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ABSTRACT

Background: Guillain-Barre Syndrome is a long-standing disease that needs ongoing
systemic attention. For many residual issues, it affects a person’s quality of life. However,

there is a paucity of evidence in Bangladesh and Asia countries.

Aim: The study aimed to evaluate the quality of life of persons with Guillain-Barre

Syndrome in the community of Bangladesh.

Methods: The study followed a cross-sectional quantitative design by conducting a
telephone survey among 101 participants who were selected purposively for this study.
Data were collected using the World Health Organization Quality of Life (WHOQOL-
BREF) and a questionnaire with sociodemographic variables and GBS disability score
(GDS) to know the functional status. The study was conducted using quantitative
descriptive analysis through Statistical Package for the Social Science (SPSS) software
25.0 version and Chi-square analysis using a Fisher’s exact test to determine statistically

significant association.

Results: The majority were male (82.2%) participants and female (18.8%) with mean
current age of 36.69, SD (+1.2) years. About (9.9%) of participants were in a healthy state,
(25.7%) of participants were within minor symptoms and capable of running, (41.6%) of
participants were able to walk 10m or more without assistance but unable to run, (20.8%)
participants were able to walk 10m across an open space with help, (2%) participants were
bedridden or chair bound according to GBS disability score. Most reported their overall
quality of life (3.09+1.011) and satisfaction about health (3.26+.844) was medium level.

Their overall satisfaction level of health was better than their overall quality of life. There
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was a significant association between overall quality of life and occupation (P>.002) and
their monthly income (P>.039). Furthermore, there was a strong significant (p-value 0.00)
association between GBS disability score and overall quality of life. Among WHOQOL-
BREF domains, Physical domain (12.91+2.728) and psychological domain (13.45+2.648)

were the most affected domains than other domains.

Conclusions: The current rehabilitation practices should be developed, essential for
developing new treatment strategies. So that they can properly benefit in their post-
rehabilitation lives, they need to implement community advocates for patients in both

aspects of physical and mental impairment.

Keywords: Quality of life, Guillain-Barre Syndrome, Person with disability,community.



CHAPTER I: INTRODUCTION

1.1Background

Guillain—Barre syndrome (GBS) is the leading cause of acute paralysis that can potentially
affect the entire human population (Malek & Salameh, 2019). Guillain—Barre syndrome
(GBS) is a term used to describe a group of autoimmune disorders (variants) that share a
common presentation of acute or subacute progressive polyradiculoneuropathy, though
they may have different pathogenesis (Malek & Salameh, 2019). Guillain-Barre Syndrome
(GBS) also known as acute inflammatory demyelinating polyneuropathy and Landry’s
Ascending Paralysis, is often preceded by an infection believed to evoke an immune

response (van Doorn et al., 2008).

According to a worldwide epidemiological systematically reviewed, the overall incidence
of GBS in adults is approximately 1.1 to 1.8 per 100,000 people per year, the incidence of
GBS is influenced by gender, age and it increases with age after 50 years, from 1.7 per
100,000 per year to 3.3 per 100,000 per year (McGrogan et al., 2008). In addition, men
have a significantly higher risk of developing the disease. (Malek & Salameh, 2019; Sulli
et al., 2021) It can occur at any age but is most frequent between the ages of 30 and 50,
with a male predominance. It can also affect children and adolescents. (Khan et al., 2010;

Akanuwe et al., 2020)

The incidence of GBS in children below 15 years is remarkably high in Bangladesh,
possibly due to more frequent exposure of the population to infections (Islam et al., 2011;

Islam et al., 2016).



The disease has several variants: acute inflammatory  demyelinating
polyradiculoneuropathy (AIDP), the most common variant in North America and Europe
(Hughes et al., 2005; Pithadia et al., 2010); acute motor axonal neuropathy (AMAN) more
prevalent in Asia and South America (Hadden et al., 1998), acute motor sensory axonal
neuropathy (AMSAN) and the less common atypical Miller Fisher syndrome. (Bondi et

al., 2021; Malek & Salameh, 2019; Sulli et al., 2021)

The frequency of the pure motor forms, the Miller Fisher variant and axonal subtypes of

GBS are higher in Asian countries than in Western countries (Islam et al., 2016).

In Bangladesh, GBS is associated with high mortality and poor outcome, which may be
related to the predominance of the axonal subtype, lack of specific treatments and poor
healthcare facilities (Islam et al., 2016; Ishaque et al., 2017). 12% of GBS patients in

Bangladesh were dead from GBS within six months of disease onset (Ishaque et al., 2017).

Despite medical treatment, GBS often remains a severe disease; 3—10% of patients die, and
20% cannot walk after six months. In addition, many patients have pain and fatigue that

can persist for months or years (van Doorn et al., 2008).

Those who experienced GBS may have long-term residual physical health problems such
as fatigue, memory difficulties, pain, muscle weakness, mobility, sleep disturbance,
paresthesia, and facial palsy that may limit them in their everyday activities even two years
after the onset of their illness.( Rudolph et al., 2008, Forsberg et al., 2012,Demi'r &
KoseoGlu.,2008 ;Djordjevic et al., 2019) As a result, they felt they had lost their identity

as an independent person (Laparidou et al., 2021)



They also faced mental health problems such as frustration, guilt, feeling lost, elation,
anger, gratitude, anxiety, depression, felt helplessness through loss of independence.
(Forsberg et al., 2014, Laparidou et al., 2021) Emotional problems, anxiety, depression and
stress are more common in patients after GBS than in the normal population. Both anxiety
and depression may affect the patient’s well-being, even in complete recovery from GBS

(Djordjevic et al., 2019).

Living with GBS made it harder for them to participate in society and restricted their social
lives (Laparidou et al., 2021). Another area affected by a participant’s condition was their
work since physical restrictions and residual GBS symptoms affected function or prevented
them from returning to work. They were worried about their family’s well-being
(Laparidou et al., 2021). After returning to the community, they faced many difficulties,
such as social stigma, financial burden, barriers to marriage, and neative impact on marital

or other relationships which ia impact their quality of life (Djordjevic et al., 2019).

Women faced double discrimination in many aspects, such as education facilities,
employment facilities, low priority in society, exclusion from community activities and
leading more restricted lives associated with low life satisfaction (Demi'r & KoéseoGlu,

2008).

Workplace adaptations and positive attitudes were the main factors facilitating
participants’ return to work (Akanuwe et al., 2020). Overall, it was evident that living with

GBS had been a life-changing experience (Laparidou et al., 2021).

The great majority of patients with Guillain-Barre syndrome were dependent in ADL two

weeks after onset, but this dependency resolves in most of them during the first six months,



regarding the long-term impact of Guillain-Barre” syndrome on ADL as well as the quality
of life (Forsberg et al., 2005).In many patients with GBS psychological functioning is still
seriously affected even when they have physically recovered or show only mild residual

signs (Bernsen et al., 1997).

These unusual conditions attracted the student researcher’s curiosity to look into the quality

of life of people with GBS in the Bangladeshi community.

It is documented that studies regarding GBS were conducted in a limited geographical area.
Most of the research was conducted in European countries such as Austria, Italy, the
Netherlands, Serbia, Sweden, and the United Kingdom, so the findings cannot be

generalised for all GBS populations worldwide.

Furthermore, as far as the student researcher is aware, Bangladesh has not yet had a study
done on the QOL of community members who have GBS. This research explored the
existing QOL of persons with GBS in Bangladesh to determine how it affects the physical,
psychological, social, and environmental health domains and how their quality of life
changes after rehabilitation. It is important for rehabilitation to investigate the long-term
effectiveness of rehabilitation on patients' quality of life. This research will provide new

insights into the field of GBS in Bangladesh and throughout Asia.



1.2Justification of Study
People with GBS experience many difficulties maintaining their daily life. GBS patients

go through a variety of physical, emotional, and mental changes that affect their QOL.

This study provides a realistic and current overview of their health and lives, helping us to
better understand the impact of this condition on their physical, psychological, and social

well-being, which is vital for measuring rehabilitation outcomes in the community.

This study has the potential to provide useful insights into the experiences of individuals
with GBS, including their views on the condition, treatment, and care. This knowledge can
be applied to create more patient-centred treatment strategies and enhance patient-
healthcare provider communication.

This study can provide evidence-based recommendations for improving care and support
for pwGBS, such as improving access to healthcare services, rehabilitation programs,
psychological counselling and developing social support programs. For Bangladesh,
evidence is needed to support and justify rehabilitation treatment for pwGBS. Because not
much research has been done in this area. Also, it will help to spread the importance of

long-term rehabilitation.

This study can provide valuable information about the economic burden, which can help
policymakers, patient advocacy groups and healthcare providers identify ways to minimize
GBS's financial impact and support affected families.

Moreover, this study will be an important resource for all relevant professions, including
physicians, psychologists, counsellors, occupational therapists, and physiotherapists, who
need to know about the QOL of people with GBS. Knowing the current QOL of pwGBS

can help rehabilitation experts develop more scientific treatment and rehabilitation plans.



As a result, future patients will benefit since their healthcare provider will be aware of the

most recent information concerning their health and quality of life in the community.

This study is also significant for the researcher since it will provide updated information
and current knowledge regarding the QOL of pwGBS. So, if any researcher can conduct

additional research on this topic, this research generates new information.

Overall, this result will enhance the sustainable Quality of Life for persons with GBS and

foster better understanding and care within healthcare and society.



1.3 Operational Definition

1.3.1 GBS

Guillain—Barre syndrome (GBS) is a term used to describe a group of autoimmune
disorders (variants) that share a common presentation of acute or subacute progressive
polyradiculoneuropathy, though they may have a different pathogenesis. (Malek &

Salameh, 2019)

1.3.2 Quiality of Life
The WHO defines QOL as “an individual’s perception of their position in life in the
context of the culture and value systems in which they live, and in relation to their goals,

expectations, standards and concerns” (WHO, 2017).

1.3.3 Community
When a group of people interact with another is known as a community. This interaction
occurs within a geographical boundary territory. They also share interests and values

(Zachary & Neal,2012).

1.4 Aim of the Study
The aim of this study to evaluate the quality of life of persons with Guillain-Barre

Syndrome in the community of Bangladesh.



CHAPTER II: LITERATURE REVIEW
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2.1 GBS Physical health and QOL

The person with GBS has physical health problems, fatigue, muscle weakness, mobility,

sleep disturbance, paresthesia, and facial palsy.

A longitudinal study was conducted in Serbia and surrounding countries to assess the
quality of life and analyse its association with patients’ disabilities during a six-month
follow-up period. The study comprised 74 adult patients diagnosed with GBS from seven
tertiary healthcare centres. Health-related QOL was investigated using the SF-36
questionnaire and compared with functional disability assessed by the GBS Disability
Scale (GDS). The study found that although patients were objectively improved according
to GDS, their illness was still severe from the patient's perspective. Although GDS and SF-
36 scores improved during a six-month follow-up in GBS patients, these changes were not
parallel. After 28 days, GBS patients' functionality had improved, but their perception of

their quality of life remained negative (Berisavac et al., 2020).

Another study location, setting, and participation were the same as above the study. It
confirmed that the condition is still susceptible to alterations six months after it first
manifests. Only 23% of GBS patients still had severe impairment at three months, and only
11% at six months, compared to 77% who had it in the acute period. However, the author
pointed out a gap in the study GDS generally provides information on lower limb disability

but not upper limb disability (Djordjevic et al., 2019).

Similarly, Walgaard et al. (2011) showed that 19% of patients at month 6 and 30% at month
3 had substantial disability. Moreover, Martic et al. (2018) found that even three years after

an acute GBS event, 60% of patients still experience sensory symptoms, and 30% have
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functional limitations (Djordjevic et al., 2019). According to Drory et al. (2012), one-third
of patients experience persistent pain 1-2 years after disease onset, and up to almost half of
patients report significant fatigue after 1-20 years of follow-up. Despite a good
neurological recovery, fatigue can persist and be severe in many people for many years

following an acute GBS episode (Djordjevic et al., 2019).

A qualitative study was conducted in the UK to explore people's experiences with GBS.
Participants were purposefully recruited. The author showed that disease-related factors
that mainly hindered recovery were identified by participants, including comorbidities,
residual or late physical problems like peripheral neuropathy, chronic fatigue, and sequelae
or complications of GBS that affected other body organs like the parathyroid, heart, and

kidneys (Akanuwe et al., 2020).

A cross-sectional study was also conducted in the UK using a self-administered online
questionnaire survey to explore symptoms, care experiences, and recovery in people who
previously had GBS. They found that although many people with GBS are told they will
recover, and some do so wholly, many are still affected in the longer term. The findings
revealed that their limited physical conditions significantly impact GBS patients’ quality of

life (Siriwardena et al., 2021).

According to Hughes (2020), 8% could not walk, and 7% died in one year, with vast
international variations in outcome. Previous studies have also shown long-term
neurological deficits in most patients after a year or beyond. Furthermore, one-third had
changed jobs or had their functional abilities affected, and half had changed their leisure

activities (Bernsen et al., 2005; Siriwardena et al., 2021).
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A study conducted in Brazil systematically reviewed the literature on functional outcome
domains in which GBS patients experience limitations in the short and long term and
evaluated determinants of HRQL in GBS patients. Some studies showed similar findings
that GBS patients experienced physical limitations, even years after the acute phase of the
disease, while results were inconsistent for perceived pain levels, fatigue, and general
mental well-being. And it generally showed considerable improvements in HRQL in the

first year after GBS onset but not after that (Darweesh et al., 2014).

A study conducted in Sweden prospectively and longitudinally on disability and health-
related quality of life uses the home as the primary site for evaluations. Patients were
recruited from eight hospitals located in central Sweden. The study revealed an unusual
view of Guillain-Barré syndrome. At two weeks, one year, and two years after the onset of
Guillain-Barré syndrome, 76%, 14%, and 12% of patients were dependent on personal
ADL, and 98%, 28%, and 26% were dependent on instrumental ADL, respectively. At two
weeks, all patients working before onset could not work owing to Guillain-Barré syndrome;

at two years, 17% were unable to work (Forsberg et al., 2005).

Furthermore, two years after beginning, residual motor and sensory deficits were still
present in 55% of patients, and pain and fatigue were reported by approximately one-third
of all patients. Because recovery during the second year was primarily in muscle strength,

impairments may continue beyond this time (Forsberg et al., 2004; Forsberg et al., 2005).

Studies on Guillain-Barré syndrome have shown that the condition can have a negative
impact on one's health, ability to work, and personal life up to three years after symptoms

first appear (Bernsen et al., 1997; Bernsen et al., 2002; Forsberg et al., 2005).
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In a Norwegian study, 50 healthy controls and 42 GBS patients were compared at a median
of 6 years after the onset of the disease. Their objective was to examine the long-term
effects of Guillain-Barré syndrome (GBS) on quality of life and the correlation between
clinical factors at the time of the onset of the disease and symptoms at the time of follow-
up for general health status. The study showed a negative long-term impact of GBS on
patients' physical and functional health profiles, relatively independent from variables at
the onset of the disease. Additionally, persistent impairment in quality of life was found

(Rudolph et al., 2008)

According to Merkies et al., (1999), Interestingly, patients who reported lower functional
health status and more pain tended to be more fatigued, indicating that fatigue is not a

relatively independent but a physically dependent entity (Rudolph et al., 2008).

A previous study supports this theory because physical training has been shown to reduce
fatigue and improve the quality of life in patients with GBS (Garssen et al., 2004; Rudolph

et al., 2008).

Another prospective longitudinal research with 29 participants was undertaken in Sweden.
The purpose of the study was to describe residual disability ten years following the onset
of GBS. The study discovered that the facial paralysis reported in 5 people at two years
was still present at ten years, 11 participants (38%) exhibited paresthesia, 6 (21%) had arm
restrictions, and 15 (52%) had walking limitations. Lower extremities were more impacted
than upper extremities. Physical impairment was associated with self-reported severe
fatigue, higher subjective dysfunction in physical HRQL, and a more significant impact on

walking ability ten years after GBS onset (Forsberg et al., 2012).
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Along with physical limitations, some authors revealed a poor health-related quality of life
(HRQL) and increased fatigue 3-8 years after GBS onset. Subjective HRQL and fatigue
sensations appear to differ between people with residual symptoms and those fully

recovered (Rudolph et al., 2008; Davidson et al., 2009; Forsberg et al., 2012).

In Turkey, a study compared the health-related quality of life (HRQOL) of control people
and patients with severe Guillain-Barre syndrome (GBS) 6 months after rehabilitation. The
study indicated that patients despite seeing improvements in impairments and disabilities,
had little energy, were emotionally upset, and felt socially isolated. Impaired physical
mobility, pain, and sleep disturbances impacted their life satisfaction (Demi'r & KéseoGlu,

2008).

2.2 Psychological health & QOL

A first qualitative study was conducted in the UK to explore people's experiences with
GBS. The author identified several psychological factors that could support or limit
recovery from GBS. In this case, a positive attitude is a helpful coping strategy that
increases an individual's resolution or determination to recover. On the other hand,
psychological problems, such as anxiety, depression, or sleep difficulties, were perceived
to impede recovery, whether at the initial or later stages of the illness (Akanuwe et al.,
2020). According to Khan et al. (2010), psychological disorders associated with GBS
include anxiety, depression, post-traumatic stress disorder, insomnia and other sleep
disturbances. Also, Rajabally et al. stated that psychological symptoms include experiences
of sleep disturbance, anxiety or posttraumatic stress disorder, which can affect a person's

daily life activities, work or social function over the years. (Siriwardena et al., 2021)



14

Several studies found similar findings that Psychological and social dysfunction often
persist long-term, affecting health-related quality of life. (Bernsen et al.,1997; Darweesh

et al., 2014; Siriwardena et al., 2021)

A prospective study was also conducted in Serbia and included 74 adult patients with GBS,
which showed that maximal improvement in mental domains was achieved in the first three
months, while physical domains continued to improve during the whole follow-up period.
Bernsen et al, (2010) found that psychological distress was higher than normal three

months after the onset of GBS, but it improved significantly after six months.

A prospective research of 76 GBS patients in Australia aimed to investigate factors
influencing long-term health-related outcomes in GBS survivors (GBS). In comparison to
the normative Australian population (13%), the study found moderate to extreme
depression (18%), anxiety (22%), and stress (17%). This study also revealed that gender
and age are factors associated with a higher impact and a lower degree of the current
function. Moreover, women experienced higher levels of depression, anxiety, and stress,
tended to stay at home more often, and had more restricted lives. The study emphasized
clinical implications for GBS survivors' long-term monitoring, education, support, and

counselling (and their families) (Khan et al., 2010).

A study conducted in Australia revealed certain critical social adjustment concerns during
the transition period, such as the patient's perceptions of self-worth and self-image, as well
as role changes within the family. Families frequently struggle to deal with the new
demands of increased care needs, the inability to return to driving and work, financial
restraints, marital stress, and general participation limitations (Khan & Ng, 2009). A cohort

study conducted in the United Kingdom emphasized the fact that acquired neurological
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disability can impact certain aspects of communication, cognitive, and psychosocial
function that may need to be actively addressed during the rehabilitation program, even in

patients who do not have overt cognitive impairments (Alexandrescu et al., 2014).

2.3GBS Social relationship and QOL
According to Bernsen et al. (2006), more than 30% of GBS patients have had to make
changes in their job, hobbies, or social activities five years after disease onset (Bernsen et

al., 2002, Bernsen et al., 2005); Akanuwe et al., 2020, Darweesh et al., 2014)

A qualitative study found that social media, sharing one's GBS experience with others or
peer support, support from family and friends, support from social care, and so on,
facilitated recovery, with social support from family and friends also boosting coping, well-
being, and quality of life. Additionally, spiritual practices or beliefs could serve as coping
strategies for illness recovery. The study also revealed the stigma of using a wheelchair
and the belief that having GBS has a negative effect on marital or other relationships
(Akanuwe et al., 2020). Another cross-sectional study found that positive social
interactions, such as family and peer support and changes at home were connected with

recovery (Siriwardena et al., 2021).

A study found that there was a good functional recovery (median motor FIM score 90).
However, 16% indicated a moderate to severe impact on their capacity to participate in the
job, family, and social activities, while 22% significantly impacted their life satisfaction,

mood, confidence, and ability to live independently (Khan et al., 2010).

The study also reveals that female GBS survivors had significantly lower life satisfaction,

especially regarding social isolation, physical mobility, and energy level. Most of the
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female patients were housewives with lower educational backgrounds and led more limited

lives (Demi'r & KoseoGlu, 2008).

2.4GBS Environment health and QOL

A qualitative study revealed that, in the experience of GBS patients, supportive employers
or work colleagues and in-work benefits promoted recovery. Supportive and understanding
employers and work colleagues could help people return to work after their illness.
Returning to a supportive working environment helped patients cope and reorder their
goals, whereas early retirement due to the illness was perceived to further hinder recovery

(Akanuwe et al., 2020).

Another study found that 62% of patients could return to their previous jobs after GBS,
with the remainder requiring job changes to accommodate the physical demands of their
roles.(Bernsen et al., 2002)Similarly, Forsberg et al. (2005) found that fewer than half
(17%) of GBS patients returned to work within two years, with some only managing
reduced hours or part-time employment due to muscle power loss, muscle pain, disrupted

feeling, and fatigue. (Bernsen et al., 2002; (Akanuwe et al., 2020)

In a long-term study conducted in the Netherlands, 63% of GBS patients showed one or
more lasting changes in psychosocial status as assessed 3—6 years after the onset by the
following five elements: work, housing situation, functioning at home, lasting change for
partner and leisure activities. Working stability appears to be an essential factor in the

HRQOL in the GBS population (Demi'r & KoseoGlu, 2008).
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2.5 Key Gaps of Studies

Most of the studies have been conducted in developed countries and European
countries such as Austria, Italy, Netherlands, Serbia, Sweden, and the United
Kingdom, so the findings cannot be generalised worldwide.

Majority of studies have been focused on specific populations, such as adults or
those with severe GBS.

Most studies have followed the same design and relied on clinician-reported
outcomes rather than patient perspectives, which may not capture the individual's
subjective experience with GBS.

Some studies have focused on physical and psychosocial health, but other important
aspects of environment and social functioning, such as economic factors,
employment opportunities, and social support, were not focused appropriately.
Many studies have focused on specific lower limb problems rather than upper limb
disabilities.

Most studies have focused on the natural history of the disease rather than
interventions that can help individuals manage the symptoms of GBS or cope with
the long-term impact of the disease.

There was no detailed information about the rehabilitation of GBS in these studies.
In Bangladesh, no study has been conducted regarding the QOL of persons with

GBS in the community.
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CHAPTER I1l1: METHODOLOGY

3.1 Study Question, Aim, Objective

3.1.1 Study Question

How is the Quality of Life of persons with Guillain-Barre Syndrome (GBS) in the

community of Bangladesh?
3.1.2 Aim

To evaluate the Quality of Life of persons with Guillain-Barre Syndrome (GBS) in the

community of Bangladesh
3.1.3 Objective
1. To explore socio-demographic characteristics (age, gender, marital status,
occupation, educational status, living area, monthly income, duration of taking
rehabilitation) of persons with GBS.
2. To observe the GBS disability status.
3. To identify the overall quality of life and overall satisfaction of health level of
persons with GBS.
4. To identify the association between social-demographic factors and the overall
QOL of persons with GBS.
5. To identify t the association between the level of disability and overall QOL of
persons with GBS.
6. To find out the most affected domain of QOL (physical, psychological, social-

relation & environment) among persons with GBS.
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3.2 Study Design

A cross-sectional approach of the quantitative method was used to conduct this study. This
method aims to show causal explanations and relationships between variables (Bailey,
1997). Quantitative research is the process of collecting and analyzing numerical data. It
can find patterns and averages, make predictions, test causal relationships, and generalize

results to broader populations (Bhandari,2022).

The student researcher chose this method because this study was conducted on a selected
population (GBS) at a specific period. student researcher found out the percentage of
different variables and analysed numerical data of a predetermined population GBS at a
specific period of a time which is similar to snap short. A cross-sectional involves
collecting data from populations at a specific point in a time (Cherry,2019). It was found
to be an appropriate design to determine the objectives. The study was conducted through
a cross-sectional study design that represents the whole population of GBS who complete
rehabilitation and return to the community. So the student researcher used this design to

provide a “snapshot” of the QOL of persons with GBS who return to the community.
3.3 Study Setting and Period

3.3.1 Study Setting

Data was collected from the community of persons with GBS who received rehabilitation
from CRP, Savar, Dhaka. The student researcher selected different districts in
Bangladesh as study areas for collecting data.

3.3.2 Study Period

The whole study period was between April 2022 to March 2023. However, the student

researcher got time for collecting data was one month, November 2022.
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3.4 Study Participant

3.4.1 Study Population
The target population of this study was persons with GBS who received rehabilitation

services at CRP from 2018 to 2021 and lived in the community.

3.4.2 Sampling Technique

Purposive sampling technique was used to select the sample of this study by following the
inclusion criteria and exclusion criteria. Purposive sampling also known as judgmental,
selective, or subjective sampling, is a form of non-probability sampling in which
researchers rely on their own judgement when choosing population members to participate
in their surveys (Jordan, 2021). Purposive sampling helps the researcher reach the selected
sample, which mainly fulfils the research requirement and is related to the study's objective
(Crossman,2020). Purposive sampling is also the most time-effective and cost-effective
technique (Etikanet al.,2016).

In this study, GBS patients from a particular population were chosen through purposeful
sampling to identify an individual's level of QOL. Therefore, purposive sampling was the

best approach for selecting participants for this study.

3.4.3 Inclusion Criteria
e Participants who have been receiving rehabilitation from CRP and returned to the
community.
e Male and female whose ages range 18 years and older

e GBS disability scale (GDS) score<5
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3.4.4 Exclusion Criteria
e Participants who have associated problems, e.g. cognitive or mental impairment.
e Participants who have hearing and speech impairment restricted meaningful

conversation over the phone.

3.4.5 Sample Size

Sampling procedure for a cross-sectional study done by following equation (Hannan,
2016).

Z%pq
n-= dZ

Here, n = required sample size. Z = confidence level. p = prevalence of person with GBS

in Bangladesh. g= (1-p) and d= margin of error.

As there was no data has been found about the prevalence of persons with GBS in
Bangladesh. The researcher used p= 50% prevalence (0.5) & if 95% confidence interval

z=1.96 (confidence level), g= (1-0.5) = 0.5 & d=0.05%.

Z%pq

dZ

According to this formula: n =

= 384 participants
If the student researcher used this standard measurement to find out the sample size, it
would be 384. Though it is academic research, the data collection period was one month.
Within one month, 384 participants' data collection was practically not possible. For this
reason, the student researcher could collect 101 samples maintataing inclusion and

exclusion criteria for this study.
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3.5 Ethical Considerations

3.5.1Consent Form IRB

At first ethical clearance has been taken from Institutional Ethical Review Board by
presenting the purpose of the study through the Department of Occupational Therapy of
Bangladesh Health Professions Institute (BHPI). After receiving the clearance
(CRP/BHPI/IRB/09/22/628) from the board, the student researcher continued the process.
The student researcher also took permission from the Occupational Therapy outpatient
department of CRP before taking the participant’s information. For using the Bangla
Version of the WHOQOL-BREF questionnaire, the student researcher also took

permission from the responsible author.

3.5.2 Informed Consent

Before conducting the data collection, the student researcher read out the information sheet
where the title of the study, aim, objective and purpose are mentioned clearly. After
understanding the purpose of the study, those who showed a willingness to participate only
their data were collected. Verbal consent was taken from the participants as they were
interviewed over the phone. And those who rejected their participation in the study, the

student researcher thanked them for giving their time.

3.5.3 Unequal Relationship
The student researcher did not know those participants personally. So there was no unequal

or power relationship between the student researcher and the participants.
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3.5.4 Risk and Beneficence
The participants did not have any risk and did not get any beneficence from this study. The
interview session was conducted over the phone, so participants did not need to come

anywhere. They easily participated in this study by staying at their home.

3.5.5 Right of Refused to participant or withdraw
Participants had the right to leave or withdraw from the study whenever they wanted, and
the student researcher was accountable to the participant to answer any study-related

question.

3.5.6 Confidentiality
The information provided by the participants was confidential. It was used anonymously

for education, discussion with the supervisor, or publication.
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3.6.1 Participant Recruitment Process
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At first student researcher collected a database of the GBS patients from the CRP out-

patient unit of OT Department. Then listed all discharged GBS patients’ basic information,

including their name, age, year of discharge, contact numbers.

CRP Out-patient Unit, OT
Department

I

List of initial Participants
(231)

|

1% Screening
(197)

|

!

Included
participants
(101)

!

!

Excluded
participants
(96)

Interview
conducted

!

65

13

! 1

!

11

Could not reach by Did not match
phone with inclusion

Died & went to
abroad

Disagree to give
consent

Figure 2: Overview of the participants' recruitment process.

The entire list of initial participants was 231 people who took services from CRP Savar in

2018 to 2021. Among them, 197 were selected through the initial screening, which was

based on age level and missing phone numbers from the patients' documents. Then phone
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call was made. Sixty-five participants did not pick up the phone or their phone numbers
were invalid. The decision was made after three attempts at the phone call. 13 were not
matched with inclusion criteria,11 died or went abroad and 7 were not interested in
participating in the study. Of those 197 GBS patients, 101 were selected as final

participants for this study.

3.6.2 Data Collection Method

A telephone survey with a Close-ended questionnaire was used to collect the data from the
participants. Participants were communicated over the phone because the face-to-face
interview was not possible for student researcher as the time duration of data collection
was short and participants were from different districts of Bangladesh. So, a telephone

survey helped to collect data within a short time from different districts (Toole et al,2008).

Nowadays, phone-call interviews have become more interesting for collecting information.
Because by this interview a large number of people can be conducted, information can be
collected quickly, and mobile phone is available to all. For this, a telephone interview is fit

for this study from the view of the student researcher.

At first, the researcher took permission from the Occupational therapy Department and
Institutional Review Board (IRB) of Bangladesh Health Professions Institute (BHPI) and
collected the patient’s details. For conducting a telephone interview, at first, the student
researcher would verbally present the details of the study, such as the study's aim,
objectives and purpose, then explain the rights, roles, benefits and importance of the written
consent form descriptively to participants before collecting data. Then they could ask

questions about the study and whether they were interested in participating. Verbal,
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recorded consent of the participant was taken as evidence. Once consent was received, the
student researcher read the instructions of the questionnaires and collected data. The
interview was conducted in Bengali, and the interview call was taped on a cell phone by

call recording. The mean time of the interview was 18~25 minutes.

3.6.3 Data collection instrument

e Basic demographic information form

e Consent form.

e Standardized Bangla questionnaire of WHOQOL-BRFE

e GBS disability score (GDS).

e Mobile with recorder

e Airtel sim card

e Paper, pen and pencil.
3.6.3.1 WHOQOL-BREF
For identifying the quality of life among GBS the person in the community, a valid
questionnaire called the World Health Organization Quality of Life (WHOQOL-BREF)
short version of WHOQOL-100 was used by the student researcher. It comprises 26
questions that contain two items about the overall quality of life and general health, and
the 24 items contain four domains: Physical health with 7 items, Psychological health with
6 items, Social relationship with three items, and Environmental health with 8 items. Each
item of WHOQOL-BREF is scored from 1-5. The mean score of each item is needed to
calculate the domain score. When we calculate all domain scores by simple algebraic sum,
we can find the raw score. The raw score is essential because the raw score highlights the

domain’s findings after getting the raw score, converting the raw score into the transformed
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score. The first transformation method converts scores to a range between 4-20,
comparable with the WHOQOL-100, and the second transformation method converts
domain scores to a 0-100 scale according to guidelines. Domain scores are scaled positively
(i.e., a higher score denotes higher quality of life). (WHO, Programme on Mental Health:

WHOQOL user Manual 1998)

3.6.3.2 GBS disability scale (GDS)

The Guillain-Barre syndrome disability score (GDS) is a widely accepted scoring system
to assess the functional status of patients with GBS. It was mainly described by Hughes et
al. (1978), and since then, various repeating has appeared in the literature. The Criteria
requires that measure the patient’s level of disability using a scale from 0 to 6. (Van
Koningsveld et al., 2007).

3.7 Data Management and Analysis

After completing the initial data collection, every answer was cross checked to find out
mistakes or unclear information. Then all data were analysed using Statistical Package for
the Social Sciences (SPSS) statistics version 25.0. Microsoft Excel worksheet 19 was used
to create most of the graph and charts. Then Descriptive analysis was used to analyses
quantitative data. In the descriptive part, in the case of parametric data the central tendency
and the measure of dispersion was presented through mean and standard deviation. The
categorical data was presented as frequency and percentage of proportion through different

visualization tool such as bar graph.

To show the association between overall QOL and demographic variables, GBS disability
score (GDS), the Chi-square analysis using Fisher’s exact test was selected as appropriate.

While conducting chi-squire test more than 20% cells have expected count less than 5
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therefore the fisher exact significant value was considered. Finally, the student researcher

fulfilled the objectives and showed the result.

3.8 Quiality Control and Quality Assurance

The WHOQOL-BREF is a reliable and valid questionnaire. It is good at finding out the
quality of life in long-lasting diseases or disabilities that affect on person’s everyday life.
On the other hand, the WHOQOL-BREF questionnaire was not translated manually; the
authority has shared a ready-made translated Bangla version & previously, this Bangla

version was used successfully.

The student researcher conducted the study in a rigorous manner and with trustworthiness.
Experienced supervisor and teachers supervise all of the steps in the research process.
During the interview, the student researcher did not try to influence the process by his
biases but valued their perspectives. Data was collected carefully & the student researcher

would accept the participants' answers whether they would deliver.



29

CHAPTER IV: RESULT

This chapter provides statistical analysis in a systematic way and interpretation of analyzed
findings with the aim and objectives of the study. The chapter contains the study findings
in tables and figures focusing on the socio-demographic information, GBS disability status,
the overall of QOL and overall satisfaction of health of persons with GBS, the association
between socio-demographic factors and overall QOL, GBS disability status. And the
respondent's QOL domain score (physical, psychological health, social relationship and

environment health).

4.1 Socio-demographic Characteristics of GBS

Table 1 socio-demographic characteristics

Variable Category Frequency Percent (%0)
(n=101)
Gender
Male 82 81.2%
Female 19 18.8%
Age
18-30 36 35.6%
31-43 33 32.7%
44-56 25 24.8%
57-69 7 6.9%
Mean age 36.69 SD (+1.2)
Marital status
Married 71 70.3%
Unmarried 27 26.7%
Separated 2 2.0%
Divorced 1 1.0%
Occupation
Housewife 12 11.9%
Student 21 20.8%
Service holder 34 33.7%

Business 19 18.8%
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Unemployed 13 12.9%
Others 2 2.0%
Educational
background lliterate 3 3.0%
Primary 12 11.9%
SSC 20 19.8%
HSC 23 22.8%
Bachelor 31 30.7%
Masters or above 12 11.9%
Living area
Rural 34 33.7%
Urban 39 38.6%
Semi-urban 28 27.7%
Monthly income
No income 41 40.6%
1000-10,000 14 13.9%
11,000-20,000 18 17.8%
21,000-50,000 19 18.8%
More than 50,000 9 8.9%
Duration of taking
rehabilitation 1-5months 43 42.6%
6-11months 33 32.7%
More than lyear 25 24.8%
Total 100 100.0%

Table 1 shows an overview of socio-demographic information of persons with GBS,
including the participant’s gender, age, marital status, occupation, educational background,
living area, monthly income, and duration of taking rehabilitation. The total of participants
in the study was 101; among them, the majority of participants, 81.2% (n=82) were male
and 18.8% (n=19) were female. These data appoint a significant difference, indicating that
males are significantly at higher risk than females. The participants were between 18 to 67
years old and the mean age in the group was 36.69 years. Among them, the majority of

participants were from the 18 to 30 age group, about 35.6% (n=36) and then the second
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highest participants were from the 31 to 43 age group about 32.7% (n=33). The other
participants were from these two ages groups; the 44 to 56 age group, about 24.8% (n=25)

and the 57 to 69 age group about 6.9% (n=7).

Among 101 participants, 70.3% (n=71) were married, 26.7% (n=27) were unmarried and
2% were separated and 1% were divorced. The findings showed that the majority of the
participants, 33.7% (n=34), were service holders after rehabilitation, the second highest
participants were students 20.8% (n=21) and continuing their studies, 18.8% (n=19) were
running their business and 11.9% (n=12) were housewife, 12.9% (n=13) were unemployed,

and 2% were from other occupations.

As for education, the majority 30.7% (n=31) were highly educated; they graduated or
continued their degree, which is a positive finding. About 3% were illiterate, 11.9% (n=12)
were up to primary completed, 22.8% (n=23) were up to secondary completed and about
11.9% were continued or completed their Masters. The maximum number of participants,
38.9% (n=39) lived in urban areas. The remaining participants, 33.7%, lived in rural areas,

and 27.7% (n=28) lived in semi-urban areas.

Regarding income, most of the participants, about 40.6% (n=41) had no income, 13.9%
(n=14) had little income, 17.8% (n=18) had income above 10,000 taka and 18.8% (n=19)
have income above 20,000 takas; only 8.9% (n=9) has above 50,000taka. Many

participants were not interested in talking about their income.

Approximately 42.6 % (n=43) took rehabilitation for almost 1-5 months, 32.7% (n=33)
participants took 6-11months, and 24.8% (n=25) participants took rehabilitation services

for more than 1 year.
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4.2 The Rate of GBS Persons Disability Status According to GBS Disability
Scale

GBS Disability Score

45 41.6%

40
35
30

25.7%

25
20.8%
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9.9%

10
5 u u J 2%
0 —

A healthy state Minor symptoms Able to walk Able to walk Bedridden or
and capable of 10m or more  10m across an chair bound
running open

Figure 3: GBS disability Status.

Figure 3 shows GBS disability status of this study's participants according to GDS, about
9.9% (n=10) participants were in a healthy state, 25.7% (n=26) participants were within
minor symptoms and capable running, 41.6% (n=42) participants were within able to walk
10m or more without assistance but unable to run, 20.8% (n=21) participants were within
able to walk 10m across an open space with help, 2% (n=2) participants were within
bedridden or chair bound. This condition needs long-term rehabilitation for physical

wellbeing, which was indicated here.
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4.3. Rate of Overall Quality of Life and Overall Health Status
Table 2 Overall Quality of life and health status of participants

Variable Category Frequency Percent (%) Mean
(n=101) score
Overall QOL Very poor 4 4.0 % 3.09
Poor 25 24.8%
Neither poor nor good 40 39.6%
Good 22 21.8%
Very good 10 9.9%
Overall health Very dissatisfied 2 2.0% 3.26
status Dissatisfied 15 14.9%
Neither satisfied nor 44 43.6%
dissatisfied
Satisfied 35 34.7%
Very satisfied 5 5.0%

Table 2 shows the findings of the overall quality of life and overall health status of the
persons with GBS in Bangladesh. In the case of overall quality of life majority of the
participants, 39.6% (n=40) had neither poor nor good QOL. 24.8% (n=25) had poor quality
of life, 21.8% (n=22) had good quality of life, 9.9% (n=10) had very good quality of life
and only 4% had very poor QOL. On the other hand, in the overall health status the
maximum number of participants, 43.6% (n=44) were neither satisfied nor dissatisfied.
Over 34% were satisfied with their current health condition.14.9% of participants were

dissatisfied with their health. Only 2% were very dissatisfied and 5% were very satisfied.

So, the overall QOL was neither poor nor good; the mean score of the overall QOL was
3.09 indicating that as well as the overall health status of GBS person was also neither poor
or nor good; the mean score of overall health status was 3.26. According to WHOQOL-
BREF scale instruction, a higher score denotes a higher QOL. The findings showed that
the overall satisfaction level of health was better than the overall QOL in this group of GBS

population.
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4.4 The Association of Overall QOL with Demographic Factors (Age, Gender,
Education Level, Living Area, Marital Status, Occupation, Monthly Income
and Duration of Taking Rehabilitation).

Table 3 Association between overall QOL and demographic factors:

Demographic Overall QOL Fisher  P-Value
Variables Very  Poor  Neither ~ Good  Very Exact
poor poor nor good Sig.
good value
Percent(%0)
Age
18-30 2.8% 16.7% 50% 19.4% 11.1% 15.520 214
31-43 - 30.3% 30.3% 24.2% 15.2%
44-56 8% 20% 40% 28% 4%
57-69 143%  57.1% 28.6% - -
Gender
Male 3.7% 23.2% 40.2% 22% 11% 1.100 .894
Female 5.3% 31.6% 36.8% 21.1% 5.3%
Marital status
Married 2.8% 29.6% 32.4% 25.4% 9.9% 15.507 170
Unmarried 3.7% 14.8% 55.6% 14.8% 11.1%
Separated 50% - 50% - -
Divorced - - 100% - -
Occupation
Housewife - 33.3% 41.7% 16.7% 8.3% 42.468 .002
Student - 14.3% 61.9% 9.5% 14.3%

Service holder 2.9% 17.6% 38.2% 32.4% 8.8%

Business - 21.1% 31.6% 36.8% 10.5%
Unemployed 23.1% 61.5% 15.4% - -
Others - - 50% - 50%
Educational

background
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Iliterate - 66.7% 33.3% - - 12.484 .926
Primary 8.3% 33.3% 41.7% 8.3% 8.3%
SSC - 20% 40% 30% 10%
HSC 4.3% 21.7% 39.1% 21.7% 13%
Bachelor - 22.6% 41.9% 25.8% 9.7%
Masters or 16.7% 25% 33.3% 16.7% 8.3%
above
Living area
Rural 5.9% 23.5% 41.2% 20.6% 8.8% 9.836 .248
Urban 5.1% 12.8% 41% 25.6% 15.4%
Semi-urban - 42.9% 35.7% 17.9% 3.6%
Monthly
income
No income - 36.6% 41.5% 4.9% 7.3% 25.887 .039
1000-10,000 - 7.1% 50% 28.6% 14.3%
11,000-20,000 - 27.8% 44.4% 27.8% -
21,000-50,000 - 15.8% 26.3% 42.1% 15.8%
More than - 11.1% 33.3% 33.3% 22.2%
50,000
Duration of
taking
rehabilitation
1-5months 2.3% 23.3% 39.5% 186%  16.3%  10.615 224
6-11months 3% 15.2% 45.5% 27.3% 9.1%
More than 8% 40% 32% 20% -
lyear

Level of significance (p<0.05), * fisher exact significant value

The association between overall QOL and demographic factors is presented in table 4.

There is a significant association between QOL and the occupation of the people with GBS

and the P-value is .002. Additionally, most participants were engaged in different
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occupations. This is noticeable that participants who engaged in paid occupations (32.4%
service holders, 36.8% business) have better QOL than unpaid only 16.7% housewives and
14.3% students. In monthly income, those with a high income lead a good QOL, and who
have no income, 36.6% have poor and 41.5% lead neither poor nor good QOL. (P>.039)
indicates that there is a significant association between overall QOL and income. This may
be because these demographic factors have a greater impact on a person’s QOL. On the
other hand, there is no association between overall QOL and age (P<.214), yet there is a
remarkable finding that adult age groups have good QOL than older age groups. In gender
comparatively, males 22% lead very good QOL than females 21.1% and there has no
association between gender and overall QOL (P<.894). This table also shows that the
majority of participants are well educated, but surprisingly maximum of them lead medium
QOL 40% SSC, 39.1% HSC, 41.9% bachelor, and 33.3% master’s degree completed
participants have neither poor nor good QOL. And 66.7% of illiterate participants lead poor
QOL. (P<.926), indicates that educational background and overall QOL have no significant
association. (P<.170) indicates that there is no significant association between marital
status and overall QOL..in living area (P<.248) also has no significant association. Duration
of taking rehabilitation 39.5 % have neither poor nor good QOL who take rehabilitation 1
to 5 months, 45% have neither poor nor good QOL who take rehabilitation 6 to 11 months,
surprisingly 40% have poor QOL,32% have neither poor nor good QoL, only 20% has
good QOL who took rehabilitation more than lyear. (P<.224) indicates that there is no
association between overall QOL and duration of taking rehabilitation. This result shows
that age, gender, marital status, educational background, and living area duration of

rehabilitation have no relation with overall QOL of these participants.



4.5 The Association Between Overall Quality of Life and GBS Disability

Score Category

Table 4 association between overall QOL and GDS

GBS disability Score Overall QOL Fisher P-
Exact Value
Sig.
value
Very Poor Neither Good Very
poor poor good
nor
good
Percent (%)

0=A healthy state - - 20% 20%

60%
1 =minor symptomsand 3.8% 3.8%  69.2% 15.4%
capable of running 1.1%
2=abletowalk 10mor 24% 28.6% 31% 33.3%
more without assistance ~ 4.8% 47.346  0.00
but unable to run
3 = able to walk 10m 4.8% 52.4% 33.3% 9.5%
across an open space -
with help
4 = bedridden or chair 50% 50% - -

bound

*fisher exact significant value
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Table 4 result shows the association between overall QOL and GDS categories. This

association shows a significant finding that among 101 participants, 10 participants had a

healthy state; among them 20% had neither poor nor good, 20% had good, and 60% had

very good QOL. 26 participants experienced minor symptoms and were able to run among

them 3.8% had very poor and 3.8% had poor, a large proportion about 69.2% had neither

poor nor good, 15.4% had good and 7.7% had very good QOL. The majority about 42
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participants, were able to walk10m or more without assistance but unable to run. Among
them 2.4% had very poor life, 28.6% had poor, 31% had neither poor nor good, 33.3% had
good and 4.8% had very good QOL.21 participants were able to walk 10m across an open
space with help among them 4.8% had very poor life, a large number 52.4% had poor QOL,
33.3% had neither poor nor good, 9.5% had good QOL and among the none had very good
QOL. Only 2 participants lead bedridden or chair-bound life; 101 participants had very
poor and poor QOL. These findings indicated that disability status greatly impacts these
group's quality of Life of these group. The p-value (0.00) indicated a strong relation

between QOL and GBS disability score category.
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4.6 Most Affected Domain of QOL Domains (Physical, Psychological, Social

Relationships, Environmental) among GBS Persons.

Table 5 Quality of life domains

Domain Mean +SD
Physical health 12.91 +2.728
Psychological health 13.45 +2.648
Social relationship 14.91 +1.924
Environmental 13.48 +1.753

SD=standard deviation, WHOQOL-BREF mean range 4-20

Table 5 shows the most affected domain among GBS persons. The WHOQOL-BREF

domains displayed each domain mean score social relationships domain obtained the

highest score, 14.91 + 1.924. The physical health domain acquired the lowest score among

all the domains, 12.91 + 2.728. The Environmental domain score is 13.48 + 1.753, and the

psychological health obtains 13.45 + 2.648. The study's overall findings about the quality

of life of persons with GBS in Bangladesh estimated that patients who lived in the

community were more satisfied with their social relationships than environmentally,

psychologically and physically. So, the findings revealed that most GBS persons who

participated in this study indicated that physical and psychological domains were the most

affected domains.
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Figure 4: Most affected domain of QoL among GBS persons.
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CHAPTER V: DISCUSSION

This study aimed to identify the Quality of Life of persons with GBS in the community of
Bangladesh. It was conducted with 101 participants with a self-administered questionnaire.

It was a telephone survey with a response rate of 51.3%.

This study shows that male participants were 81.2% and female participants were 18.8%.
Males were more affected than females which was exactly similar to previous studies. They
also claimed that men were significantly at higher risk than women. (Malek & Salameh,
2019; Sulli et al., 2021). In this study, the mean age at interview of the person with GBS
was 36.69 years which was not matched with previous studies 52.5 years (Djordjevic et al.,
2019) and 50 years (Forsberg et al., 2014). But nearly matched with previous studies where
other authors found the most affected age range as 30 to 50 years (Khan et al., 2010;
Akanuwe et al., 2020). It is difficult to explain the reason behind this inconsistency.
However, it can result from age variation for different geographical locations of the world.
The maximum number of participants were married about 70%, which is related to age
because participants were adults, which also matches previous studies (Forsberg et al.,
2004; Khan et al., 2010). Another important socio-demographic characteristic was the
occupation of pwGBS in this study. Surprisingly more than 33.7% of participants were
service holders and 18.8% and 20.8% were continuing their business and study, which is
directly associated with QOL the reason was financial support and self-esteem. Other
authors also found that occupational factors greatly impacted QOL (Akanuwe et al., 2020)
and many participants have changed jobs due to GBS (Demi'r & KoseoGlu, 2008) which

was consistent with this study.
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Interestingly, in this study most of the participants were educated 30.7% were continuing
their Bachelor and 11.9% were completed their master’s degrees and this study shows a
good number of participants’ current occupation is “student”. This finding is also consistent
with other studies (Forsberg et al., 2005). A possible explanation for this could be a higher
level of education associated with employment and quality of life (Akanuwe et al., 2020).it
could be further research on the association between employment and education in
Bangladesh. In this study, many participants about 41.6% had no personal income. This
study found that 20.8% were students and 12.9% were unemployed. There was a possibility
that they had no personal income and depend on family at the same time less social
participation and low confidence to live independently, which could have negatively
impacted their QoL. In a previous study,62% of patients could return to their former
employment post-GBS with alteration of work role or managing reduced hours due to
fatigue and loss of muscle power (Bernsen et al., 2002) which was consistent with this
study's findings. Unemployment and retirement resulted in financial burdens. (Akanuwe et

al., 2020)

Another socio-demographic characteristic shows that the duration of taking rehabilitation
of participants about 44.6% took 1 to 5 months most of them not complete their
rehabilitation due to high cost of treatment, 32.7% took 6 to 11 months and 24.8% took
more than one year which is consistent with previous study findings as GBS patients had
the most extended length of stay 80.0 days in the hospital and taking rehabilitation 12.3
months (Alexandrescu et al., 2014). These findings were according to the first objective

characteristic of socio-demographic factors.
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The study's second objective was to observe the GBS disability status pwGBS in the
community. The study reveals an interesting finding about GBS persons only 9.9% a
healthy state, and 25% had minor symptoms and were capable of running, the majority of
participants about 41.6%, were able to walk 10m or more without assistance but were
unable to run and 21% were able to walk 10m across an open space with help which is not
matched with a previous study 77% of GBS patients had severe disability (GDS>2) in the
acute phase and not after that only 19% patients at month 6 (Djordjevic et al., 2019) and
14% had moderately to severely residual disability at 10 years after onset, define as GDS>2
and 50% had minor symptoms such as paresthesia. Surprisingly the majority of GBS
persons including those who stated themselves as healthy claimed that they had calf muscle
shortening problems in winter the most and in summer at night and also had fatigue in this
study. In one word, these patients were improved from the physician’s perspective which

was not confirmed by patients’ own opinion (Djordjevic et al., 2019).

The third objective of the study was to identify the overall QOL and overall health status.
This study shows that the mean score of the overall QOL was 3.09 and the mean score of
overall health status was 3.26. So, the findings indicated that the overall satisfaction level
of health was better than the overall QOL which was consistent with previous studies that
found that even after physically recovering their perception of their quality of life remained
negative (Berisavac et al., 2020; Siriwardena et al., 2021). In this study, the maximum
participants about 40% of perceptions were neither poor nor good in overall QOL, 21%
had good perceptions and 24.8% had poor perceptions on. On the other hand, 43.6% are
neither satisfied nor dissatisfied about health status, 34.7% are satisfied and 14.9% are

dissatisfied.
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The fourth objective of this study was to identify the association between overall QOL and
demographic factors .it was interesting that the quality of life was associated with

occupation (P=.002) and monthly income (p=.039).

In this study, occupation shows the association with QOL about 38.2% were service
holders, 61.9% were students and 41.7% were housewives, 31.6% were continuing their
business and their QOL was neither poor nor poor. This finding was noticeable that among
students most of their QOL were poor about 15% and only 9.5% had good QOL. The
possible reason is that they had a gap in their student life and depend on family financially.
On the other hand, the businessmen were comparatively happier with their QOL. Among
homemakers a large number 33.3% lead a poor QOL which was consistent with previous
studies as women were lead more restricted life than men (Akanuwe et al., 2020, Laparidou
et al., 2021). On the other hand,12% were unemployment, and most of them 61.5% lead a
poor QOL and 23.1% lead a very poor life which is also consistent with previous study
findings (Akanuwe et al., 2020, Laparidou et al., 2021, Demi'r & KéseoGlu, 2008). This
study shows that other socio-demographic factors age, sex, educational background,
marital status and duration of rehabilitation were not associated with overall quality life,
which was not consistent with previous studies mentioned association among them. The

possible reason were maybe different geographical location or different coping strategies.

The fifth objective of my study was to identify the association between overall quality of
life and GBS disability score which shows a strong significant association between overall
QOL and GBS disability score. The QOL was influenced by the level of disability which

was consistent with previous studies (Berisavac et al., 2020).
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The last objective of this study is to identify the most affected domain of QOL domains
among pwGBS. This study shows the findings that the physical health domain acquired the
least score among all the domains which is 12.91 + 2.728 which is partially consistent with
previous studies because they found that GBS person physically recovered but they had
residual problems and most participants (64%) made a complete functional recovery, while
others (27%) were independent with only minor limitations in daily activities (Bersano et
al 2005).The possible reason for this inconsistency is that developed counties have more
facilities than lower or middle economic countries. The QOL was found poor in the
psychological health domain which is consistent with previous study as they found anxiety,
depression, stress, sleep disturbance was associated factors after years and affecting QOL
(Bernsen et al., 1997; Darweesh et al., 2014; Siriwardena et al., 2021). The social
relationship domain score was highest compared to other domains, which is inconsistent

finding from previous studies because those research were conducted in different countries
and their culture and social aspects are different (Laparidou et al., 2021). And in

Bangladesh person with disabilities faces many difficulties for their environmental barriers
and that was very common in our country. This study also found a poor finding in the

environmental health domain.

Many factors were not included in this study and many were included but none of these
factors are significantly correlated in our study as p-values showed that findings. Behind
many reasons one might be for study design and data collection instruction as according to
WHOQOL-BREF the participants answered all questions about their immediate last two
weeks’ feelings and experience. So, if these participants shared their whole experience, the

result would be more clear and more effective.
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CHAPTER VI: CONCLUSION

6.1 Strengths and limitations

6.1.1 Strengths

e This study was the first about the Quality of Life among GBS persons in the
community of Bangladesh, so this study added the current knowledge about
community persons with GBS.

e The bangle version of the WHOQOL-BREF tool was already validated, the author
provided permission to use the tool.

e The student researcher could have a wide geographical variation of participants, as
it was a telephone survey.

e The study was time effective.

6.1.2 Limitations

e This study was conducted with a small sample size (n=101), which was insufficient
to generalise the findings.

e The student researcher got only 1 month for data collection which was very limited
for the student researcher.

e The telephone response rate was low which was 51.3 %.

e Multiple invalid phone numbers in the database restricted reaching the overall
population. (n=65)

e Some participants did not pick up the calls despite multiple attempts made.

¢ Building rapport with the participants was difficult as it was a telephone survey.
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6.2Practice Implication

Rehabilitation Based

Occupational therapists and other practitioners working with GBS patients should
develop the current rehabilitation practices. Ensuring that individuals have the
opportunity to access ongoing care, follow-up appointments and long term-
rehabilitation.

Healthcare providers should work with individuals to manage their symptoms
effectively, in a multidisciplinary approach using a combination of medication,

rehabilitation, and self-management strategies.

Community Based

healthcare providers specially Occupational therapists should be community
advocates for patients in both aspects of physical and mental impairments.
Healthcare providers should advocate for policies and programmes that support the
needs of individuals with GBS and their families.

Providing employment support, such as job training, reasonable accommodations,
and workplace modifications, can help individuals with GBS maintain employment

and improve their quality of life.
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6.2.1Recommendations

For further research, the number of participants should be increased to represent the
result as generalized.

e Atelephone survey method was used to collect data from the community as a result,
all the answers were subjective. So that might influence the findings of the research,
for further research face-to-face survey method is appropriate.

e Qualitative study is recommended to explore the depth.

e It is necessary to give more attention to GBS patients’ anxiety and depression and

studies focusing on the psychological aspect are required.

6.3Conclusion

The purpose of the study was to evaluate the quality of Life of persons with Guillain-Barre
Syndrome (GBS) in the community of Bangladesh. This is the first study on QOL among
this population group in the community of Bangladesh. This study contributes to
understanding this population's socio-demographic characteristics and current status. The
study has found overall health status among this population is good, but overall QOL is
poor. The research also found a strong association between physical disability level and
overall QOL. Also, occupation and monthly income are also associated with overall QOL.
Maintaining a good score in all four domains is essential for better QOL. So, the
rehabilitation should focus more on community-based rehabilitation as it has many residual
problems which seriously affect the QOL. Also, focus on mental health issues should be

considered among this population.
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4™ Year B.Sc. in Occupational Therapy
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BHPI, CRP, Savar, Dhaka-1343, Bangladesh

Subject: Approval of the thesis proposal “Quality of Life of person with Guillain-Barre
Syndrome (GBS) in community of Bangladesh” by ethics committee.

Dear Lubja Azad Mim,
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The Institutional Review Board (IRB) of BHPI has reviewed and discussed your application to
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Date :October 15,2022

To

The Head of the Departiment

Department of Occupational Therapy
Bangladesh Health Professions Institute (BHPI)
CRP-Chapain,Savar,Dhaka-1343.

Subject : Prayer for secking permission to conduct the research project.
Sir,

With due respect,] beg most respectfully to statc that I am a student of 4" year,Department of
Occupational Therapy,BHPI,the academic institute of CRP. For the requirement of my Bachelor Science
Degree of Occupational Therapy course under the medicine faculty of Dhaka University, I will have to
conduct a research project in this academic year which is a part of my academic curriculum. Myresearch
tittle is “Quality of Life of person with Guillain-Barre Syndrome (GBS) in community of
Bangladesh”. And I will try to know the quality of life of person with GBS who receive rehabilitation
and find out the associate between demographic factor and the quality of life of the participant. And I also
can make sure that the study will not be cause of any harm to the participant. For this purpose, I need
permission from you to continue my research project.

So, 1 therefore pray and hope that you would be kind enough you give me the permission to continue the
research project for my study.

Sincerely yours,

N 7

Lubja Azad Mim

4™ year B.Sc in Occupational Therapy

Roll :15, Session:2017-2018
BHPILCRP-Chapain,Savar,Dhaka-1343,Bangladesh.
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Md.JulkerNayan (Supervisor)

Associate Professor
Department of Occupational Therapy ©

BHPI, CRP-Chapain, Savar,Dhaka-1343
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Chapain,Savar,Dhaka-1343. e
Through :Head, Department of Occupational Therapy, BHPI.
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Sir,
L‘have the hongr to state that,1 am a student of 4™year, Department of Occupational Therapy,Bangladesh
:ghp Profcssmns‘lnsmulc (BHPI), the academic institute of CRP.As a partial Fulfilment of my Bachelor
o '||‘|::ﬂ3ce Degree in Occupational Therapy Course, under the medicine faculty of University of Dhaka, I
wi . ave conduct a I:csearch project in this academic year. I have already chosen the area of my research
is the Neu.rology.Un_lt of Occupational Therapy Department and my research tittle is “Quality of Life of
person “'lfh Gmll?m-Barre_ Syndrome (GBS) in community of Bangladesh”.For this I need some
necessary information of patients which I will have to collect from the documents of GBS.I can make sure

tha$ the research will never be harm for the participants. All the data will be collected by maintaining the
ethical considerations.

1 therefore, pray and hope that, you would be kind enough to grant my appeal by providing the necessary
data from documents and giving me the permission of collecting data related to my research and oblige

thereby.

Sincerely yours,

Lubja Azad Mim
4™ year B.Sc. in Occupational Therapy
Roll :15, Session:2017-2018
BHPI,CRP-Chapain,Savar,Dhaka— 1343,Bangladesh.
Approved by: Comments & Signature:

Md.JulkerNayan (Supervisor)

Associate Professor

Department of Occupational Therapy Ko -
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Appendix-4(A)

Information Sheet

Assalamu Alaikum,

60

| am Lubja Azad Mim, 4th year B.Sc. in Occupational Therapy student in Bangladesh Health

Professions Institute (BHPI), the academic institute of Centre for the Rehabilitation of the Paralysed

(CRP). I am conducting this thesis as per the requirement of my study module. The Thesis titled

“Quality of life of the person with Guillain-Barre Syndrome (GBS) in community of Bangladesh”

The study aim is to find out the Quality of life of the person with GBS in community of Bangladesh.

To find out that | need to ask several questions to the participants. The entire session will take

approximately 30-45 minutes.

Yours participation in this study is voluntary and you may withdraw yourself at any time during

this study without any negative questions. You also have the right not to answer a particular

question that you don’t like or do not want to answer during interview.

The data which will be gathered from you will be recorded by the audio tape recorder.

Confidentiality of all records will be highly maintained. The gathered information from
you will not be disclosed anywhere except the researcher and supervisor. The study will

never published the name of participant anywhere.

If you have any queries about the study you may contact the person describe below.

Lubja Azad Mim

Student of 4th year

B.Sc. in Occupational Therapy

Department of Occupational Therapy

Bangladesh Health Professions Institute (BHPI),
Centre for the Rehabilitation of the Paralysed (CRP),
Chaplain, Savar, Dhaka-1343

So, may | have your consent to proceed with the interview?

Yes/ No
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Appendix-5(A)
English Verbal Consent Form

This research is part of Occupational Therapy course and the name of the researcher is
Lubja Azad Mim. She is a student of 4" year B.Sc. in Occupational Therapy in Bangladesh
Health Professions Institute (BHPI), the academic institute of Centre for the Rehabilitation
of the Paralysed (CRP). The study was entitled as “Quality of life of the person with
Guillain-Barre Syndrome (GBS) in community of Bangladesh”. The purpose of the study
is to know the Quality of life of the person with GBS in community of Bangladesh.

In this study 1 am .......ccooveiiie e a participant and | have been

clearly informed about the purpose and aim of the study. I will have the right

to refuse in taking part any time at any stage of the study. I will not be bound to answer
toanybody. This study has no connection with me and there will be no impact on my

treatment at present and in future.

| am also informed that, all the information collected from the interview will be only used
for study purpose and would be kept safety and confidentiality will be maintained. My
name and address will not be published anywhere. Only the researcher and supervisor will
be eligible to access in the information for his publication of the research result. | have
been informed about the above-mentioned information and I am willing to participate in

the study with giving consent.

Participant’s signature Date

Name (BLOCK LETTER)

Investigators ’s signature Date

Name (BLOCK LETTER)
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Appendix -5(B)
Consent Form (Bangali)
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Appendix 6(A)
Withdrawal Form

Can you withdraw from this study:

You can cancel any information collected for this research project at any time. After the
cancellation, whether the data can be used or not should be mentioned in the participations
withdrawal form.

Participants

Whether the use of previous data will be allowed?

Yes/ No

Participant signature: ..............c.cooeeiiiiiienn.
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Appendix 7(A)
Questionnaire (English)

SECTION-1: Personal Details

Participant no:

SECTION-2: Socio-Demographic Information

This questionnaire is developed to measure the quality of life of GBS patients and this
section will be filled by an Occupational therapist or investigator using a pen.

Please give tick (\) mark at the left side box of the best correct answer.

Question | Questions/ Information on Response of the participant
Number

1. Age (inyear): | ... years

2. Gender: 1) Male
2) Female

3. Marital status: 1)Married
2)Unmarried
3)Separated
4)Divorced

4. Home town: 1) Dhaka

2) Khulna

3) Rajshahi

4) Barisal

5) Chittagong
6) Rangpur

7) Sylhet

8) Comilla
9)Faridpur
10)Pabna
11)Mymensingh
12)Other specify..................

5. Living area 1)Rural
2)Urban
3)Semi-urban
AHill tracks

6. Occupation: 1) Housewife
2) Student
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3) Service holder

4) Business

5) Unemployed

6) Others.................

Educational background:

1) llliterate

2)Primary

3)Secondary school certificate
(SSC) 4)Higher secondary
certificat(HSC) 5)Bachelor

6) Bachelor

7)Other (Specify)..................

Monthly income:

1) No income
2)1000-10000
3)11000-20000
4)21000-50000

5) More than 50000.
6)Other...............

Disease onset/Symptoms at onset

1)Fever

2)Cold
3)Diarrhea
4)GIT symptoms

10.

Do you have any chronic disease?

3)Heart Diseases...............
4) Immune deficiency disorder
5)Nutritional disorder

6) Others.........

11.

How long have you been taken
therapy or rehabilitation service?

Section 3: Guillain-Barre syndrome disability scale

What is the condition of your physical state now?

Descriptions Score
A healthy state 0
Minor symptoms and capable of running 1

to run

Able to walk 10m or more without assistance but unable | 2

Able to walk 10m across an open space with help

Bedridden or chair bound

Requiring assisted ventilation for at least part of the day

Dead

o Ol | W




Section 4:WHOQOL-BREF English

You would circle number 1 if you did not get any of the support that you needed from others in the last two weeks.
Please read each question, assess your feelings, and circle the number on the scale for each question that gives the best

answer for you.

THE WHOQOL-BREF

Very poor Poor Neither poor Good Very good
nor good
1(G1) | How would you rate your quality of life? | 2 3 4 5
Very Dissatisfied Neither Satisfied Very
dissatisfied satisfied nor satisfied
dissatisfied
2(G4) How satisfied are you with your health? | 2 3 4 5

The following questions ask about how much you have experienced certain things in the last two weeks.

Not at all Alittle A moderate | Very much | Anextreme
amount amount
3 To what extent do you feel that (physical) 1 2 3 4 5
(F1.4) | pain prevents you from doing what you need
to do?
4 How much do you need any medical 1 2 3 N 5
(F11.3) | treatment to function in your daily life?
5 How much do you enjoy life? 1 2 3 L) 5
(F4.1)
6 To what extent do you feel your life to be 1 2 3 4 5
(F24.2) | meaningful?
Not at all A little A moderate | Very much | Extremely
amount
7 How well are you able to concentrate? 1 2 3 4 5
(F5.3)
8 How safe do you feel in your daily life? 1 2 3 4 5
(F16.1)
9 How healthy is your physical environment? 1 2 3 L) 5
(F22.1)

The following questions ask about how completely you experience or were able to do certain things in the last two

weeks.

Not at all A little Moderately Mostly Completely
10 Do you have enough energy for everyday 1 2 3 1 5
(F2.1) | life?
11 Are you able to accept your bodily 1 2 3 4 5
(F7.1) | appearance?
12 Have you enough money to meet your | 2 3 L) 5




(F18.1) | needs?
13 How available to you is the information that 1 2 3 4 5
(F20.1) | you need in your day-to-day life?
14 To what extent do you have the opportunity 1 2 3 4 5
(F21.1) | for leisure activities?
Very poor Poor Neither poor Good Very good
nor good
15 How well are you able to get around? I 2 3 il 5
(F9.1)
The following questions ask you to say how good or satisfied you have felt about various aspects of your life over the
last two weeks.
Very Dissatisfied Neither Satisfied Very
dissatisfied satisfied nor satisfied
dissatisfied
16 How satisfied are you with your sleep? I 2 3 1 5
(F3.3)
17 How satisfied are you with your ability to 1 2 3 4 5
(F10.3) | perform your daily living activities?
18 How satisfied are you with your capacity for 1 2 3 4 3
(F12.4) | work?
19 How satisfied are you with yourself? I 2 3 1 5
(F6.3)
20 How satisfied are you with your personal 1 2 3 4 5
(F13.3) | relationships?
21 How satisfied are you with your sex life? I 2 3 4 3
(F15.3)
22 How satisfied are you with the support you 1 2 3 il 5
(F14.4) | get from your friends?
23 How satisfied are you with the conditions of 1 2 3 4 5
(F17.3) | your living place?
A4 How satisfied are you with your access (o 1 2 3 4 3
(F19.3) | health services?
25 How satisfied are you with your transport? I 2 3 4 5
(F23.3)
The following question refers to how often you have felt or experienced certain things in the last two weeks.
Never Seldom Quite often | Very often Always
26 How often do you have negative feelings 1 2 3 4 5
(F8.1) | such as blue mood, despair, anxiety,

depression?

Did someone help you 10 fill out this form?........mimiiiin s

How long did it take to fill this form out?..

69



Do you have any comments about the assessment?

THANK YOU FOR YOUR HELP
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Appendix 7(B)
Questionnaire - 3
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Appendix-8
Guillain-Barré syndrome (GBS) Disability Score

The Guillain-Barré syndrome (GBS) disability score is a widely accepted scoring system to the functional status of patients with GBS. It
was originally described in Hughes et al. (1978) and since then, various iterations have appeared in the literature. The adaptation best suited for
use in the Criteria and BloodSTAR is from van Koningsveld et al (2007). The Criteria requires that the patient’s level of disability be documented
using the scale from 0 to 6 as below.

Guillain-Barré syndrome disability scale

s beempien
0 A healthy state
1 Minor symptoms and capable of running

Able to walk 10m or more without assistance but unable to run

Able to walk 10m across an open space with help

Bedridden or chairbound

Requiring assisted ventilation for at least part of the day

o 0 s W N

Dead

Reproduced from Lancet Neurol 2007, Vol.6, van Koningsveld R, Steyerberg EW, Hughes RAC, Swan AV, van Doorn PA, Jacobs BC., A clinical
prognostic scoring system for Guillain-Barré syndrome =, pp. 589-94, Copyright (2007), with permission from Elsevier.”

Lancet special credit - "Reprinted from The Lancet, Vol.2 (8093), Hughes RA, Newsom-Davis JM, Perkin GD, Pierce JM., Hughes RA, Newsom-
Davis JM, Perkin GD, Pierce JM. Controlled trial of prednisolone in acute polyneuropathy, pp 750-3, Copyright (1978), with permission from
Elsevier.



