tissue. Common symptom of a stroke are swallowing difficulties, sudden weakness or
numbness of the face, arm or leg, most often on one side of the body (Robinson, &
Jorge, 2016).
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1.6.4 Dysphagia

Dysphagia is a medical term used to describe a swallowing disorders. It is
characterized by difficulty moving food from mouth to stomach through all stage of
swallowing. It also include behavioral and physiological aspects of the process which
may occur in patients of any age and may be caused by a variety of structural or
physiological abnormalities. It is the inability to conduct safe and efficient swallows.
It may result in weight loss, malnutrition and aspiration and its related complications.
(Logemann, 1998)

20



Chapter- 2 Methodology

2.1 Study Design

In this study the quantitative type of cross sectional survey design was used to identify
the quality of life & quality of care among post stroke Dysphagia patients. Because
quantitative research is used to establish facts (Bailey, 1997) and cross-sectional
studies examine a phenomenon at one point of time (DePoy, 1998). Stein and Cutler,
(2000) & Frankel and Wallen, (2000) said that the main function of the survey
research is to obtain precise objective descriptions from a specific universe of people
or entities by face to face interview about a particular topic or issue. It was
prospective studies because here information was collected directly from the people
studied. Besides these cross sectional survey design is simple to operate, cheaper and
relatively quicker to carry out (Hicks, 2000). So it was suggested that survey method
was the most applicable method to conduct the study, for these reason the investigator

was used cross-sectional prospective survey method.

2.2 Study Place

This study was conducted in the clinical department of Speech and Language Therapy
at Centre for the Rehabilitation of the Paralyzed (CRP) in Savar & Mirpur.

2.3 Study Population

The people who were diagnosed as stroke with dysphagia was selected as study

population for this study.

2.4 Sample Size

A sample is a group of subjects that will be selected from the population, who will be
used in pieces of research. Though a larger sample is more likely to be representative
of the population in a survey study. But in many situations, it is not possible for the

researcher both for practical and financial reasons (Hicks, 2000). So the investigator
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was used a sampling equation to determine the sample size. The equation is according

to sample size -
Where,

_ z’xp(1-p) Percentage of population, P= 0.5
d2

5 Prevalence, g= 1-P=1-05=0.5

_ 1.96%x0.5%x(1-0.5)

B (.052)

Confidence level, Z=1.96 at 95%
= 384.16 (Standard value)

Degree of accuracy, d = 0.05

Required sample size, n=?

From this calculation total sample size was 384 but the investigator had found 69
samples from the 2 places which was Savar & Mirpur, CRP within 2 months. So, the

sample size was 69.

2.5 Sampling Procedure

In this study the sample was selected through purposive sampling procedure to
accomplish the aim and objective. Here purposive sampling was used because the
investigator could not find out whoever was available, but could use judgment or
inclusion and exclusion criteria to select a sample (Frankel & Wallen, 2000). Another
reason for using purposive sampling was that it would be the easiest, cheapest and

quicker method of sample selection (Bailey, 1997).

2.6.1 Inclusion Criteria

o The patient who had diagnosed as stroke
o History of swallowing problem after stroke.

o Both male and female patients.

2.6.2 Exclusion Criteria

o Patients with associate neurological deficits except Stroke.

o History of dysphagia before stroke.
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2.7 Data Collection Tools

The SWAL- QOL & SWAL-CARE questionnaire was used as a data collection
instrument which was developed by McHorney et al. It is a 59-item tool where the
SWAL-QOL, 44 item tool that asses ten quality of life concepts and the SWAL-
CARE, 15-item tool that asses quality of care and patient satisfaction. Several studies
have confirmed the reliability and validity of this tools. Each response is rated by the
patient from O to 4 on a Likert scale, with 0 described as “never” and 4 described as
“Always” and the advice is rated as “yes/ no”. All Scores are calculated separately for
each domain. Higher scores for the scales and subscales indicate better quality of life
& quality of care. The English questionnaire was converted into Bangla & asked the
participants during the interview (McHorney et al., 2002).

2.8 Data Collection Procedure

Investigator was collected data from the participants through face to face interview
and was clarified to all participants about the aim of the study. Investigator took
permission from each volunteer participant by using a written consent form.
Investigator requested to the caregiver of illiterate participants to sign in consent form
and other side literate participants filled up the form by themselves. For the illiterate
participants, investigator read the questionnaire and filled it up according to their
response which aimed to elicit information relevant to the research topic (Hicks,
2000). Data was collected by using SWAL- QOL & SWAL- CARE questionnaire.

Pen, papers, clipboard & stamp pad were also be used for collecting data.

2.9 Pilot Study

The investigator had accomplished the pilot study with six participants before starting
the collection of data. The investigator had informed the participant about the aim and
objectives of the study during the interview session. It was important to carry out a
field test before collecting the final data because it helped the investigator to refine the

data collection plan.
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2.10 Data Analysis

Descriptive statistics is described, organize and summarize data (Bailey, 1997) and
are commonly used for describing the survey data (Hicks, 2000). So investigator was
used descriptive analysis to analyze the findings of this study as it was a survey. A
computer program-“Statistical Package for the Social Sciences, version-22 (SPSS-
22)” was used as a data analysis tool. In another study of Johansson and Kerstin
(2013), here all statistical analysis was performed in Excel and in SPSS. The variables
were labeled in a list and the investigator established a computer-based data definition
record file that consists of a list of variables of order. The investigator put the name of
the variables in the variable view of SPSS and defined the types, values, decimal,
label alignment and measurement level of data. The next step was cleaning new data
files to check the inputted data set to ensure that all data had been accurately
transcribed from the questionnaire sheet to the SPSS data view. Then the raw data
was ready for analysis in SPSS. Data was analyzed by descriptive statistics and
calculated as percentages and presented by using a table, bar graph, and pie charts. At

last, the result of this survey consisted of quantitative data.

2.11 Ethical Consideration

Voluntary participation from the participant’s was considered. Participants were
provided with a written consent form. The Investigator was collected written
permission to conduct the research from the participants. Participators were informed
verbally about the aims and objectives of the study and investigators role as well.
Participants also assured that the study would have no harm to the participants
physically or mentally because it was a survey study and was not involved any
experiments. Confidentiality was maintained by the investigator by keeping the name,
address and personal information of the client confidential and as data was not shared
with others except the supervisor of the investigator. Participants were also being
informed that they had full rights to withdraw themselves or refuse to answer any

question any time during the study.
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Chapter- 3 Result

Data were analyzed by descriptive statistics and calculated as a percentages and
presented by using bar grapes, pie charts and tables.

3.1 Demographic information of the participants

3.1.1 Gender

@ Male ®Female

Figure 3.1.1: Gender of the Participants

The pie chart showed that the majority of participants 62.3% (43) were male and other

Participants 37.7 % (26) were female.
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3.1.2 Age

40.00% 36.20%

35.00%
27.50%
30.00%

25.00%
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1.40%

31-40 41-50 51-60 61-70 71-80 > 81 years
years years years years years

20.00%

15.00% 11.60%

10.00%

5.00%

0.00%

Figure 3.1.2: Age of the Participants

In this bar graph, the maximum number of participants, 36.2 % (25) were in the age of
51-60 years. It was found that 11.6% (8) participants those were in the age between
31-40 years. Also, 27.5% (19) participants found in the age between 41-50 years and
18.8% (13) participants found in the age between 61-70 % years. Limited parentages
of participants 4.3% (03) were in the age between 71-80 years. Only 1.4% (01)

participant was in the age range equal or greater than 81 years.
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3.1.3: Educational Status

24.60%  24.60%
25.00%
20.00%
15.90%
14.50%
15.00%
11.60%
10.00% 8.70%
5.00%
0.00%
Illiterate  Under SSC SSC HSC Graduation  Masters
&above

Figure 3.1.3: Educational Status of Participants

The bar graph shows that the majority numbers of participants 24.6 % which were
equal in illiterate (17) & under SSC (17). Among the participants 15.9% (11) were in
SSC level, 11.6% (8) were in HSC level, 14.5 % (10) were found completed the

graduation and 8.7% (6) were masters and above.
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3.1.4: Occupational Status
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Figure 3.1.4: Occupational Status of Participants

This bar graph shows that among the participants, a highest number of respondents
34.8% (24) were found as house-wife. Besides that 26.1% (18) participants were
business man. Above bar chart tells that 23.2% (16) were Government Service Holder

along with 2.9% (2) were private service holder. Among all respondents 13% (9) were

from other professionals.
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3.1.5: Living Status
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Figure 3.1.5: Living Status of Participants

The pie chart indicates that majority of participants 69.60% (48) were in semi urban
areas. It was found that 21.70% (15) participants were in urban areas and 8.70% (6)

were in rural areas.
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3.1.6 Onset of Stroke
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Figure 3.1.6: Participants Onset of Stroke

In this bar graph, it shows that among all the participants 71% (49) had stroke in 1
week to 5 months earlier. It was found that 11.6% (8) people had stroke in 6-10
month. In this graph it also found that 8.7% (6) had onset of stroke in both 11-15

month & more than 2 years.

31



3.1.7 Recurrent of Stroke
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Figure 3.1.7: Participants Recurrent of Stroke

In this bar graph it shows that from the 69 participants majority of them 72.50% (50)
had stroke at first time, 17.40% (12) participants had stroke at second time, 5.80% (4)
participants had stroke at third time and 4.30% (3) participants had stroke at 4 times.
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3.1.8 Texture of Current Eating Behavior:
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Figure 3.1.8: Texture of Current Eating Behavior

The pie chart shows that majority of 58% (40) participants types of foods were
modified and other 42% (29) participants types of foods were normal.
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3.1.9 Taking SLT Service
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Figure 3.1.9: Taking SLT Service of Participants

The bar graph shows that the majority of 76.80% (53) participants taking SLT service
in 0-30 days. 15.90% (11) participants were taking SLT service in 31-60 days, 4.3%
(3) participants taking SLT service in 61-90 days and 2.9% (2) participants taking

SLT service for more than 3 months.
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3.2 Level of Quality of Life & Quality of Care
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Figure 3.2.1: Participants Level of Burden

The graph shows, majority of the participants 62.3% (43) respond that always dealing
with SP is very difficult to them. Many of the participants 30.4% (21) answered that
they had often feel difficulty, other 4.3% (3) participants said as sometimes and 2.9%
(2) participants said that hardly ever faced difficulty when they deal with their SP.
The highest 63.8% (44) participants answered that always SP is a major distraction in
their life. Many of the participants were answered 29% (20) as often, 2.9% (2) said
sometimes and 4.3% (3) participants declared, hardly ever SP is a major distraction in

their life.
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3.2.2 Eating Duration
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Figure 3.2.2: Eating Duration of Participants

The graph demonstrates that the majority of participants 71% (49) were always took
longer time to eat rather than other people. Among them 17.4% (12) participants said
it as often, other 8.7% (6) participants said it as sometimes, and another 1.4% (1)
participants declared that they did not take longer time to eat than other people. The
highest 69.6% (48) participants declared always they took forever to eat a meal.
18.8% (13) declared it as often, 8.7% (6) said it as sometimes, 1.4% (1) said it as

hardly ever and 1.4% (1) said as never he took forever to eat a meal.
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3.2.3 Eating Desire
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Figure 3.2.3: Participants Eating Desire

In this bar graph, it shows that 50.7% (35) participants always don’t care if they eat or
not, 31.9% (22) often don’t care about their eating, 15.9% (11) participants sometimes
don’t care and 1.4% (1) participants hardly ever don’t care if he/ she eat or not. The
equal number of participants 42% (29) was responds both always and often they did
not enjoy eating anymore. The least 14.5% (10) participants answered as sometimes
they did not enjoy eating and another 1.4% (1) said he/ she enjoyed the food what he
ate. The majority of participants 60.9% (42) declared as always they were rarely
hungry anymore. Many of them 21.7% (15) participants answered it as often, other

13% (9) participants declared that sometimes they feel hungry.
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3.2.4. Table 1: Symptom Frequency

Symptom Frequency Patients response

Never | Hardly | Sometimes | Often | Always
ever

Coughing 1.4% | 2.9% 1.4% 24.6% | 69.6%

Choking when you eat food 43% | 4.3% 17.4% 18.8% | 55.1%

Chocking When you take 4.3% 1.4% 10.1% 21.7% | 62.3%
liquid

Having thick saliva or phlegm | 20.3% | 5.8% 13% 14.5% | 46.4%
Gagging 30.4% | 7.2% 17.4% | 14.5% | 30.4%
Having excess Saliva or 24.6% | 5.8% 13% 8.7% | 47.8%
phlegm

Having to clear your throat 20.3% | 8.7% 21.7% 10.1% | 39.1%
Drooling 30.4% | 7.2% 13.0% 5.8% | 43.5%
Problems chewing 43% | 4.3% 10.1% 23.2% | 58.0%

Food sticking in your throat 1.4% | 7.2% 15.9% 27.5% | 47.8%

Food sticking in your mouth 1.4% | 8.7% 14.5% 29.0% | 46.4%

Food/liquid dribbling out your | 8.7% | 2.9% 7.2% 14.5% | 66.7%
mouth

Food/liquid coming out your 94.2% | 2.9% 2.9% 0% 0%
nose

Coughing food/liquid out your | 2.9% | 2.9% 10.1% 26.1% | 58.0%
mouth when stuck

Table 1: Symptom frequencies of Participants

This table shows that the majority of 69.6% (48) participants had always coughing as
a symptom frequency, 24.6% (17) participants answered coughing as often. The
highest participants 55.1% (38) answered as always chocking at the time of eating
food, 18.8% (13) answered it as often and 17.4% (12) participants reported as
sometimes chocking occurred at the time of eating food. The highest 62.3% (43)
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participants declared that they always chocked when they drink liquid, 21.7% (15)
participants declared they had often chocked when they drink liquid. The majority
46.4% (32) participants respond as always having thick saliva or phlegm, many of
them 14.5% (10) participants respond as often and 13% (9) participants respond as
sometimes having thick saliva or phlegm. Here 30.4% participants declared always
having gag reflex. The 47.8% (33) participants said they always had excess saliva,
13% said as sometimes and 24.6% declared they had never excess saliva. The
majority of 39.1% (27) declared as always having to clear their throat. The other
21.7% (15) participants declared as sometimes and 20.3% (14) participants declared
as never they have the tendency to clear their throat. The majority of participants
43.5% (30) answered they had always drooling as symptom and other 30.4% (21)
participants answered they did not have drooling as symptom. The highest
participants 58% (40) declared always food sticking in their throat, other 27.5% (19)
participants declared as often and 15.9% (11) declared as sometimes. The majority of
46.4% (32) participants respond as always food sticking in their mouth, 29% (20)
respond it as often, 14.5% (10) participants respond sometimes food sticking in their
mouth. 66.7% (46) participants declared as always food / liquid dribbling out from
their mouth, other 14.5% (10) participants declared as often of this symptom. The
majority participants 94.2% (65) declared that food /liquid never come through nose,
the equal number of participants 2.9% declared as hardly ever (2) and sometimes (2)
food/ liquid come through nose. The 58% (40) respond as always coughing when food
liquid stuck in mouth, 26.1 % (18) declared as often and 10.1% (7) declared the

symptom as sometimes.
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3.2.5 Selection of Food
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Figure 3.2.5: Participants Selection of Food

From the bar graph, the majority of participants 62.3% (43) respond as always
figuring out what they can eat is a problem for them. The 29% (20) participants
declared it as often, other 7.2% (5) declared it as sometimes and 1.4% (1) declared
hardly ever figuring out is a problem what they eat. The highest participants 50.7%
(35) declared as always difficult to find foods both like and can eat. The 39.1% (27)
participants declared it as often, other 8.7% (6) declared as sometimes and 1.4% (1)

declared as hardly ever difficult to find foods both like and can eat.
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3.2.6 Communication
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Figure 3.2.6: Participants Level of Communication

This bar graph shows that the majority of participants 71% (49) declared as always
people faced difficulty to understand their meaning. The other 15.90% (11)
participants declared it as often, 8.7% (6) declared it as sometimes, 2.90% (2)
declared it as hardly ever and another 1.4% (1) declared as never faced difficulty to
understand meaning. The highest respondent 68.1% (47) said that always they felt
difficult to speak clearly. The other 21.7% (15) respondent said it as often, 5.8% (4)
declared it as sometimes, 2.9% (2) declared as hardly ever and 1.4% (1) declared as

never felt difficulty to speak clearly.
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3.2.7 Fear
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Figure 3.2.7: Participants Level of Fear

The bar graph shows that the 36.2 % (25) participants always fear of chocking when
they eat food, another 31.9% (22) participants answered it as often, 14.5% (10)
answered it as sometimes, 5.8% (4) answered as hardly ever and 11.6% (8) answered
that they did not fear of chocking when they eat food. The highest participants 34.8%
(24) always feared about getting pneumonia, 27.5% (19) Often fear about this, 17.4%
(12) sometimes fear, 8.7% (6) participants hardly ever fear and other 11.6% (8)
participants answered they never fear to get pneumonia at the time of eating. The next
majority of participants 39.1% (27) always afraid of chocking when drink liquids, the
24.6% (17) participants sometimes afraid of it and other 23.2% (16) participants often
afraid of chocking when they drink liquids. The 40.6% (28) participants declared that
always they never know when they were going to chock, the equal number of

participants 23.2% (16) declared that sometimes and often they never know when

they were going to chock.
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3.2.8 Mental Health
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Figure 3.2.8: Participants Mental Health

The bar graph shows that the majority participants 43.5% (30) declared always SP
depressed them. Many of them 30.4% (21) participants declared it as often, 15.9%
(11) participants declared it as sometimes, 5.8% (4) declared it as hardly ever and
other 4.3% (3) declared they never depressed because of their SP. The highest 46.4%
(32) participants declared always they get impatient with SP and 30.4% (21)
participants declared it as often. 18.8% (13) participants declared it as sometimes and
other 2.9% (2) declared they never get impatient with SP. The 49.3% (34) participants
respond that being so careful at the time of eating or drinking that annoyed them
always, 24.6% (17) participants respond it as often, 14.50% participants declared as
sometimes. The highest participants 50.7% (35) said always SP frustrates them and
24.6% (17) participants said often they frustrates with their SP. The 47.8% (33)
participants declared they had been discouraged always by SP. The 30.4% (21)
participants declared it as often and 11.6% (8) participants declared it as sometimes

and 4.3% () declared they never been discourage by SP.
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3.2.9 Social
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Figure 3.2.9: Participants Social Interaction

The bar graph shows that the highest participants 87% (60) declared they do not go
out to eat because of their SP, other 13% declared it as often. The 73.9% (51)
participants declared that their social life was so hard because of their SP, the 21.7%
(15) participants declared it as often and another 4.3% (3) participants declared
sometimes their social life was so hard. The 71% (49) participants declared always
their usual activity had changed for SP, the lowest 24.6% (17) participants declared it
as often and 4.3% (3) declared as sometimes their usual activity had changed. The
65.2% (45) participants said that they did not enjoy social gathering and 29% (20)
participants declared it as often. The 59.4% (41) participants declared that their role in
the family had been changed in every step, 31.9% (22) participants said that it
occurred often and another 1.4% (1) participant said his role never changed in his

family.
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3.2.10 Fatigue
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Figure 3.2.10: Fatigue

The equal number of participants 84.1% (58) declared that always they felt exhausted.
Other 14.5% (10) declared they felt exhausted as often and 1.4% (1) declared
sometimes they felt exhausted. The equal number of participants 84.1% (58) declared
that always they felt weak. Other 14.5% (10) declared they felt weak as often and
1.4% (1) declared sometimes they felt weak. The percentage was same for feeling
exhausted and weak. The highest number of participants 85.1% (59) responded that
they always felt tired and other 14.5% (10) participants respond as sometimes they
felt tired.
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3.2.11 Sleeping
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Figure 3.2.11: Sleeping

The bar graph shows that the highest participants 72.5% (50) declared, they always
had trouble falling asleep. Many of them 7.2% (5) participants declared that
sometimes or often they had trouble to fall asleep, other 11.6% (8) declared as they
never fall trouble falling asleep. The major participants 72.50% (50) declared that
always had trouble staying asleep, other 10.1% (7) participants declared as often and

11.6% (8) participants declared they had never trouble staying asleep.
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3.3.1 Table 2: Advice (SWAL-CARE)

Advice Patients Response

Yes No

Food I should eat 100% 0%
Foods I should avoid 100% 0%
Liquids I should drink 100% 0%
Liquids I should avoid 100% 0%
Techniques to help get food down 100% 0%
Techniques to help me avoid choking 100% 0%
When | should contact a swallowing clinician 100% 0%
My treatment options 100% 0%
What to do if | start to choke 100% 0%
Signs that | am not getting enough to eat or drink 100% 0%
Goals of the treatment for my SP 100% 0%

Table 2: Advice (SWAL-CARE)

In the category of therapist’s advice, we can see from the bar graph the 100% (69)
participants respond positively for the advice of food they should eat & avoid. The
100% (69) participants answered “yes” for the advice of liquids they should eat &
avoid. The 100% (69) participants respond positively for the advice of techniques to
help get food down & help avoid chocking. The 100% (69) participants respond
positively for the advice of when they should contact a swallowing clinician. All
participants 100% (69) answered positively about the therapist’s advice for their
treatment options and what to do if they start to choke. All participants 100% (69)
respond positively for the advice of the signs that are not getting enough to eat or

drink. The 100 % (69) participants respond as yes for the therapists’ advice on the

treatment for their SP.
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3.3.2 Patient Satisfaction (SWAL-CARE)
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Figure 3.3.2: Patient Satisfaction (SWAL-CARE)

The bar graph shows that the 100% (69) participants answered, always they had
confidence in their swallowing clinicians. The 100% (69) participants declared that
their clinicians always explained treatment to them. All participants 100% (69) said
that swallowing clinicians (SC) always spent enough time with them. The 100% (69)

participants declared that the SC always put the participants need first.
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Chapter- 4 Discussion

Among 69 patients who had stroke, the majority of participants 62.3% (43) were male
between the age ranges 51-60 years. On the hand, Hiraga, (2017) conducted a study
and found that males have the greater possibility to get stroke with increase of the age.
The result of current study demonstrated that the aged male individuals had greater
possibility of having stroke with dysphagia.

In this study, the result of educational level showed that the major group of
participants (24.60 %) were equal in both illiterate & under SSC. Pontes, Amaral,
Rego, Azevedo, & Silva, (2016) also found in their study that less educated people
had the greater possibility to get stroke. So it can be said that the incidence of
dysphagia after stroke is higher among those who were less educated. In this study,
maximum number of respondents 34.8% were House-wife and the majority of

participants 69.60% were from semi urban areas.

Among total participants 71.00% had stroke in 1 week to 5 months earlier. Bahceci,
Umay, Gundogdu, Gurcay, Ozturk, & Alicura, (2017) showed in their study that they
evaluated 72 patients for a mean period of 16.51 *+ 8.32 days after stroke and they
found dysphagia in oral phase 95.8%. These patients also represented the whole
spectrum of mild to very severe dysphagia. So, the interpretation of the current study
demonstrated that during early period of getting stroke, there is the greater chances to

get dysphagia.

In this study the investigator found that the majority of the participants 72.50% had
stroke at first time. Yeoh et al. (2018), also revealed in a study that maximum
participants 81.3% were having first time of stroke and others were having recurrent
stroke. So, it was a clear indication that Dysphagia occurred in 1% time stroke patients

more than recurrent.

Findings of the current study showed that the majority of participants 58% were
taking modified food. Bahceci, Umay, Gundogdu, Gurcay, Ozturk, & Alicura, (2017)
described that 95.8% participants had oral phase dysphagia that means they took
modified food. So most of the patients who had dysphagia took modified food. The
highest number of respondents 76.80% were taking SLT service within 0-30 days.
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In this study found that 62.3% participants faced difficulty in dealing with SP and
63.8% had major distraction in their life. Leow, Huckabee, Anderson, & Beckert,
(2010) described in their study that young people (100%) and aged people (98.4%)
who had Dysphagia declared that SP as a burden in their life. So in this study, it is
indicated that SP is a burden for post stroke patients.

The result in the study demonstrated that 71% participants took longer time to eat
food and 60.9% were rarely hungry anymore. Kraus, Romme, Stoll, Oettinger, Voge,
& Synofzik, (2018) interpreted in their study that the maximum patients took longer
duration for eating and the desire of eating is poor than other people. So this study
found that people with dysphagia’s eating duration is longer than other people and the
desire of eating is comparatively less than others.

The result showed that in case of symptom frequencies, coughing 69.6%, chocking
when drink liquid 62.3%, excess saliva 47.8%, food sticking in throat 58%, food /
liquid dribbling out through mouth 66.7%, coughing when food /liquid stuck in mouth
58%. But 94.2% participants declared never food/liquid coming out their nose. Leow,
Huckabee, Anderson, & Beckert, (2010) also revealed same symptom frequencies in
their study. So the study demonstrated that people with SP shows some symptom such

as coughing, chocking, drooling, excess saliva, food dribbling through the nose.

In this research, 62.3% figuring out what they can eat is a problem for them and
50.7% faced difficult to find foods both like and can eat. Kraus, Romme, Stoll,
Oettinger, Voge, & Synofzik, (2018) interpreted in their study that the maximum
patients were not able to select their food with the context of like & eat. So the study

found that people with dysphagia faces difficulty at the time of food selection.

The study result found that 36.2 % participants fear of chocking when they eat food,
39.1% afraid of chocking when drink liquids. McHorney, Robbins, Lomax, Rosenbek,
Chignell, Kramer, & Bricker, (2002) also found that maximum participants who had
SP also fear at the time of eating. So in this study demonstrated that people were

getting fear of choking & pneumonia at the time of eating/ drinking.

The study result showed that 43.5% participants depressed & 50.7% frustrates with
their SP. 49.3% being so careful at the time of eating or drinking that annoyed them
and 47.8% had been discouraged always by SP. Pontes, Amaral, Rego, Azevedo, &
Silva (2016) described in their study that the majority of stroke patients had found
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mental health problem. So also in this study | found that the majority of participants

had shown mental health problem.

The study result demonstrated that 87% participants do not go out to eat because of
their SP. The 65.2% did not enjoy social gathering and 71% faced difficulty to
understand their meaning. 68.1% felt difficult to speak clearly. Sarkar, Halder, Saha,
& Biswas, (2016) also found that the Dysphagia after stroke patients have
communication and social functioning difficulties. In this study demonstrated that

social interaction & communication were difficult because of their SP.

The study result showed that 84.1% participants felt exhausted & weak, 85.1% felt
tired and 72.5% had always trouble in falling and/ or staying asleep. But 11.6% had
never trouble in falling/ or staying asleep. Leow, Huckabee, Anderson, & Beckert,
(2010) described that Feelings of weakness, tiredness, and exhaustion with trouble
falling and/or staying asleep were also significantly increased in neurological
subjects. So the study showed that people with SP have feelings of weakness,

tiredness, and exhaustion with trouble falling and/or staying asleep.

The study result showed that all participants 100% declared SLT gave them all advice
which they need and SLT discussed about their treatment strategies with the
participants. SLT gave them advice on the food/ liquids and the techniques to help get
food down & help avoid chocking. There is no negative answered from the
participants about the advice from SLT of CRP. The 100% participants declared, they
had confidence in their SLT. SLT always spent enough time with them and always
put the participants need first. So, there was no negative review about the SWAL-
CARE of Speech & Language Therapist and patients were satisfied with their SLT

care.
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Chapter- 5 Policy Implications

e This study will help Speech and Language therapy service providers to start
new practice of Dysphagia management and assessment for the patient with

Dysphagia after stroke.

e This study can be implicated during teaching students that stroke patient may

have Dysphagia and the percentage of dysphagia among them.

e In future, this study will influence the policy makers to make policy to refer

the Stroke patients with Dysphagia to SLTs for Dysphagia management.
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Chapter- 6 Limitation & Recommendation

6.1 Limitation

There were some situational limitation and barriers while considering the results of

study in different aspects. Those are following below-

e 69 participants were selected to conduct the whole study for short period of
time. It was a small number of participants to conduct a survey to find out the
QOL & QOC among post stroke Dysphagia.

e The investigator only questioned a small number of subject that was small to

generalize the results.

e Due to lack of number of participants, the external validity of the study

reduced.

e Some recently stroke patients were the participants of the study, for this reason

the caregiver were not generalized the questions about patient difficulties.

e Time was limited that have a great deal of impact of the study.
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6.2 Recommendation

This is the first primary study on the QOL & QOC among post stroke dysphagia in
Bangladesh. So there were some limitations and barriers during conducting the study.
These are-

e The study was done within a short period of time and only 69 participants were
selected to conduct the whole study. It was a small number of participants conduct
a survey to explore the QOL & QOC among Post Stroke Dysphagia due to lack of
number of the participants. So the external validity of the study decreased and

further study can be conducted with a wide range and large participant size.

e Purposive sampling was used to select participants and study place. So further
study can be conducted by simple random sampling.

¢ Including Speech therapy services in different organization where working in this
area for their program for delivering Dysphagia management services, also

include the SLT service as health care service delivery system in Bangladesh.
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Chapter- 7 Conclusion

Swallowing difficulty is a life-threatening problems including physical, functional,
emotional and overall quality of life that can be happened after Stroke. The
investigator explored to determine the presence of dysphagia on QOL & QOC among
post stroke patients. In this study, the total respondents were 69 whereas 62.3% (43)
were male and other 37.7 % (26) were female.

The result showed that the highest number of participants 36.2 % were in the age of
51-60 years. The education level of the participants found that the equal number 49.2
% were illiterate & under SSC. Among the participants a highest number of
respondents 34.8% were found as house-wife. It showed that living status of 69.60%
people were in semi urban areas. Among all the participants 71% had stroke in 1 week
to 5 months earlier. In the study first time stroke patient were more than others.
Majority of participants 71% took longer time at the time of eating. 69.6% patients
showed cough when they eat and 62.3% chocked at the time of drinking liquids. 71%
participants faced difficulty to understand meaning and 87% don not go out to eat
because of SP. In QOC 100% participants are satisfied with the Therapists care. All
participants declared that SLT gave them all advice which they need and SLT
discussed about their treatment strategies with the participants. SLT gave them advice

on the food/ liquids and the techniques to help get food down & help avoid chocking.

Thus, professionals (Doctors, physiotherapists, occupational therapists) working with
stroke patients need to remain alert to the presence of Swallowing and refer to SLTs
for diagnosis and treatment of swallowing difficulties; which will increase the quality
of life and quality of care of people with Stroke and will also decrease morbidity. It
will also help the SLT professionals to manage the specific diagnosis and treatment

for Post Stroke Dysphagia patient.
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Annexure-1 (A)

DEMOGRAPHIC INFORMATION

Code no: Date:
Patient’s name:

Age: Sex:
Educational level: Occupation:
Living Status: Mobile no.:

Medical Diagnosis:

SLT Diagnosis:

Onset date of stroke:

Recurrent Stroke:

Types of food/liquid:

Duration of taking SLT service:

Instructions: These are statements that many people have used to describe their

dysphagia related QOL & QOC on their lives. Circle the response that indicates how

frequently you have the same experience.

0= Never, 1= Hardly ever, 2= Sometimes, 3= Often, 4= Always

Burden (QOL)

Dealing with my SP is very difficult.

SP is a major distraction in my life.

Eating Duration

It takes me longer to eat than other people.

It takes me forever to eat a meal.
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Eating Desire

Most days, I don’t care if I eat or not.

I don’t enjoy eating anymore.

| am rarely hungry anymore.

Symptom Frequency

Coughing

Choking when you eat food

Chocking When you take liquid.

Having thick saliva or phlegm

Gagging

Having excess Saliva or phlegm

Having to clear your throat

Drooling

Problems chewing

Food sticking in your throat

Food sticking in your mouth

Food/liquid dribbling out your mouth
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Food/liquid coming out your nose

Coughing food/liquid out your mouth when stuck

Food selection

Figuring out what | can eat is a problem for me

It is difficult to find foods | both like and can eat

Communication

People have a hard time understanding me

It has been difficult for me to speak clearly

Fear

| fear | may start chocking when I eat food

| worry about getting pneumonia

| am afraid of choking when I drink liquids

I never know when | am going to choke

Mental Health

My Swallowing Problem depresses me

| get impatient dealing with my SP

Being so careful when | eat or drink annoys me
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My swallowing problem frustrates me

I have been discouraged by my SP

Social

| do not go out to eat because of my SP

My SP makes it hard to have a social life

My usual activities have changed BOM SP

Social gatherings aren’t enjoyable BOM my SP

My role with family/ friends has changed BOM

my SP

Fatigue

Feel Exhausted

Feel weak

Feel tired

Sleep

Have trouble falling asleep

Have trouble staying asleep
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Advice (SWAL-CARE)

Food I should eat Yes No
Foods I should avoid Yes No
Liquids I should drink Yes No
Liquids I should avoid Yes No
Techniques to help get food down Yes No
Techniques to help me avoid choking Yes No
When | should contact a swallowing clinician Yes No
My treatment options Yes No
What to do if | start to choke Yes No
Signs that | am not getting enough to eat or drink Yes No
Goals of the treatment for my SP Yes No

Patient Satisfaction (SWAL-CARE)

Had confidence in your swallowing clinicians

Swallowing clinicians explained treatment to you

Swallowing clinicians spent enough time with
you

Swallowing clinicians put your needs first
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Permission letter
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s Bangladesh Health Professions Institute (BHPI)

PROFESSIONS INSTITUTE (The Academic Institute of CRP)

Ref. DI i wesiods
29th October, 2018

To

The Head

Speech & Language Therapy Department,
CRP, Savar, Dhaka.

Subject: Prayer for seeking permission for data collection to conduct research project.
) Y 2P proj

Madam,

With due respect I would like to draw your kind attention that I am a 4" year student of B.Sc in
Speech & Lariguage Therapy Department at Bangladesh Health Professions Institute (BHPI), the
academic institute of CRP. This is a research project in partial fulfillment of the requirements for
the degree of B.Sc in Speech & Language Therapy. My research title is “Quality of Life & Quality
of Care among Post Stroke Dysphagia™ under honorable supervisor, Nahid Parvez, Lecturer of
SLT Department, BHPI.

Investigator will collect data during 25" November to 31% December period of time according to
the departmental preference time. Three 3" year students will help me to collect data who are
Rubaiyat Amin Hridi, Wakil Ahad Srabon & Kazi Tasmia Islam. All the Patients information will

be confidential and will maintain all the rules properly.

So, I therefore pray and hope that you would be kind enough to grant me the permission to conduct

the data collection a successful study as a part of my course.

Yours obediently, Signature & Comments @\' X"ef
Malkiya Roman Milvago, 1, 1o g

Mahfuja Zaman Milva U’(ﬁ

Student of 4" year, Speech & Language Therapy Department.
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Annexure-3 (A)

Consent form

This research is a part of Speech & Language Therapy course and the name of the
researcher is Mahfuja Zaman Milva. She is a 4" year student of B. Sc in Speech &
Language Therapy in Bangladesh Health Professions Institute (BHPI). The study will
entitle as “QUALITY OF LIFE & QUALITY OF CARE AMONG POST
STROKE DYSPHAGIA.”

In this study 1T am ..o e @
participant and | have been clearly informed about the purpose of the study. I am
willingly participating in this study. I will have the right to withdraw from this study
at any stage and I will not be bounded to answer to anybody. | understand that there
will be no impact receiving treatment at present or in the future by participating in this

study.

I am also informed that, all the information will collect from the interview that use in
the study will be kept safe and maintain confidentiality. Only the researcher will be
eligible to access in the information for his publication of the research result. My
name and address will not published anywhere in this study. I can consult with the
researcher and the research supervisor about the research process or get answers to
any questions regarding the research project. | have been informed about the above-

mentioned information and I am willing to participate in the study with consent.

Signature of the study Participate: Date:
Signature of the Researcher: Date:
Signature of the Witness : Date:
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