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CHAPTER |
INTRODUCTION

1.1 Problem and Significance

In this global age, mental health becomes a pivotal part of human beings
since it is strongly related with physical health and social well-being. A person never
lives with full quality of life without mental health. Mental disorders commonly
occur in vulnerable population such as people who used drug, prisoners, older
people, poor people, lesbian, gay and so on. Individuals with mental disorders can
lead to suicide and according to the World Health Organization (WHO), the second
most common cause of death globally is suicide (WHO, 2013). According to the
International Classification of Disease (ICD-10), drug use disorder is one of the mental
disorders caused by using of psychoactive substances(WHO, 1993). Drug use became
major public health problem to be handled in people of all age and the burden of
drug use disorders has tremendous negative consequences on persons who used
drug, caregivers, family members, society well-being and the country as a whole
(WHO, 2003). According to world drug report 2017, approximately 5% of adult abused
drugs (mainly cannabinoids, followed by opioid, cocaine and amphetamine) at least
once in 2015 and 0.6 % of them suffered from drug use disorders globally which
means that people use drugs up to the harmful level where they need treatment
(WHO & UNODC, 2018).

Drug use disorders is defined as the use of psychoactive and narcotic drugs in
the form of contributing significant physical and psychological impairment to
individual’s health which in turn lead detrimental effects to society (WHO, 2015).
Since drug use disorders is long term health problem which also related with legal
issues, taking care of drug users causes caregivers to endure unlimited burden
physically and psychologically and to develop mental disorders as well since they
have to survive difficultly under vulnerable conditions (Kronenberg, Goossens, van
Busschbach, van Achterberg, & van den Brink, 2016). Caregivers take part not only for
taking care of substance using individuals but to improve treatment by

communicating with health professionals and by trying to improve their own



knowledge. They also have to balance between finance and patients’ needs to
reduce family financial burden (Kronenberg et al., 2016). Moreover, patients are being
supported morally to protect from relapse and caregivers devote most of their time
by doing personal tasks for patients (Orr, Barbour, & Elliott, 2013; Shamsaei, Cheraghi,
& Esmaeilli, 2015). That why patient well-being is directly related with the one who
provide care for them.

In Myanmar, although alcohol use disorder is significant, drug use disorder is
likely to contribute more burdensome problems since it is illegal and more sensitive
issue. There is no exact statistic about how many people are using drug at the certain
year but according to the drug policy advocacy group, even the estimated number of
people who injected drug in 2014 was more than 80,000. Moreover, because of the
effect of destroying opium poppy fields during 1995 to 2006 by the Government,
opium became expensive and trend of drug use has changed to more dangerous
condition: smoking to injection. People started to inject heroin since it can contribute
strong effect by injecting small dose into the vein (Jensema & Kham, 2016). In 2012,
among 9000 suspected candidates, 6,414 drug cases were arrested (DPAG, 2017). So,
it can be highlight that the drug use problem is likely to be very challenging in
Myanmar nowadays than alcohol use disorders.

Since drug use disorders is chronic illness like other severe mental disorders
such as schizophrenia and bipolar disorders, most of the caregivers in Choudhary
(2016) study which was conducted in India revealed that drug use disorders had large
negative impact upon the welfare of their life. These negative impact included
socioeconomic burden such as financial losses, social limitation, family disruption
and psychological burden such as grief, helplessness, anger, fear and guilt and are
supported by several studies (Choate, 2011; Ishler, Katz, & Johnson, 2007; Sibeko et
al,, 2016; Usher, Jackson, & O'Brien, 2007). If the emotional feeling became worse,
caregivers themselves had to face with mental disorders, commonly anxiety and
depression (Orr et al,, 2013; Shamsaei et al.,, 2015). In Myanmar, there is one study
which qualitatively examined the emotional distress of drug users who had the
experience of prisoning and harsh punishment (Jensema & Kham, 2016). However,

there is no publication about caregiver burden of drug use disorders in Myanmar and



this study will fill the gap by exploring caregivers’ socioeconomic and psychological
burden of patients with drug use disorders.

Furthermore, common methods of coping of caregivers while caring for drug
users were asking help from god which means that caregivers believed in religious
support to relief from the suffering psycholosgical burden, go to spirit and praying
more than before (Doku, Asante, & Owusu-Agyei, 2015; Iseselo, Kajula, & Yahya-
Malima, 2016). Planning and withdrawing from being a caregiver because of the
feeling of hopelessness were other forms of coping (Choate, 2011; Usher et al., 2007).
Moreover, in previous studies, although most of the caregivers needed health
education and support from health profession to know more about their patient
condition, they found out that health professionals usually had negative attitude and
judgment with their patients and them (Shamsaei et al., 2015; van Boekel, Brouwers,
van Weeghel, & Garretsen, 2013). On the other hand, Ishler et al (2007) mentioned
that caregivers in their study rated that receiving less help from the community and
high stigma from their friends gave more burden to them. Therefore, it can be
considered, however, that stigma from surrounding and lack of support in terms of
financial and social seems to be barriers to cope with socioeconomic burden and
psychological burden. Again, In Myanmar, the coping mechanism of caregiver of drug
use disorders is still unclear even though one systematic review described that
religious such as meditation, acceptance and finding social and emotional support
are the common coping strategies used by Myanmar refugees in Thai-Burmese border
to cope with financial difficulties and human right loss (Cohen & Asgary, 2016). Since
there is shortage of research about coping mechanism of caregivers of drug use
disorders, it is very important to highlisht that how caregivers cope with various
difficulties in Myanmar and which are contextual factors that influence on caregivers’
coping strategies.

Health expenditure in Myanmar is one of the contextual factors which proved
that why drug use disorders’ burden are shifted totally towards family members.
Only 0.3 % of total health expenditure (THE) is used for mental health and people
out of pocket health expenditure was about 35% even in public mental hospitals in

2013. The rest are subsidized by the government, external agent and social security



scheme. (Myint & Swe, 2016; WHO & MOH, 2006). However, not like in other
developed countries, in Myanmar, there is only 1% of population who is covered by
social security scheme since insurance system hasn’t well-improved yet (Sein et al,,
2014). This is one of the contextual factors in Myanmar why drug use disorders let to
increase financial burden of the households.

Although the drug use problem is strongly significant in Myanmar, this burden
has not been efficiently measured because drug use is illegal in Myanmar. Therefore,
caregivers’ burden is also ignored since family members don’t want to open up their
feeling. It becomes undefined and hidden burden in order that caregivers were being
afraid of blame from surrounding and they cut off relationship with friends and
relatives to protect themselves from receiving stigma (Choudhary, 2016; Usher et al,,
2007). Even though stigma associated with all forms of mental disorders is strong, it is
likely to be more substantial with drug using individuals in Myanmar. Individuals with
drug use disorders have to survive under vulnerable conditions and they lost human
rights such as attending school, working with colleagues, reproductive rights and so
on (WHO, 2003). These burden cannot stop at the level patients with drug use
disorders and continually affect to caregivers and family members intensively.
Therefore, it can be clearly seen that it is major health issue and policy makers
should focus on drug use disorder to improve public health with better quality of life

in Myanmar.

1.2 Research Questions
According to the above information discussed in problems and significance, it
is essential to examine the socioeconomic burden, psychological burden and coping
strategies of caregivers and to find out which are barriers of coping in Myanmar. The
following are the related research questions with this study.
®* What is the socioeconomic burden on caregivers of patients with drug use
disorders in Yangon region, Myanmar?
® What is the psychological burden on caregivers of patients with drug use

disorders in Yangon region, Myanmar?



® How do caregivers cope with socioeconomic and psychological burden
occurring while taking care of drug users in Yangon region, Myanmar?
® What are the barriers to coping for caregivers of drug use disorders in Yangon

region, Myanmar?

1.3 Research Objectives
The followings are the research objectives relevant with the research

questions.

1.3.1 General Objective
- To determine the burden on caregivers of patients with drug use disorders in

Yangon region, Myanmar

1.3.2 Specific Objectives
1. To better understand caregiver and patient characteristics
2. To examine socioeconomic and psychological burden on caregivers of
patients with drug use disorders in Yangon region, Myanmar
3. To explore coping strategies of caregivers to tackle socioeconomic and
psychological burden of drug use disorders in Yangon region, Myanmar
4. To identify the barriers to coping strategies for caregivers of drug use disorders

in Yangon region, Myanmar

1.4 Scope of the study

This is a cross-sectional descriptive study using mixed methods. The study
includes both quantitative and qualitative approaches to analyze caregiver and
patient socio-demographic characteristics, to explore caregivers’ socioeconomic
burden, psychological burden, coping methods in caring for patients with drug use
disorders and their barriers to coping. The study includes 30 caregivers. Only primary
informal caregivers, which means caregivers who are family members of drug using

patients and also spend most time for caregiving activities, are included in this study.



The primary data were collected from caregivers between May 2019 and June 2019.

Caregivers were approached in the Mental Health Hospital (Yangon), Myanmar.

1.5 Potential benefits and policy implications

There is no published study in Myanmar which analyze caregivers’ burden of
drug use disorders even though it is very challenging problem and the coping
mechanism of caregivers are also unclear. This study aims to analyze socioeconomic
and psychological burden of caregivers who have the individuals suffering from drug
use problems. It will also explore the coping mechanism used by caregivers to tackle
a diversity of problems concerning drug use disorders that they encountered and
also the barriers of coping. Drug use disorders have negative impact not only on
patients but also on family members, societies well-being and countries wellness.
Caregivers’ burden cannot be mitisated without exactly knowing what they are
actually suffering from, how they solve their problems and cope with it. It is clear
that getting effective treatment of patients with drug use disorders is one of the
important ways to reduce caregivers’ burden and this study will provide evidence to
increase government’s health expenditures for mental health to reduce the burden
and to strengthen health education to increase public awareness of drugs.
Furthermore, reducing stigma is strongly related with reducing burden of families and
this study can imply policy makers to set drug use disorders as priority health
program, to increase financial and social support, to promote prevention and
promotion plan for drug use disorders, to develop campaign to reduce stigma, to
implement rehabilitation centers in all States and regions, to increase the number of
mental hospitals across the country, to strengthen methadone treatment programs

and to create better occupational chances for young population.



CHAPTER Il
BACKGROUND INFORMATION

2.1 General Background on Myanmar
2.1.1 Location

The Republic of the Union of Myanmar which is situated in South-East Asia, is
surrounded by China to the north and east, Laos and Thailand to the east, India and
Bangladesh to the west and coastal line of 1760 miles is bounded by Bay of Bengal
on the west and Andaman Sea on the south of the country. Total area of 676,578
kilometers square is possessed by Myanmar and the boundaries are enveloped in
the form of a diamond shape with a kilometer of 800 from east to west and 1300 km

from north to south (Sein et al.,, 2014).

2.1.2 Geography and Demography

Naturally, Myanmar is divided into three parts namely the western hills, the
central belt and the Shan plateau on the east while the parallel series of mountain
ranges from north to south divide the country into three river systems, the
Ayeyarwady, Sittaung and Thanlwin. Myanmar is basically composed of seven regions
(Ayeyawady, Bago, Magway, Mandalay, Sagaing, Taninthayi and Yangon), seven states
(Chin, Kachin, Kayah, Kayin, Mon, Shan and Rakhine) and Union Territory called Nay
Pyi Taw which is the capital city of Myanmar. These 14 regions and states are
subdivided into 70 districts and 330 townships, 84 sub townships, 398 towns, 3063
wards, 13 618 village tracts and 64 134 villages. Opium poppy fields cultivation are
commonly abundant in Upper Myanmar and number of drug users are also higher in
Kachin and Northern Shan States (DPAG, 2017).

Figure 1 illustrates the population pyramid of Myanmar and in 2014, total
population of Myanmar was 51,486,253 persons with an annual population growth
rate of 0.89% which was lower to compare with neighboring countries (1.61% in
Malaysia, 1.75% in Cambodia, 1.24% in India and 1.19 % in Bangladesh respectively).
Of these, 24,824,586 were males and 26,661,667 were females and there were more

older females than males according to the figure 1 (MOIP, 2015). In Myanmar, misuse



of substances such as tobacco, alcohol and other illegal drugs is prominent health
problem among youth (MOHS, 2017). Amphetamine is the popular drug among
adolescent and students (Jensema & Kham, 2016). In 2003, according to United
Nations Office on Drugs and Crime (UNODC), 25 to 53 % of people who registered in
methadone treatment programs were aged between 25 and 29, indicating that the

younger population is more prone to drug used.
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Figure 1: Population pyramid of Myanmar, 2014.
Reprinted from (MOIP, 2015)

2.1.3 Economic Context

Myanmar is the lower middle income country. The estimated Gross Domestic
Product (GDP) of Myanmar was 67 billion dollars in 2017 with an annual growth rate
of 6.8%. In 2017, 23% of Myanmar’s economy was contributed from agriculture, 36%
from industry and over 40% came from services (The World Bank, 2018). 64.4 % of
the population who were aged between 15 and 64 were employed while
unemployment rate within the country differ depending on the regions and state and
it was the highest in Rakhine and Kayin State while it was low in Shan State, Kayah
State and in Nay Pyi Taw (MOIP, 2015). In 2017, approximately 300,000 household in

mountainous area were growing the opium poppy since they were poor and they



had to depend on this cultivation as their main source of income (DPAG, 2017).
Opium is refined into heroin for local market and also trafficked to ASEAN countries

especially China(Jensema & Kham, 2016)

2.1.4 Current situation of illicit crops cultivation in Myanmar

Myanmar is the second largest producer of illicit crops in the world after
Afghanistan. Most of the illicit opium fields are occurred in upper part of Myanmar
especially in Shan mountains and Kachin state. Only a small amount of opium can
be useful for pharmaceutical drug production but the bulk of it is heroin for local
and international market. Moreover, Myanmar also became the main source of
producing amphetamine-type stimulants. In Myanmar, drugs can be available easily
and number of drug users are increasing in many states and regions even though
Myanmar Government destroyed opium poppy crops field and forced the arrests of
drug sellers and abusers during the past few years. Most of the prisoners in Kachin
state were drug users and 5,740 drug users lived in prison in the year 2012 (DPAG,
2017). In 2014, according to the statistics from the Yangon Police Headquarters, there

were 1,300 people who had been arrested with drug cases (Jensema & Kham, 2016).

2.1.5 Various types of illicit drug commonly abused in Myanmar

There is no exact data about how many people are using drug in a certain
year in Myanmar but according to the official statistics, it can be noted that
methamphetamines, heroin, opium and cannabis are the common drug used by the
people. Because of the effect of destroying opium poppy fields during 1995 to 2006
by the Government, drug became expensive and trend of drug use has changed to
more dangerous condition. Heroin injection is one of the popular drug use since it is
more cost effective than opium smoking in order that small amount can contribute
strong effect for drug users. The other popular trend of drug among youth, sex
workers, truck drivers and blue collar workers is amphetamine (Jensema & Kham,
2016). In previous years, it could get only in Yangon and Mandalay but nowadays it
can get easily and cheaply even in countryside. It is also called Yaba or Ah-thee in

local terms and main route of transmission is smoking via water pipe. On the other



10

hand, poly drug use which means use of more than one drugs by the drug user
became another popular trend since psychoactive substance has different interaction
effect and second usage of drug can exaggerate the first action. Poly drug users
sometimes mix heroin and diazepam or heroin and amphetamine together (Jensema

& Kham, 2016).

2.2 Health Status

The health status of the Myanmar population is not very good to compare
with other nearby countries and according to Table 1, life expectancy at birth in 2014
is 66.8 years which was the lowest among ASEAN countries. The maternal mortality
ratio (MMR) is 282 deaths per 100,000 live births and it was also the second steepest
among ASEAN countries. More than 2000 women die during pregnancy and birth
yearly. The under-five mortality rate (USMR) is 72 deaths per 1,000 live births but it is
29 in Cambodia and only 12 in Thailand (MOHS, 2016). Moreover, infant mortality
rate (IMR) is 62 per 1000 live births and that figure varies across the regions and states
especially higher in rural areas (68) than in urban areas (41). It is clear that Magway
has the highest IMR with 89 followed by Ayeyawady with 87 deaths per 1,000 live
births (MOIP, 2015).

Both prevalence and incidence rate of Human Immunodeficiency Virus (HIV)
and tuberculosis (TB) in Myanmar are rising more substantially than other ASEAN
countries and according to the global burden of disease (GBD) profile 2010, TB,
diarrhea and HIV/AIDS were the most common leading causes of death in Myanmar
among infectious diseases while respiratory tract infection, stroke and heart diseases
increased the death rate in terms of non-communicable diseases (GBD profile
Myanmar, 2010). Since there is strong relationship between unsafe injection and
transmission of HIV and other infectious diseases such as viral hepatitis, 37.5% of
drug injecting individuals suffered from burden of HIV and it was ranged from 54% in
Myitkyina (upper Myanmar) to 19% in Yangon, 79.2 % were HCV positive and 9.1 %
were living with hepatitis B (WHO, 2010).
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Table 1: Life expectancy and adult mortality indicators, 1990-2014

Health status indicators 1990 2000 2010 2014
Life expectancy at birth, total (years) 57.3 61.9 64.7 66.8
Life expectancy at birth, male (years) 55.9 60.5 63.0 63.9
Life expectancy at birth, female (years) 59.7 63.3 66.4 69.9
Infant mortality rate (per 1000 live births) | - 75.3 50.76 62
Under-5 mortality rate (per 1000 live 107.4 | 835 64.5 72
births)

Source: (MOIP, 2015; Sein et al., 2014)

2.3 Mental Health System Overview
2.3.1 Mental Health Expenditure

In Myanmar, only 0.3 % of THE is used for mental health and of these, 87%
directly went to mental hospitals and the rest 13 % accounted for other mental
health expenditure (WHO & MOH, 2006). Nevertheless, mental health expenditure
was very small compared with physical health spending and it was about 15,036
million Kyat for Mental Health Hospitals in 2012. People out of pocket health
expenditure was about 35% even in public hospitals in 2013 (Myint & Swe, 2016). In
Cambodia, <1% of health expenditure share to mental health and it is about 0.5% in
Indonesia. There is no separate mental health spending in Laos since total health
budget is limited (ASEAN, 2016). It implies that like in other developing countries,
Myanmar has not considered mental health yet as a priority issue and government

spending was still very low.

2.3.2 Facilities available for mental health in Myanmar

The following table (Table 3) indicates the total facilities available for mental
health in Myanmar which include outpatient and inpatient services. There are 33
outpatient facilities in general hospitals and 3 non-hospital attached outpatient

services. In case of inpatient facilities, there are 22 psychiatric units which are
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integrated to general hospitals and only one forensic inpatient unit. There are only
two Mental Health Hospitals in Myanmar: Mental Health Hospital (Yangon) and
Mental Health Hospital (Mandalay).

Yangon Mental Health Hospital which is also called Ywar Thar Gyi Psychiatric
Hospital in the past is Tertiary care teaching Hospital in Myanmar which is affiliated
with University of Medicine (1). It is composed of 1200 bedded and largest Mental
Hospital in Myanmar which intends mainly for curative treatment and also performs
as a referral and specialist hospital with an outpatient department, general psychiatry
units, mood disorder units, schizophrenia units, alcohol de-addiction and research
unit, drug dependency treatment and research unit, forensic unit, long-stay and
rehabilitation unit, and community mental health unit.  Patients with mild
psychological disorders are treated as outpatient and it was about 18,922 while
patients with severe psychiatric disorders are admitted in the hospital which was
11,289 in 2013.

Another one is Mandalay Mental Health Hospital which is situated in
Mandalay region. This is also Tertiary care Teaching hospital with 200 beds, 100 beds
intend for general psychiatric unit and the rest 100 beds stand for drug dependency
treatment unit. Since it is small size hospital to compare with Yangon Mental Health
Hospital, the hospital was not too crowed. According to the admission data in 2013,
there were only 2,379 patients who admitted to the hospital and 6,959 patients
attended at the outpatient Department (Myint & Swe, 2016).

Although mental health services in terms of inpatient and outpatient have
been integrated to some general hospitals since 1992, mental health treatment gap
is still very broad in Myanmar because of many reasons such as higher stigma, lack of
health education and unavailability of psychiatric drugs in primary care level and lack
of chance to access treatment since psychiatrics are posted in a few regions and

state around the country because of shortage of workforce (Sein et al., 2014).
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Table 2: Total facilities for mental health in Myanmar

Total Facilities Total number
available

Outpatient facilities

* outpatient facilities attached to a hospital 33

® "Community-based / non-hospital" mental health outpatient 3

facility

® OQutpatient facility specifically for children and adolescents 2
Inpatient facilities

® Psychiatric units in general hospitals 22

® Forensic inpatient units 1
Mental Health Hospitals 2

Source: (WHO, 2017)

2.3.3 Facilities available for drug use control in Myanmar

For drug use control, there are a total of 26 major drug treatment centres
(DTCs), 40 minor DTCs and 3 youth correction centres all over the country to arrange
treatment and care for drug using individuals and to hang over health education to
all levels of the population concerning substance use disorders. Furthermore, case
follow up and management are done regularly, training of health personnel to deal
with drug users as a part of the program and research are performed to reduce
detrimental effects on substance use patients (Sein et al,, 2014). There was also an
implementation of health and harm reduction centres by Non-Government
Organizations (NGOs) such as the Burnet Institute' in the states and regions where
drug use problems and prevalence of HIV is significant. The services offered are
“needle and syringe exchange programs, HIV testing and treatment, opioid
substitution therapy and drug overdose prevention and management” (DPAG, 2017).
Additionally, other NGOs such as the Substance Abuse Research Association (SARA)
and Myanmar Anti-Narcotic Association (MANA) conduct educational programs

regarding drug use control in primary and high school (MOHS, 2017).

1 The Burnet Institute is the Australia based non-profit organization which established drop-in centers
in Mandalay, Sagaing and Pyin Oo Lwin to provide disposable needles for injected drug users (IDUs)
and other service to reduce the transmission of infectious diseases among IDUs (Paing, 2017).
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In addition, in 2017, there are 46 methadone centres across the country
provided by Goverment: 15 in Kachin State, 14 in Shan State, 12 in Sagaing, 3 in
Mandalay and 2 in Yangon which provide methadone freely as a substitution for the
withdrawal drug users (Kanato, Choomwattana, Sarasiri, & Leyatikul, 2018). Drug users
have to register in methadone maintenance treatment (MMT) program at least six
weeks to access services such as health education and other socially supportive
services. There are 6 rehabilitation centers in Yangon, Mandalay, Lashio, Kyaing Tong
and Tachileik which support drug users to enter again into social community. It also
encourages drug users to get treatment in DTCs and while they are treating, their
caregivers and dependence can get necessary support including physical and mental

rehabilitation(Kanato et al., 2018).

2.3.4 Mental health workforce

Psychiatrists and psychiatric nurses were available in all states and regional
levels and some were sent to certain districts of the country whilst clinical
psycholosgists, psychiatric social workers, occupational therapists were assigned duty
only in the two Mental Health Hospitals (Myint & Swe, 2016). According to the Table
4, it can be clearly seen that Myanmar still has the problem of shortage of mental
health professionals since there was only 140 psychiatrics per 2.3 million population
in 2013. Among them, only 90 psychiatrics worked for public sector while 50 are in
private facilities. That’s why, it is one of the reason why mental health treatment gap
is high in Myanmar. Again, there were only 156 nurses for 2.6 million population in

2013.
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Table 3: Mental health workforce in Myanmar in 2013

Category of Workforce Number | Per Million Population
Psychiatrists 140 2.3
Public 90
Private 50
Postgraduate trainees of doctors for Mental 50
Health
Psychiatric Nurses 156 2.6
Clinical Psychologists 3 0.05
Psychiatric Social Worker 5 0.08
Occupational Therapist trained for mental 2 0.03
health
Specialists for Psychosocial Rehabilitation - -

Source: (Myint & Swe, 2016)

It is clear that Myanmar mental health workforce is nearly the lowest among
ASEAN countries which contributed only 0.04 psychiatrics per 100,000 population and
0.01 nurses per 100,000 population (see Figure 2).

Mental Health Workforce in ASEAN Countries

Vietnam &
Thailand
Singapore
Philippines
Myanmar
Malaysia
Laos
Indonesia
Cambodia
Brunei

I""l]

o

2 4 6 8 10 12

B Psychiatric nurses per 100 000 population B Psychiatrists per 100 000 population

Figure 2: Mental health workforce in ASEAN countries

Source: (Maramis, Tuan, & Minas, 2011)
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2.3.5 Utilization of Mental Health Hospitals by substance use individuals

Figure 3 illustrates the utilization of Mental Health Hospitals by substance use
individuals in Myanmar during 2006 and the amount (34%) was considerably higher
to compare with other types of mental disorders such as mood disorders, neurotic
disorders and schizophrenia (WHO & MOH, 2006) . Since drug use disorder is the
major subset of substance use disorders, it also shows that drug use disorders
became major challenging public health problem in Myanmar. Although there were
DTCs and methadone centers around the country, some of them are not operational
in some townships, some with limited services and some with poor quality (Jensema

& Kham, 2016).
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Figure 3: Patients treated in mental health facilities by diagnosis.

Reprinted from (WHO & MOH, 2006)

2.4 Policy related to drug use in Myanmar

Myanmar is the country which drug policies are based on the assumption that
fear of severe punishment and arrest could reduce drug use and opium poppy
cultivation. There are several drug related policies in Myanmar’s legal framework and
the most common ones are “The 1917 Burma Excise Act, The 1993 Narcotic Drugs

and Psychotropic Substances Law and The 1995 Rules relating to Narcotic Drugs and
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Psychotropic Substances”. According to the section 33 of The 1917 Excise Act, the
possession and distribution of syringe without license is prohibited and most of the
drug users have been prisoned for many years with the possession of syringe. At the
end of 2015, the Myanmar government abandoned the section 33 of this Act.
However, belonging syringe is still used as the evidence by the police to arrest the
drug users in reality. Because of that strict policy, premature death of drug users are
still increasing due to exposure of infectious disease and prisons are overcrowded
with drug users (Jensema & Kham, 2016). In the Irrawaddy journal, it was stated that
49.072 people were arrested for drug related offences in the year between 2011 and
2016 (Paing, 2017).

The current 1993 Narcotic Drugs and Psychotropic Substances Law is still so
tough and one of the harshest drug policies around the world as it just emphasize on
punishment compared health problems suffered by drug users (DPAG, 2017). If the
person is found with even small amount of illegal drug, they are being sentenced for
at least five to ten years. Beside then, they were being physically abused by the
police in the prisons. So, fear of family to this harsh punishment drove caregivers and
family members away to seek care at hospital and harm reduction centers to their
addicted patients. In 2015, Kofi Annan, former Secretary General of the United
Nations said that “I believe that drugs have destroyed many lives, but wrong
government policies have destroyed many more.” Like this speech, lack of supply
and lack of responsibilities by the previous military Government increased the
socioeconomic and psychological burden of the households with drug users (DPAG,
2017). Since 1999, the government tried to make the Myanmar as the country free
from drug in 2014 but the target had postponed to 2019 because of the abundance
of amphetamine and the upsurge opium cultivation (Jelsma et al., 2015). However, in
2016, Myanmar tried to develop “National drug control policy” with the help of the
United Nations Office on Drugs and Crime Regional Office for Southeast Asia and the
Pacific and Country Office for Myanmar and it was completed in February 2018. The
main principle of this policy is “to shift Myanmar towards an evidence based and

health-focused approach in developing drug legislation, and creating practical
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strategies to reduce the negative effects of drug use”(Central Committee for Drug
Abuse Control, 2018).

Fortunately, some successful interventions are already established for drug
users like rehabilitation units where encourages caregivers and give support including
physical and mental rehabilitation (Kanato et al.,, 2018). The Government also tried to
expand MMT programs across the country for drug users and it can access freely but
the quality is still needed to improve, quantity is still limited and most centers are
not operated at all Jensema & Kham, 2016). However, Myanmar Government should
collaborate with local and international organizations to provide more help for the
vulnerable drug users and family members by extending the number of rehabilitation
centers throughout the country to get community level support in all states and

regions.
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CHAPTER IlI
LITERATURE REVIEW

3.1 Introduction

Among the mental disorders, substance use disorders is also major health
problem especially in young population since complementary use of alcohol and
drugs become popular. This is because psychoactive substance has interaction effect
on each other. For example, a second usage of substance can exaggerate the first
action or the combination of the two substances may be experienced as a different
effect (WHO, 2018). Moreover, drug use is very sensitive and legal issue rather than
alcohol in every country. It has large negative consequences on caregivers of drug
users since drug use disorders is long term health problem. Caregivers can also suffer
from uncontrolled burden such as financial loss, productivity loss, psychological
burden and diminishing quality of life, physical and social limitations, loneliness
because of stigma and discrimination, depression and grief by seeing ill beloved one
and exclusion from social networks (WHO, 2003).

In this study, both qualitative and quantitative study which analyzed caregiver
burden of substance use disorders were mainly reviewed to be clearly seen both
psychological and socioeconomic burden of caregivers from different point of views
since drug use is major subset of substance use disorders. Additionally, as it is
undeniable that drug use is very popular in young population, this review included
some studies which accessed the caregiver burden of adolescents’ substance use
problems. Moreover, caregiver burden of severe mental disorders was also part of
the literature review because drug use is considered to be one of the severe mental
disorders. The literature was divided into eight main subsections: operational
definition of caregivers, classification of drug users, socioeconomic burden of
caregivers, psychological burden of caregivers, factors affecting caregiver’s burden,

coping mechanism and the barriers to coping.
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3.2 Caregivers

Basically, there are two types of caregivers namely formal and informal who
provide help and care to the patients with drug use disorders. ‘Informal caregiver’
was simply defined as the one who is not professional in service providing for the
patient such as psychiatrics, psychologists and nurses but provide effective care for
the ill person and they are also very essential person in ill patient’s life. Informal
caregivers can be parents, spouses, siblings and other family members who has the
strong relationship with patients (Goossens, Van Wijngaarden, Knoppert-Van Der Klein,
& Van Achterberg, 2008). Moreover, there is also another term called primary
caregivers who are aged 18 years and above and who considered him or herself as
the primary caretaker to be responsible for the substance use disorders patients’
physical, mental and social wellbeing by providing significant support (Orr et al,,
2013).

Most of the reviewed literatures emphasized on primary informal caregivers
who were family members because they had strong relationship with problematic
drug used clients and understood more about them (Choudhary, 2016; Clark & E.
Drake, 1994; Doku et al., 2015; Malik, Kumar, Sidhu, Sharma, & Gulia, 2012; Orr et al,,
2013; Shamsaei et al,, 2015). Moreover, 2 out of 8 qualitative studies analyzed the
parental experience of having addicted clients (Choate, 2011; Usher et al., 2007). In
this study, the term caregivers referred to the primary informal caregivers. Health care
professionals who provide mental health services for drug users which is also called
formal caregivers are excluded since the study emphasize only on informal caregiver

burden of drug use disorders.

3.3 Classification of drug users

Drug use disorders is defined as the use of psychoactive and narcotic drugs in
the form of contributing significant physical and psychological impairment to
individual’s health which in turn lead detrimental effects to society (WHO, 2015). This
paper was mainly emphasized on the drug use disorders caused by the use of illicit
drugs in Myanmar such as heroin, amphetamine and cannabis because it is the most

commonly used illicit drugs by Myanmar people even though there is no exact
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statistics source (Jensema & Kham, 2016). However, according to the ASEAN drug
report 2017, over 72 million of amphetamine type stimulant (ATS), 570.62 kg of
heroin and 198.8 kg of marijuana were seized during 2017 and it was proved that
these are top illicit drugs abused by Myanmar people (Kanato et al, 2018).
Psychoactive drug has different actions and so the severity of disorders depends on
many factors such as types of drug and its properties, mode of administration, degree
of addiction, physical harm like accidents, interpersonal problems due to effects of
drug, giving up social activities, difficulties in withdrawal, time devotion to get or use
drug and tolerance (NAMI, 2015).

Amphetamine called Yaba or Ah-thee locally has the chemical name of
alpha- methylphenethylamine which is mainly in the form of white crystal powder,
capsule and tablet and main route of administration is swallowing in usual case but
it can also be injected and smoked in case of addicted use. If a person is
amphetamine dependent, he or she may have some physical and psychological
symptoms such as “reduced appetite, decreased fatigue, euphoria, isolation,
hallucination, problems with law/police, failure to meet responsibilities at school or
work and also sleep disorders”. Withdrawal symptoms include anxiety, depression,
psychosis, and also suicidal thoughts (UNHCR & AMI, 2009).

Heroin mainly called No (4) in Myanmar is also white crystalline powder
extracted from opium poppy plant. Its chemical name is diacetylmorphine since it
can convert to morphine when it reaches to the human brain. It can be injected,
snorted, smoked and heroin dependence symptoms are “droopy appearance,
alternately wakeful and drowsy, signs of injection on back, knee etc., constricted
pupils, runny nose, change in character, withdrawal from usual friends, poor self-
image etc.” If a person don’t use heroin within 6-24 hours, withdrawal symptom start
to appear like sweating, anxiety, some abnormalities in genital organ, yawning,
sneezing, severe pain in bone and muscle and so on (UNHCR & AMI, 2009).

Cannabis is a plant type stimulant which is commonly called marijuana or
weed and 0.6 % of world’s adult population abused cannabis daily. Main route of
administration is smoking by adding into cigarettes and there are also various devices

for vaporization. Hallucination, suspicious thoughts, reddening eyes, high blood
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pressure, etc. are symptoms of cannabis dependence and it can cause increase heart
rate and myocardial intoxication when it reacts with ATS and other agents (UNHCR &

AMI, 2009).

3.4 Socioeconomic burden of caregivers
3.4.1 Financial losses

Substance use disorders can contribute substantial financial strains to
caregivers and family members as providing care for mentally ill person requires
many resources, especially since mental disorders are usually not included in
national health insurance packages (Shamsaei et al., 2015). Both direct medical cost
and direct non-medical cost incurred by the caregivers leaded to the financial loss.
Direct medical cost is any out of pocket costs incurred by the people during seeking
care for certain diseases and direct non-medical cost is defined as the cost incurred
by the illness such as travel and food cost which are not directly related with
purchasing medical services (Sherman et al,, 2001). According to one study from
Tanzania, hospitalization fees, medication fees were direct medical cost and
transportation cost to reach to hospital were direct non-medical cost of caregivers of
patients with severe mental disorders (Iseselo et al., 2016).

Matoo et al (2013) study which was conducted at the Drug De-addiction and
Treatment Centre in India with 120 caregivers used family burden interview schedule
(FBIS) to measure financial loss and other domains using 3-point Likert scale.
Descriptive statistics has shown that more than 80% of caregivers reported moderate
financial burden while the rest reported higher financial burden. In one qualitative
study which analyzed primary caregiver experience on caregiving of patients with
severe mental disorders by using both in-depth and focus group discussion (FGD)
with 75 caregivers in Ghana, caregivers mentioned that the economic burden was
very high since most of them became unemployed after taking care of patients and
some of them were poor farmers. One female caregiver in FGD said that she had to
find money from somewhere to continue other siblings’ education and it was very
difficult to work and to take care of mentally ill person simultaneously (Doku et al.,

2015).
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However, financial losses due to direct medical and non-medical cost was
considerably higher in families with only one breadwinner. In one qualitative study in
India with 27 caregivers, one caregiver said that the patient used to ask for a lot of
money since the time he became addicted. Money was also spent for his treatment
process and it was very difficult for the caregiver to handle this situation since there
was only earner in the family. Other caregivers also mentioned that it was impossible
to balance between health expenditure for addicted patients and other household
expenditure when there was only one bread winner (Choudhary, 2016). Moreover,
one qualitative study conducted in South Africa showed that households suffer from
financial burden since they did not have enough money to buy food for drug using
patients as they ate a lot because of the strong effects of medicine and also to pay

for hospitalization fees (Sibeko et al., 2016).

3.4.2 Productivity losses

Productivity loss is the other forceful burden encountered by caregivers
which directed towards financial losses. This was also known as indirect cost because
indirect costs included income loss and job limitation of caregivers or patients due to
the effect of illness (Sherman et al.,, 2001). In Doku et al (2015), caregivers could not
be able to work or lost their job because of taking care of person with mental
disorders and sometimes they worked as blue-collar workers to survive themselves.
The longer the number of contact hours between patient and caregiver, the higher
the productivity loss since caregivers had to take responsibility for all the personal
tasks of patients including cooking, bathing, accompanying to the health facility and it
could also promote psychological burden of caregivers Moreover, they had to sell
their possessions including both income generating and non-income generating assets
to cope with financial burden and these were also indirect cost of the family
members.

Moreover, according to the findings of one study, productivity loss was
significantly higher in caregivers who lived together with substance use individuals at

home since they had to spend more than ten hours in daily activities for the patients
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while caregivers needed less hours of care for hospitalized patients (Clark & E. Drake,

1994).

3.4.3 Social limitation

Since caregivers are the main persons within the family who have to take full
responsibility for drug use individuals’ well-being and daily life activities, as a result,
they have to give up a lot of social activities and steadily they are excluded from
participating in the general social network. Doku et al (2015) described that caregivers
faced with social limitation as they couldn’t spend their time to deal with their
colleagues. They had to devote most of their time for patients in helping daily
activities and sometimes this was more serious when the patients lived together with
caregivers rather than long term hospitalization (Clark & E. Drake, 1994; Doku et al.,
2015).

The other reasons why they became socially isolated was that caregivers cut
off visiting to neighborhoods and relatives as they worried about receiving stigma
from surrounding to their drug used clients and themselves (Choudhary, 2016). On
the other hand, the chaotic environment created by substance use individuals was
the other main factors that contribute social limitation to caregivers (Sibeko et al,
2016). One qualitative study in rural Ghana which interviewed 75 caregivers described
that caregivers even suffered from feeling of worried when patients got abrasive and
rude to their friends and neighbors especially at the time friends came and visited to

their home (Doku et al., 2015).

3.4.4 Negative impact on family structure

Caregiver burden is strongly and positively associated with having a bad
relationship between drug use patients and other family members within the family.
As far as families are the major source of supporters for patients financially or
socially, the association between family members and patients are essential to be
healthy (Ishler et al., 2007). Sometimes drug use individuals created conflicts even
within the family by doing physical, verbal abuse and rude behavior such as stealing

things that cannot be accepted by culturally to get drug. That can lead to
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disorganization of family system and once the relationship is broken, it was very
difficult to build up again.

Additionally, as the caregivers devoted most of their time to ill one and there
was some misunderstanding between family members such as neglecting the other
child because of taking care of substance used adolescents (Choate, 2011).
Therefore, family dysfunction become another tremendous social burden to
caregivers that cannot be solved and manipulated easily. The other serious problem
of substance use disorders on children was that the development of psychiatric
disorders. Children who had to survive together with substance use parents had the
higher chance of causing mental disorders such as depression, anxiety and trauma
since they used to face with aggressive behavior of their parents since they were very
young. There was also evidence that some children became weak and less active
and it could have detrimental effects on their education since parents paid any
attention to help with their home works and so on (Lander, Howsare, & Byrne, 2013).

What is more, mother substance abuse has large negative impact on fetal
development and in severe case, it could lead to fetal death (Lander et al., 2013). In
one qualitative study which explored about the burden of adolescents’ substance
use problems on parents in Australia, parents said that the burden was unlimited
and sometimes they ended up by taking care of their grandchild who also suffered
from some abnormalities because of maternal substance abuse during pregnancy
(Usher et al., 2007).

The study which was performed on prisoners with substance abuse problems
at mid-Atlantic proved that children who lived with substance use individuals in their
childhood had greater probability of being drug users themselves in the future and
also they had more chance of suffering from physical abuse, emotional abuse and

sexual abuse in their adulthood from surrounding (Sheridan, 1995).

3.5 Psychological burden on caregivers
Psychological burden is sometimes called emotional burden or subjective
burden which can receive easily by caregivers and it is the most challenging burden.

It is not very easy to tackle this burden since it can reduce quality of life of
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caregivers. Most of the negative feelings experienced by caregivers of drug use
individuals are sadness, anger, stress and guilt (Choudhary, 2016). They felt unhappy
whenever they saw their ill beloved one with burden of illness and all of their
dreams for their patients’ well-being and success became scattered and deteriorated
(Choudhary, 2016; Usher et al., 2007). In Ishler et al (2007), the authors analyzed the
predictors of both socioeconomic and psychological burden. However, the result
shown that caregivers suffered moderate to severe psychological burden while they
faced low socioeconomic challenges. So, it allows to say psychological burden
seems to be higher in caregivers than socioeconomic burden.

Patients’ violence, rude manner and ageressive behaviors are major cause to
develop the anger in caregivers (Choudhary, 2016; Iseselo et al., 2016). Guilty is
another bad experience encountered by the caregivers. For instance, whenever
parents became irritated with their adolescents’ substance use problems, they said
their child to go away. But when their child became disappeared actually, they
became regret and guilty for their cruel words and they started to worry something
bad happened to their child (Usher et al., 2007). On the other hand, parents blame
themselves for their children's substance use. They tried to hide his or her drug use
because of the fear of legal problems and they also did not want to see their child
in the prison.to hide from legal problems. Nevertheless, it seemed to encourage
substance use individuals to go ahead without any fear (Lander et al., 2013).

Moreover, caregivers reported shameful feeling when they asked help in
terms of finance from their relatives and friends (Choudhary, 2016). Caregivers
stressed and depressed because of taking care of patients and the unpredictable
behaviors of their patients. This leaded to develop both physical and mental illness
(Ishler et al., 2007). Lack of sleep, resentment, depression and anxiety are the main
mental disorders suffered by caregivers and in severe case, development of suicidal
thoughts by caregivers was another problem (Choudhary, 2016).

Even though caregiver role is of vital importance in caring ill patients with all
types of disability, it is clearly that caregivers of mentally ill patients faced larger
burden than caregivers of physically ill patients since they need to provide physical

support, emotional support and time support substantially (Orr et al,, 2013). In
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Kronenberg et al (2016), the amount of time contact within caregiver and patient was
directly related to a higher psychological burden and it was the reason to develop
psychiatric problems in caregivers themselves. Besides then, one study in India which
analyzed the burden on caregivers of substance use disorders by using binomial
logistic regression analysis shown that caregivers in rural area who had low income
reported severe psychological burden (Mattoo, Nebhinani, Kumar, Basu, & Kulhara,
2013).

Caregivers are worried for their patients to live without any hardship in the
future and they wanted their patients to survive normally by attending school or by
getting job like the other normal person (Haskell, Graham, Bernards, Flynn, & Wells,
2016). In qualitative study which accessed parental experience upon adolescents’
substance use, parents reported that withdrawing the drug use children from school
was not the right way to solve the problems and it could exaggerate their abuse
because of the inability to control them at home. Additionally, parents were
frishtened when their child left home since they always thought that their child was
going to run away from home, involving in illegal affairs, using drug overdose,
committing suicide and damaging themselves (Choate, 2011). It can be noted that
caregivers who have female substance use individuals had endured more
psychological burden since they worried about sexual disturbance to their patients
(Brannan, 2006).

Having a tense relationship between family members and patient can extend
caregivers’ emotional burden (Iseselo et al.,, 2016). Female caregivers are the ones
who sustain the emotional burden most especially mother and wife as they felt they
lift all the obstacles, duties and difficulties on their shoulder (Doku et al., 2015).
Caring for persons with mental disorder is a kind of challenging problem since it can
affect both physical and mental health of caregivers. In one qualitative study
conducted in Iran in 2015, one caregiver mentioned that even though she was alive,
she was dead inside with blunt minded and she did not want to take psychiatric
drugs anymore for her mental health. Some participants in this study believed that

patient’s mental health problem was jeopardizing not only their mental health but
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also physical health such as suffering from hypertension, chest pain and migraine

most of which were stress related health problems (Shamsaei et al., 2015).

3.6 Evidence on the determinants of caregiver burden

Among the 15 main literatures, most of them are qualitative study which use
purposive data collection method to access both psychological and socioeconomic
burden while 7 studies are cross sectional descriptive study which quantify the
burden by using statistical analysis.

There was two studies which analyze the burden of primary caregivers of
substance dependent individuals in India by using FBIS. FBIS was semi structured
questionnaires which focused on financial crisis, disturbance to family harmony and
activities, effect on physical and mental health. It was 24 item scale with 3 point
scale (mild, moderate and severe) (Malik et al., 2012; Mattoo et al., 2013). Malik et al
(2012) analyzed the data by using descriptive statistics in terms of mean and SD to
measure high burden and it was found that higher burden was seen in caretaker of
illiterate patients, lower socioeconomic status, having multiple and longer substance
and times of relapse. In Mattoo et al (2013), the study used many variables in simple
binomial logistic regression analysis but only the residence of caregivers is statistically
significant as rural subjects reported higher emotional burden than urban residence.
Chi-square test statistics was used to compare between financial burden score and
demographic variables and higher financial loss was seen in unemployed caregivers
(P<0.05).

Moreover, the quantitative study which was performed in Ohio to predict the
burden of caregivers who have the women substance abusers within family used
Behavioral Problems Scale to measure the patient’s aggressive behavior (Ishler et al,,
2007). It was composed of 58 items with 5 point scale to access client’s behavior
such as creating monetary problems, aggressive with neighbors and did shameful
things towards caregivers. The study used predictor variables including patient factors
such as age, education, dual disorder, behavioral problems, extent of drug/alcohol
problem, extent of emotional problems, caregiver’s gender, less help form family

and less help from friends to measure subjective burden (worry, stigma, displeasure)
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and objective burden (impact). It was clearly seen that only the patients behavioral
problems is significant factors affecting positively on both outcomes (p < .01) while
lack of family support (p < .05) predicted a greater objective burden after controlling
all other factors in the regression analysis (Ishler et al., 2007).

There is another study which examined differences in caregiver burden and
expressed emotion between caregivers of patients with substance use disorders
(SUDs) and co-occurring disorders such as attention deficit hyperactivity disorders or
autism spectrum disorders and caregivers of patients with only SUDs. The study used
one way ANOVA to find the significant difference in burden score between three
groups of patients: one group with only SUDs and other groups with SUDs together
with dual disorders. The result proved that only the number of contact hours
between patients and caregivers increased the caregivers’ burden substantially no
matter patients had co-occurring disorders or not. In multivariate analysis, number of
contact hours between caregivers and patients was significant indicator that promote
psychological burden (Kronenberg et al, 2016).

There was also one study which used two secondary data sets to measure
the differences in caregiver burden between youth with SUDs and youth with other
mental disorders. The result was shown that caregivers of patients with SUD reported
more conflict with neighbors, community and legal problems and also felt more grief
and worry. Being a biological parent, poor psychosocial functions of patients with
surrounding were two indicators of caregivers’ psychological distress in multiple
regression analysis (Brannan, 2006).

Most of the qualitative studies used in depth interview to access caregiver
burden and coping methods of caregivers (Choate, 2011; Choudhary, 2016;
Templeton, Patel, Copello, & Velleman, 2007; Usher et al., 2007). Among 8 studies,
most of the studies used thematic analysis (Choudhary, 2016; Doku et al., 2015;
Iseselo et al.,, 2016; Orr et al,, 2013; Templeton et al., 2007). Others used grounded
theory and phenomenological analysis (Haskell et al., 2016; Shamsaei et al.,, 2015;
Usher et al., 2007) for data analysis.
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3.7 Coping mechanism

Coping mechanism is defined as “the behavior that protects people from
being psychologically harmed by problematic social experiences” (Pearlin &
Schooler, 1978). So, the more important the caregiver’s role in the family, the higher
the burden and the greater the stress from caregiving. To measure the coping
mechanism quantitatively, Brief COPE is a commonly used self-rated scale. It is a
shorter version of 60 item COPE scale and it has divided to 14 coping strategies
including self-distraction, active coping, denial, substance use, use of emotional
support, use of instrumental support, behavioral disengagement, venting, positive
reframing, planning, humor, acceptance, religion and self-blame(Carver, 1997).

Although, there is no study which analyzed caregiver burden of drug use
disorders by using Brief COPE, it can be seen in other studies like caregiver burden of
schizophrenia. Since drug wuse disorder is also severe mental disorder like
schizophrenia, some findings can imply to this study. There was one literature which
analyzed the coping methods of 200 caregivers of schizophrenic patients by using
cross-sectional descriptive study. In this study, 28 item Brief COPE self-rated scale
was used. Pearson’s correlation was used to analyze the relationship between Brief
COPE with psychological distress and it was found out that psychological distress had
a positive correlation with the avoidant coping strategies such as substance use,
behavioral disengagement, venting, and self-blame and these are also predictors of
stress in multiple regression analysis. But Coping strategies such as substance use and
behavioral disengagement were seldom adopted coping methods among caregivers
of schizophrenia while positive reframing, acceptance and religion are the most
common methods of coping (Ong, lbrahim, & Wahab, 2016).

Another study also used Brief Cope to measure coping mechanism among
caregivers of women with breast cancer. In this study, coping was mainly divided into
two main parts, active coping and avoidant coping strategies. Active coping is also
known as favorable and problem focused coping where individual accept the current
situation and try to deal with difficulties actively while avoidant is maladaptive
coping where individuals refuse the situation they faced. Active coping included

acceptance, seeking emotional support, planning, religion and positive reframing
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while avoidant coping were substance use, behavior disengagement, humor and
denial (Kershaw, Northouse, Kritpracha, Schafenacker, & Mood, 2004). In this study,
descriptive statistics indicated that acceptance was the most frequently used coping
strategy reported by both patients and caregivers. Moreover, Pearson correlation
coefficients were calculated to assess the relationship between coping strategies and
demographic variables and found that less educated caregiver used avoidant coping
more. Moreover, multiple regression analysis was run to find the effect of coping
strategies on quality of life and it was found out that caregivers who used avoidant
coping strategies had lower mental quality life scores (beta=-0.34, p= <0.01) (Kershaw
et al., 2004).

There was one systematic review about the coping mechanism of caregivers
of clients with severe mental illness (SMI) by reviewing 14 papers to analyze the
most applicable coping strategies in caregivers. Qualitative (43%), quantitative (21%)
and mixed method studies (36%) were included and studies were form different
countries such as United States, Taiwan, Korea, Australia and Wales. All the caregivers
in the articles are family members of mentally ill person such as parents, siblings,
spouses, son and daughter. Caregivers reported receiving health education could
help them to cope well with mentally ill person and sometimes, lack of information
and loose communication between service providers and them made them to
survive more difficultly with patients. Accept the real condition of person with SMI
was common coping and it could relief stress and tension of the caregivers in their
life and could reduce misunderstanding between caregivers and ill loved ones.
Performing religious activities to be resilient with psychological burden was
recommended coping strategies for the caregivers according to this synthesis paper.
Last but not the least, having plans for future in caregivers was found out as good
coping strategies to have peaceful life (Cotton, 2015).

According to the qualitative studies, the most common method of coping of
the caregivers with severe mental disorders was religion such as asking help from god
which means that caregivers believed in religious support to relief from the suffering
burden, go to spirit and pray more than usual (Doku et al., 2015; Iseselo et al., 2016).

Withdrawing from being a caregiver because of the feeling of hopelessness is the
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other way of coping of caregivers of drug use disorders (Choate, 2011; Usher et al,,
2007). In Iseselo et al., 2016, caregivers said that they cut off some expenditures to
purchase medicine for mentally ill person which cannot be provided by public
hospital. Giving a positive response to the current situation, accepting, finding social
support from surrounding and trying to know more about patients’ health condition
were the other strategies of coping to cope with emotional crisis (Bhowmick, Tripathi,
Jhingan, & Pandey, 2001; Doku et al., 2015; Iseselo et al., 2016). Hope can also be
seen in two qualitative studies Doku et al (2015) and Iseselo et al (2016), according
to which hope for miracle, hope for new treatment process and hope for support
from self-help group were discussed as copins.

There was one qualitative study which examined the caregiver perception
upon their substance use patients, their opinions on health intervention and changes
of ways of coping after getting intervention in England. In this study, before
interviewing to caretakers, they have been given psycho social intervention which
last about 12 weeks. In semi-structured interview, most of them reported that these
intervention could affect them positively to change their coping style to better way
but some still mentioned that the interventions are not much effective to be
relieved from problems they suffer. Moreover, some of the caregiver reported that
accepting the real condition like saying out loud their emotional burden to good
listener (health professional) reduced their burden and felt strong since they knew
that there was someone who cared their problems. Controlling their feelings of worry
for patients and reducing stress were the other domain of coping called acceptance.
Finally, caregivers said that being optimistic towards the problems and stop shouting,
blaming and saying cruel things at patients could alleviate patients’ agony and
change their behavior (Templeton et al., 2007).

It is also found that planning was one of the coping strategies of parents
with drug using adolescents such as being a friend of drug using son or daughter to
influence their behavior instead of over-controlling or blaming, try to cooperate with
police to frightened addicted person (Usher et al.,, 2007). To overcome the lack of
information, some caregiver planned to read books to understand more about

patient illness. Some said that they never got health education from health
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professionals except interviews and so they felt that they left too much behind in
treatment process of patients (Shamsaei et al., 2015).

So, it can be clearly seen that religious coping to cope with emotional crisis
was the common coping strategies used by caregivers of patient with drug use
disorders and severe mental disorders (Doku et al., 2015; Iseselo et al., 2016).
Planning and getting rid of being a caregiver were the common coping mechanisms
of substance abused adolescents’ parents (Choate, 2011; Usher et al.,, 2007). In the
studies which applied Brief Cope, avoidant coping strategies such as substance use
and behavioral disengagement were seldom adopted coping methods among
caregivers of schizophrenia while positive reframing, acceptance and religion are the
most common methods of coping especially to control emotional feelings such as
disappointment and un satisfaction (Ong et al., 2016). Sometimes caregivers cut other
expenditures to cope with financial loss even though it was not discussed directly as
financial coping in the literatures (Doku et al., 2015; Iseselo et al., 2016). It was also
found out that acceptance was the common coping adopted by both patients with

breast cancer and their caregivers (Kershaw et al., 2004).

3.8 Barriers to coping

In this study, stigma and lack of support is considered to be main boundaries
to active coping since there is an evidence in the literature that receiving less stigma
and much social support can alleviate both socioeconomic and psychological
burden suffered by caregivers.
3.8.1 Stigma

Stigma is regarded a significant barrier to get support and help for mentally ill
persons and their family members from the surroundings, and also a large hindrance
to seeking care and recovering (Hanafiah & Van Bortel, 2015). It is important to note,
however, that stigma was strong with all forms of mental disorders but worse with
drug use disorders and this contributed detrimental effects to caregivers and family
members of drug use individuals. Stigma was the significant barrier to get financial

support to cope with socioeconomic burden and it was also the main barrier to seek
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emotional and social support to cope with psychological burden (Choudhary, 2016;

Doku et al., 2015; Usher et al., 2007)

3.8.1.1 Stigma on patient

Drug using individuals suffered stigma not only from surrounding but also
from health care professionals (Haskell et al,, 2016). As a matter of fact, caregivers
could also feel sad, powerless and they had less desire to seek care for their alcohol
or drug users and it became main barrier to get access by patients.

Health professionals usually had negative attitude and judgment with
individuals who were suffering from substance use disorders especially with drug
users. For example, nurses described that they had no desire to take care of drug
using individuals since they thought it was unsafe for them and they used to be less
prompt to give care to them. This negative opinion could diminish quality of life of
patients (van Boekel et al,, 2013). In one qualitative study which analyzed the
perception of patients and family members on services for mental health, drug users
mentioned that it was very painful for them when health professionals called them
“fool or stupid”. Another drug using individual mentioned that they did not get
enough services from doctors because of the reason of being addicted. For example,
if they were in the ER with comorbidities of drug use disorders like seizure, doctors
did not try to stop their problems by giving medicine in time. So, to escape from that
kind of negative judgment, they tried to conceal their problems without saying true
medical history such as concealing the history of trying to attempt suicide (Haskell et
al,, 2016).

There was one study conducted the perception of health professionals
including psychiatrists, psychologists and counsellors on stigma of mental disorders in
Malaysia by using in depth interview. They reported that stigma push sufferers to live
silently in the agony and the negative consequences of stigma has considerably large
impact on caregivers and also on societies. Main reason that exaggerate the stigma in
public were lack of education and the media showing inappropriate image of

mentally ill person. Meanwhile, participants in this study mentioned that patients or
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family members who received that sort of discrimination became less self-worth, lost

confidence and menial within society (Hanafiah & Van Bortel, 2015).

3.8.1.2 Stigma on caregivers

In Ishler et al (2007), 82 family members of women substance used
individuals were chosen purposively and stigma scale was applied to measure the
level of perceived stigma. It was nine item self-rated scale and higher score intended
to have greater stigma. In regression analysis, it was found out that receiving less help
from friends was the main predictor which contributed higher stigma on caregivers
after controlling all other factors. Moreover, in Choudhary (2016), caregivers tended
to mask their patients’ substance use problem as they were afraid of accepting
stigma from their friends and surroundings. Thus, stigma became the barrier to get
emotional support for the caregivers of patients with drug use disorder to cope with
psychological distress.

Moreover, caregivers in Tanzania from qualitative study reported that no
neighbor came and visited to their household with drug users and they did not allow
patients to deal with them (Iseselo et al, 2016). In one qualitative study which
performed both in depth interview and FGD to explore the experience of caregivers
of clients lived with severe mental disorders, caregivers mentioned that they suffered
social isolation because of taking care of client which in turn lead to suffer stigma
from surrounding since they were being withdrawn from society. Some caregivers
were afraid of their clients being hostile to new friends or respected person when
they visited to their home (Doku et al., 2015). In Iseselo et al (2016), some caregivers
suggested that stigma upon mentally ill patients seemed to be obvious as their
behaviors was unacceptable by surrounding but blaming was stronger upon them for
letting patient into this condition. However, caregivers’ emotional distress was more
significant when they received discriminated words and manners from relatives and
close ones.

This type of social stigma was more significant in parents especially mother of
adolescents with drug use disorders. Parents have been accused by the environment

that they had to have some problems within their household such as children



36

imitated drug using behavior from their parents or sometime people criticized that
parents did sexual or physical abuse to their child. That kind of strong negative
judgments from surrounding created shame and forced parents to be withdrawn
from society (Usher et al., 2007). Therefore, it can be clearly seen that both sufferers
and caregivers endured different forms of stigma at everywhere at any time and
these are the barriers to seek care, to seek emotional and social support by the

caregivers.

3.8.2 Lack of support

According to Ishler et al (2007), receiving help from society in terms of
financially, socially including education, information and morally can be regarded as
social support. There is evidence that getting sufficient social support can alleviate
both socioeconomic and emotional burden of caregivers. In one qualitative study
which was analyzed about the burden of caregivers of severe mental disorders in
rural Ghana, caregivers described that there was no financial and social support from
community in such a way that resources were limited, people were already being
poor and had any money to subsidize them, there was no sympathy and also has
high stigma. Thus, in this study, author suggested that government should implement
the policies to provide cash loans in order to improve work opportunities and should
plan residences for family members to reduce financial burden substantially (Doku et
al., 2015). Even though that study focused on all types of severe mental disorders, it
can be noted that the society has same or even more negative perception upon
caregivers of drug using patients.

Furthermore, caretakers also opened up that they needed educational
support from health providers to better understand their patients’ conditions and
sometimes they became depressed because of lack of information. If they received
educational support, they said that they can manage how to cope with the patients’
behaviors and symptoms and they could plan for patient’ future. Furthermore, they
reported that mental health professionals should not exclude them form treatment

process as they could help more if they knew what was wrong with their patients.
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Therefore, lack of support in terms of education and information became the barrier
to cope with positive ways (Haskell et al., 2016; Shamsaei et al., 2015).

In one qualitative study which was explored about caregivers’ involvement in
providing services for drug and alcohol users in North-east Scotland, only 5 out of 20
caregivers reported that they received support through counselling and social
network team. Nevertheless, most of the caretakers in this study experienced feeling
of helplessness since service providers were never regarded them as caregivers and
not interested their feelings at all. They were seldom called up to discuss with them
and if so, the meeting was full of their schemes and plans without focusing on
caregivers’ needs. Because of this, caregivers coped alone and sometimes they chose
to withdraw from caregiving since they had no choice (Orr et al,, 2013).

Moreover, in one study which was concerned about the burden of caregivers
with women substance use patients in Ohio, among 82 caregivers, nearly 50% of
them had no connection with health professionals (Ishler et al., 2007). This was
because caregivers preferred health professionals who cooperated with them to
improve patient’s treatment, who treated their drug using patient as a family
member, who provided knowledge concerning their patient’s mental health
prognosis and treatment to them and who did not exclude them from treatment
course (Choate, 2011).

Therefore, it can conclude that both stigema and lack of support at different
levels were the barriers for the caregivers to get financial support to cope with
economic burden, emotional support to relieve from psychological burden and to

access health education and information to plan for patient’s future.

3.9 Summary and gap

In conclusion, caregivers have to be responsible for a large share of direct
medical and non-medical cost which lead to financial burden especially in
developing countries like India and South Africa and caregivers’ financial problems
were discussed in the literature, both qualitatively and quantitatively (Doku et al,
2015; Mattoo et al,, 2013; Sibeko et al., 2016). Selling belongings until exhausted, job

limitation and time loss are the most common occurring indirect cost of
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caregivers(Clark & E. Drake, 1994; lIseselo et al, 2016). It was found that social
limitation and family interruption are other forceful dimensions of burden that
incurred by caregivers of drug using patients(Choate, 2011; Choudhary, 2016).
Sadness, anger, stress, guilt, shame and worry are the main subthemes of
psychological burden found from the literature (Choudhary, 2016; Haskell et al,,
2016; Ishler et al., 2007; Usher et al., 2007). It can also be noted that caregivers who
have female substance use individuals had to endure more psychological burden
than other caregivers (Brannan, 2006). Furthermore, according to the synthesized
literatures, religion, acceptance, withdrawal and planningare main forms of coping
which was used by the caregivers of substance use individuals (Choate, 2011; Doku et
al., 2015; Shamsaei et al., 2015; Templeton et al., 2007).

There is also a relationship between socioeconomic burden and
psychological burden such as financial crisis, time devotion and patients’ behavioral
problems with surrounding which could exacerbate the caregivers’ emotional crisis
(Brannan, 2006; Kronenberg et al., 2016; Mattoo et al.,, 2013). In Ishler et al (2007),
they analyzed the predictors of both socioeconomic and psychological burden.
However, the result shown that caregivers suffered more psychological distress
compared social and economic burden. So, it can be considered that psychological
burden is more evident burden in caregivers of patients with drug use disorder.

There is only one study which analyzed socioeconomic burden, psychological
burden, coping mechanism of caregivers of drug use disorders using qualitative
methods(Choudhary, 2016). Another qualitative study from Tanzania was nearly the
same with current study which interpret psychosocial problems of caregivers, coping
and barrier to coping but it explored only on caregivers who caring patients with
mental disorders (Iseselo et al.,, 2016). Therefore, it is clear that no research was
extensively done on caregivers of drug use disorders by using four outcomes such as
socioeconomic burden, psychological burden, coping strategies and barrier to coping
by using mixed methods.

One of the important gap in the literature is that there is unclear about which
are the strategic coping methods of all types of caregivers. Since most of the

literatures are mainly intended to access the coping strategies of parents with
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adolescents’ substance use problems, it is very necessary to know how other
caregivers (relatives, spouses, and friends) cope with diverse hindrances for drug use
disorders (Choate, 2011; Usher et al., 2007).

In addition, in Myanmar, there is a shortage of research to drug use disorders
compared with other mental disorders since it is a very sensitive issue. There is only
one study which examined the experience of imprisoned drug users to know the
difficulties that they encountered with current Myanmar drug policy (Jensema &
Kham, 2016). So, it is essential to know that what the main driven factors of caregiver
burden of drug use disorders are in terms of financially, socially, psychologically in
Myanmar. Again, it is not very clear how caregivers cope with these burden in
Myanmar since coping mechanism of Myanmar refugees was only accessed in one of
the systematic review for mental health interventions (Nguyen, Lee.C, Schojan.M, &
Bolton.P, 2018). Therefore, it is urgently to know the caregiver burden of drug use

disorders, their coping strategies and barriers of coping in Myanmar.
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CHAPTER IV
RESEARCH METHODOLOGY

4.1 Conceptual framework

The idea of the conceptual framework came from literatures and it was
constructed by using deductive approach. Even though drug use disorders contribute
huge burden to the sufferer, family members, employer, and country as a whole, the
study emphasized only the burden on caregivers. The framework was divided into
four main parts: socioeconomic burden, psychological burden, coping strategies and
barriers to coping according to the outcomes of the study. Furthermore, all the pre-
identified themes under each outcome were consistent with the existing literatures.

In Mattoo et al (2013) study, it was found out that financial burden was
commonly occurring burden and it was more prominent in unemployed caregivers.
Moreover, in one qualitative study in Tanzania, all the respondents stated that
financial crises including transport and medication cost during hospitalization was
very high. Job limitation of caregivers due to taking care of patients with mental
disorder was the main reason of income loss. Patient’s uncontrollable aggressive
behavior created problems inside and outside family. Social isolation was occurred
because patients made conflicts with surrounding and also caregivers had to devote
most of their time to them (Iseselo et al,, 2016). In another qualitative study in
Ghana, caregivers who took care of family members with severe mental disorders
could not deal with their best friends as they had to emphasize on patients almost
all the time(Doku et al., 2015). Therefore, financial losses, productivity losses, social
limitation and negative impact on family were considered as sub themes under
socioeconomic burden in the current study.

Psychological burden was mainly discussed by using qualitative methods in
two literatures (Choudhary, 2016; Usher et al., 2007). In Choudhary (2016), sadness,
anger, stress and guilt were subthemes under psychological burden. Usher et al
(2007) analyzed the parents’ psychological burden when they encountered their
adolescents’ drug used problems Some of the studies analyzed the predictors of

psychological burden in caregivers of patients with drug use disorders by using



41

different caregiver variables, family variables and patient variables. In one study
which used parental stress scale to measure the level of stress in parents who had
the children of age group between 3 and 10, high stress was found in parents with
lower education levels, divorced and single parents, unemployed mothers and
parents who had more children (Algarvio, Leal, & Maroco, 2018). In Malik et al (2012),
FBIS was used to measure both socioeconomic and psychological burden and higher
burden was seen in caregiver of patients with lower education level, low income,
longer duration of substance use, younger age, multiple misuse and times of relapse.
In Mattoo et al (2013), the study used many variables in simple binomial logistic
regression analysis such as age, marital status, occupation, type of family of
caregivers but only the residence of caregivers is statistically significant as rural
subjects reported higher emotional burden than urban residence. Being a parent
caregiver, number of contact hours, having female addicts were the main reason why
emotional crisis was interrupted in caregivers (Brannan, 2006; Kronenberg et al,,
2016). Therefore, in current study, twenty variables that consistent with literatures
were chosen to find the differences in level of stress of caregivers according to
caregiver, family and patient socio demosgraphic characteristics. To find the
association between patient’s severity and patient’s characteristics, eight patient
variables were included. These variables were clearly stated in the following
conceptual framework (See figure 4).

In terms of coping, to cope with psychological burden, positive coping such
as doing religious activities, accepting patient’s condition, planning for future and
negative coping such as getting rid of being a caregiver were commonly used by the
caregivers of patients with drug use disorders and severe mental disorders (Choate,
2011; Cotton, 2015; Iseselo et al,, 2016; Usher et al., 2007). However, to cope with
financial coping and to alleviate economic burden, cutting other expenditures were
the common coping strategies used by caregivers (Doku et al., 2015; Iseselo et al,
2016).

Stigma and lack of support from the government and community were the
significant barrier to get financial support to cope with socioeconomic burden, it was

also the main barrier to seek emotional and social support to cope with
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psychological burden and to access health education and information to plan for
patient’s future (Choate, 2011; Choudhary, 2016; Doku et al., 2015; Haskell et al,,
2016; Usher et al., 2007)

Therefore, in the current study, financial burden, productivity loss, social
limitation and negative impact on family structure were the sub themes of
socioeconomic burden while sadness, anger, worry, fear and guilt were pre-defined
as psychological burden. Moreover, religious coping, financial coping, acceptance and
withdrawal were the most common method of coping of caregivers from literatures.
Finally, stisma and lack of support was considered as the barriers to coping
mechanism of caregivers. After data analysis, new themes came out from the

interview organized again with pre-identified themes from the conceptual framework.
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4.2 Study design

This was a hospital-based cross-sectional descriptive study using mixed
method. This study was the combination of both quantitative and qualitative
approach to capitalize on the strengths of each approach. The study was included
only hospital-based population. Hospital- based in this study refers to the caregivers
of drug use disorders who are seeking treatment recently in the Mental Health
Hospital (Yangon). Those who do not access the hospital are excluded, which is a
major limitation of this study. The mixed method approach was applied in all stages
of this study, such as formulation of research questions, elaboration of the research
design, data collection and data analysis procedures, and interpretation and
discussion of the findings. Since the aim of the study intend to explore the hidden
burden of vulnerable population, in depth interview was chosen to be more suitable
to understand details of caregiver burden of patients with drug use disorders and to
see their insight of how they feel psychologically, socially and economically.
Moreover, in depth interview is the way of communication between interviewer and
interviewee strongly and can explore their feelings, norms and contextual factors
related to specific topic. It also allows the researcher to know sensitive and complex
issue more clearly and precisely (Save the children, 2014). Most of the literatures
explored the caregiver burden of drug use disorders by using qualitative approach
with in-depth interview (Choate, 2011; Choudhary, 2016; Haskell et al, 2016;
Templeton et al., 2007; Usher et al., 2007). However, in the current study, in order to
achieve the research objectives and provide comprehensive data, both quantitative
and qualitative data are collected and given equal emphasis, which allows the

researcher to combine the strengths of each form of data.

4.3 Study period
The study was conducted from April 2019 to July 2019.

4.4 Study area
The study was conducted in Mental Health Hospital (Yangon), Myanmar.

Although there are two mental hospitals in Myanmar, Yangon Mental Health Hospital
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is chosen since it is the largest mental hospital in Myanmar composed of 1200 beds
and also it is Tertiary care teaching hospital affiliated with University of Medicine (1).
It intends mainly for curative treatment and also performs as a referral and specialist
hospital with an outpatient department, general psychiatry units, mood disorder
units, schizophrenia units, alcohol de-addiction and research unit, drug dependency
treatment and research unit, forensic unit, long-stay and rehabilitation unit, and
community mental health unit. This study was performed in drug dependency
treatment and research unit and Unit Ill of mental hospital since the primary informal

caregivers of drug use disorders were approached here.

4.5 Study population

The study population was primary informal caregivers of patients with drug
use disorders who had registered in the Mental Health hospital (Yangon) as inpatient.
The study included inpatient because most of the heroin users were usually long
term hospitalized patients. Even the amphetamine and other drug users were
hospitalized since caregivers usually sought care for their patients at the hospital
when their patients became aggressive, uncontrolled or occurred other severe

symptoms with drug use.

4.5.1 Inclusion criteria
Since the study cannot access all the caregivers of drug use disorders within
limited time frame, it is very important to set inclusion criteria. Most of the inclusion
criteria were in line with literatures and also contextual factors of Myanmar. The
following were the inclusion criteria of this study.
- Caregivers who were 18 years and above.
- Caregivers with at least one year of caring experience.
- Caregivers who were family members of drug use patients and who lived in
the same household with drug users.
- If there was more than one caregivers for one patient, primary caregiver who

spent more time with patient was chosen.
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4.5.2 Exclusion criteria
This is also essential to set as it allows the study to be more homogenous
within particular population and also to come out with more specific and reliable
result. Since the drug using patients can have alcohol misuse, this study included
informal caregivers of patients who also had alcohol misuse. The following are the
exclusion criteria of this study.
- Caregivers who did not want to participate in the study.
- Caregivers of drug using patients who were under rehabilitation process.
- Caregivers of patients with other long term medical illness not associated
with drug used.

- Paid caregivers and formal caregivers were excluded.

4.6 Sampling procedure

Purposeful sampling method was used to achieve required sample size for
both qualitative and quantitative analysis, at least 30. In order to emphasize on main
problem in depth , it is of vital importance that the participants are rich with
particular information related to research topic which means that it is better to
choose participants who have experience with research title as researcher only know
a little about this (Patton, 1990). In this study, primary informal caregivers of patients
with drug use disorders were chosen since they keep in touch with social, financial
and emotional burden of taking care of patients and also various strategies in coping
to tackle with these burden. Moreover, in order to avoid the issue of bias and
heterogeneity, only the primary informal caregivers of patients with drug use
disorders who were under the treatment in the hospital as inpatient were selected.

Firstly, psychiatrics at drug dependency treatment unit and unit Il who were
currently giving treatment to drug users were approached to know the history of
patients, diagnosis of patients and to get the information about the informal
caregivers who accompanied with patients. Since psychiatrics used to talk with
caregivers, they suggested the ones who were free from severe psychiatric illness,

who were interested in interview about their patients and who had ability to sit in
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the interview. Secondly, nurses were approached to know the day when caregivers
came to meet with their patients. Registered book was checked to get the address
and phone contact of the caregivers. Finally, caregivers were approached while they
were waiting for the psychiatrics to know their patients’ condition or while they came
to the hospital to meet with hospitalized patients. Researcher explained the purpose
of the study to the primary informal caregivers and if they were interested to
participate, the informed consent form were given to them. After that, convenient

date, time and place for them were asked.

4.7 Data collection method

Face-to-face in-depth interview was conducted by using structured and semi-
structured questionnaires using native Myanmar language. Firstly, approval was
requested from authorized people of the hospital and other related departments
with drug care. Moreover, some relevant documents such as registration were
checked to ensure the total year of addiction, address to contact with caregiver of
the patients. Then, the participants were explained about the purpose of the study,
risk, benefits and confidentiality according to informed consent (see Appendix 3)
which provided to every participants and requested for participation in the study. If
they allowed, the interview was initiated. The interview took about approximately 45
minutes to 1 hour.

The structured questions were used to access socio-demographic
characteristics of caregivers, family and patients, addiction severity index (ASI) and
caregiver stress scale (CSS). The qualitative study was carried out to explore the
burden of caregivers, coping strategies and barriers to coping. A mixed method study
answers both issues. The quantitative method addresses the stress level of
caregivers and the qualitative method addresses and explores why these stresses
were incurred.

To measure the severity of addiction of the patient throughout lifetime, ASI
was used. Since the burden between different caregivers with different caregiving
period could not be identical, ASI was included to know how each caregiver rated

their patient’s severity with their own knowledge. The scale was adapted from
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(Mclellan, Carise, H.Coyne, & Jackson, 1984). Since the scale was too long, it was
adapted to fit in limited time according to context of the recent study and it consists
of only 10 questions to access severity. Actually, it is patient rated scale for their
severity themselves. However, since patients were not included in this research, it
was caregiver subjectively rated scale for their patient’s severity such as 0 - Not at
all, 1 - Slightly, 2 — Moderately, 3 - Considerably and 4 — Extremely. However, each
patient’s chart was cross-checked by the researcher to ensure the respondent’s
answer. The reliability of the short version was calculated after data collection and it
was mentioned in the next chapter.

Furthermore, to measure the level of caregiver stress, CSS was used which
was directly adopted from parental stress scale, 18 item self-report scale with 5
points such as strongly disagree, disagree, undecided, agree and strongly agree. The
higher the score, the greater the caregiver stress. It was included in this study to be
clearly seen how caregivers’ psychological burden is higher to concern with their
patients. The internal reliability of the scale showed the satisfactory level which is
(.83). (Berry & Jones, 1995). These scales can be seen details in the Appendix (1).

Guided questions emphasized on socioeconomic burden, psychological
burden that they incurred during taking care of drug using individuals, their coping
methods and what were barriers to coping. Socioeconomic burden included probes
such as financial problems, productivity losses, social limitation, negative impact on
family structure because of drug users. Psychological burden contained emotional
feeling and suffering of caregivers such as fear, anger, sadness, suilt, blame and
stress. Coping mechanism intended mainly to know how caregivers solve a variety of
problems that they encountered by drug users. Finally, it was included some

questions which explored about the barriers to coping.

4.8 Data management and analysis

For the quantitative analysis, the descriptive statistics is used to interpret
socio demographic variables of caregivers, family and patients. Categorical variables
were described by using frequency and percentage while mean and standard

deviation were used to show continuous variables. To find the association between
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caregivers’ stress level and severity level according to these variables, independent
sample t-test for independent variables which have only 2 groups and one way
ANOVA with post hoc test for the independent variables which have more than 2
groups were applied. For the comparison study, Pearson’s correlations between the
two dependent variables: caregiver stress and severity was assessed. Reliability of the
scales was measured by the Cronbach’s alpha.

Since Framework analysis is popular method of data analysis used in health
related qualitative research, it was chosen for this study. Basically, framework analysis
is usually inductive but it is well suited with the research which has already
developed pre-determined interests with framework (a priori issue). It is very useful in
the research mainly intends to implement policy implication for the specific case
within short period and it allows to clearly see the every step of data analysis until
the outcome and result come out. The framework analysis includes five steps as
described below.

1. Familiarization

2. |dentifying of the themes

3. Coding

4. Charting

5. Interpretation (Lacey & Luff, 2009)

All the interviewees in this study were Myanmar and native Myanmar
language was used for the interviews. Firstly, data was transcribed from audio tape
record using Myanmar language. Verbatim transcriptions were prepared after each
interview and translated into the English language by the researcher. The transcripts
are read many times to familiarize with data and to identify themes according to
conceptual framework. Since the study already had pre-identified themes, new
themes emerging form the in depth interview was extracted and organized again with
the existing ones. Furthermore, coding was conducted by using Atlas.ti software.
During the second step, the researcher developed codes. The developed codes were
refined until there was no new code that emerged. The third step was searching for
themes. A matrix table was used to list the codes, and all the codes were sorted and

the related codes were listed into one theme. For example, hospitalization fees,
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legal fees, religious fees, increasing expenditure, etc. were the codes under subtheme
“Financial loss” which corresponds to the major theme “Socioeconomic burden”.
This process was carefully performed on all the transcripts. The last two steps

involved reviewing and refining the themes and report writing.

4.9 Ethical Consideration

Ethical approval of this study was obtained from Institutional Review Board,
Defence Services Medical Research Centre, Directorate of Medical Services, Ministry
of Defence, Republic of the Union of Myanmar. Ethical clearance has been approved
on May 4, 2019 with reference number (IRB/2019/15). The ethical clearance form can
be seen in Appendix (4).

4.9.1 Description of the process used to obtain document informed consent
The informed consent form which contains title, purpose of research,
procedures, duration, risks, benefits and confidentiality was obtained from the
Defence Services Medical Research Centre, Myanmar and it was provided to each
and every participants. After that, they were requested to participate in this study.
The signature of the interviewee was taken after he/she thoroughly read and
understand the information given in the consent form. If he/she was illiterate,
researcher explained and read all the information enclosed with consent form in
front of the witness and signature of witness together with interviewee’s finger print
was obtained at the same time. The confidentiality of the private information was

maintained and can see details in section 4.9.3.

4.9.2 Plans for publication of results while maintaining the privacy and
confidentiality of the study subjects

The findings is used only for the research purposes in writing academic
journals, paper and oral presentation in conferences. Interviewee’s name and
personal data are not described. After thesis, the results will be submitted to

graduate school of Chulalongkorn University and also to Department of Medical
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Research (Myanmar). The findings will be shared to the superintendent of the Mental

Health Hospital (Yangon).

4.9.3 Procedure for maintaining confidentiality

The participant’s private information is kept confidential and it is not subject
to an individual disclosure, but is included in the research report as part of the
overall results. Before data collection, the researcher explained nature and purpose
of the study and assure the confidentiality. No name is mentioned in this study and
coding system is used in collecting the data. The results of the study is used only for
health care and research purpose. All the written documents and recording of the

participants’ speech will be deleted one year after data analysis.
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CHAPTER V
RESULTS AND DISCUSSION

The results of both qualitative and quantitative methods on caring for
patients with drug use disorders in Yangon region, Myanmar: Socioeconomic and
psychological burden and coping strategies will be discussed in this section.

5.1 Socio demographic characteristics of caregivers

A total of 30 caregivers participated in the study and most of them were from
Yangon (83%). More than half of caregivers were aged between 45 and above (53.3%)
and nearly two third were female (63.3%). 73.3 % of Bamar were included and
majority of respondents were Buddhists (90%). Almost two third of the caregivers
were parents of the drug using patients (60%) while the rest were sibling (20%), wife
(13.3%), son (3.3%) and uncle (3.3%). As can be seen in contact hours per day
between caregivers and their clients, nearly half the caregivers spent 6 to 10 hours
(43.3%), others spent 1 to 5 hours (36.7) and a few devoted more than 10 hours per
day for caring (6.7%). Two third of the caregivers lived in the same household with
other family members who helped in caregiving activities: 43.3% lived with one
helper, 10% with two helpers, other 10% with 3 helpers while one third of the
caregivers had no helper in the family (36.7%). In the sample, 40 % of the household
heads were caregivers. As in the education category, most of the caregivers were
graduate and middle-school passed, 40% and 33.3% respectively. Majority of
caregivers were married (80%) and the remainders were either single (10%), widowed
(6.7%) or divorced (3.3%). Regarding to occupation status of caregivers, more than
half ran their own business (63.3%). For income level, more than half of the
caregivers had a monthly income of >250,000 MMK (>165 USD) (55.2%) while a few
caregivers had no income (10.3%). The important findings expressed in Table 4 below

and the complete table could be seen in Table 1 in Appendix (6).
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Variables Frequency Percent
Age (Years)
<30 a4 13.3
31-44 10 33.3
>45 16 53.3
Marital status
Single 3 10.0
Married 24 80.0
Divorced 33
Widow 6.7
Separated 0.0
Occupation
Unemployed 3 10.0
Own business 19 63.3
Government staff 10.0
Non-government staff 10.0
Others 6.7
Position in the family
Household head 12 40.0
Housewife 14 46.7
Family member 4 13.3
Relationship with patient
Parent 18 60.0
Son 1 33
Sibling 6 20.0
Wife il 13.3
Uncle 1 33
Contact hours per day
Unspecified 4 13.3
1-5 11 36.7
6-10 13 43.3
>10 2 6.7
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5.2 Family characteristics

According to the respondents, nearly half of the household head were
middle school passed (53.3%) and 56.7% ran own business. In some cases, 40% of
the caregivers themselves were household head of the family. Half of the family
were nuclear (50%) whilst the other half were extended family (50%). Nearly half of
the caregivers had monthly family income between 300,000 and 700,000 MMK (200-
450 USD) (43.3%). In terms of expenditure, approximately two third of the caregivers
used 100,000 to 300,000 MMK (65-200 USD) per month for food (60.7%) while nearly
half of the caregivers used less than 100,000 MMK (< 65 USD) per month for non-
food such as health, education, clothes and others. The table can be seen in Table 1

in Appendix (6).

5.3 Socio demographic characteristics of patients

According to the caregivers’ answer, majority of patients were young person
(40 % of patients were aged between 19 and 24, 10% were <18, 16.7 % were 25-29
age group). Most of them were male (96.7%). About 66.7% were single where as 7%
were married and 3% were divorced. Similar with caregivers characteristics, most of
the patients lived in Yangon (83.3%), majority were Bamar (76.7%) and 90% believed
in Buddhism. In terms of education, more than half of the patients were middle
school passed (63.3%) while some did not finish university (26.7%) and only a few
were graduated (10%). Two third of the patients were unemployed (63.3%) and most
of them had no income. Only 10% of patients were household head and most of
them were just family members within family. In case of number of drug used per
week by the patient, most of them (77.8%) used illicit drug more than 3 times per
week while only 22.2 % used drug less than 3 times per week. More than half of the
patients (56.7%) used drug from three, four, five and ten years while 43.3% used drug
less than two years. Among 30, nearly half of the patients had the experience with
relapse and more than 80% faced with relapse for 1 to 3 times while only 15 % had
relapse more than 3 times and above. There was 21 patients who had dual disorders

and most of them had psychiatric comorbidity with psychosis (66.6%) and mood
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disorders (14.3%) while a few had physical comorbidity either HCV or HIV or both.

The detail description of the table can be seen in Table 2 and 3 in Appendix (6).
Figure 5 reveals that the type of illicit drugs used by the patients with drug

use disorder in Myanmar. Amphetamine (70%), heroin (16.7%) and cannabis which is

also called marijuana (13.3 %) were included in the sample.

Cannabis(mari
juana),
13.30%

Amphetamine,
70%

Figure 5: Types of drug use

For the misuse category, most of the care recipients used other types of
psychoactive substances along with major dependence on drugs, tobacco (73.3%),
alcohol (63.3%), betel (33.3%), amphetamine (16.7%) and marijuana (13.3%) (See
figure 6). Even though amphetamine was the major illicit drug used by patients, in
16.7% of the patients, they had two drugs misuse (heroin or cannabis as a major drug
and misused amphetamine). It was also same in the case of marijuana. 13.3% of the

patient misused marijuana as the minor dependence with heroin or amphetamine.
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16.7%
13.3%
/

Tobacco Alcohol Betel Amphetamine Marijuana

Figure 6: Other types of misuse (Multiple responses)

5.4 Addiction severity index

This scale was used to measure the severity of addiction of the patient
throughout lifetime. It was caregiver’s subjectively rated scale for their patient’s
severity as patients were not included in this research. This scale was adapted from
(Mclellan et al.,, 1984). To establish of the reliability of the questionnaire, internal
consistency of the rating scales was done by Cronbach’s alpha coefficient. Overall
Cronbach’s alpha coefficient for addiction severity index showed the satisfactory
level which was 0.72. It was composed of 10 questions and 90% of caregivers said
patients had never experienced with drug overdose and legal problems while 83% of
caregivers mentioned that their clients had no problems with understanding skills, no
suicidal thoughts and no severe anxiety. On the other hand, regarding hallucination,
13.3 % of caregivers expressed as their patient condition was extremely severe. Only
one caregiver (3.3%) stated that his/her patient has severe suicidal thought. In
addition, 50% of the caregivers stated patient has idea to use drug all the time.
Among them, 20% expressed this problem was moderately severe. The detailed
description can be seen in Table 4 in Appendix (6).

Since the outcome was considered as continuous, independent sample t-test

for independent variables which have only 2 groups and one-way ANOVA for the
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independent variables which have more than 2 groups were used to find the
association between patient’s severity and patient variables (Daniel & Cross, 2013).
The minimum score was 1 and the maximum score was 22. As can be seen in the
following Table 5, two variables which were duration of dependence and patient’s
income showed the significant association with patient’s severity. The result showed
that severity was higher in the patient group who was dependent on drugs for less
than two years compared with the group with more than 2 years of drug
dependence (p = 0.05) but it was contradictory. However, this could be the fact that
ASI was rated by the caregivers. Another possible reason was the time dimension. If
caregivers faced with their loved one’s addiction for a long time, they might be
adapted with this problem because they have already used the coping strategies and
then it leaded to lower stress and less severity. Moreover, a one-way ANOVA was
performed to determine the changes in patient’s severity according to patient’s
income. There was statistically significance difference between different income
groups (F (3, 26) = 5.13, p = 0.006). A Tukey post-hoc test showed that severity was
statistically higher in 100,001-250,000 MMK group compared to group with no income
(p = 0.004) and up to 100,000 MMK group (p = 0.01). Therefore, it was clear that the
higher the income level, the more severe the patient addiction since they had

money to buy drugs for themselves without depending on other person’s income.

Table 5: Association between severity level and patient characteristics

Variables Addiction Score p value
Mean SD

Patient characteristics

Age (Years)

<18 9.7 10.7 0.71
19-24 6.7 3.2
25-29 7 6.6
30-34 6 4.4

>35 a.r 3.8
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Education
Middle school passed 7.1 55 0.61
Undergraduate 59 4.3
Graduate 4.3 15
Income MMK/month
No income 6 3.9 0.006
<100,000 MMK ( < 65 USD) 3
100,001-250,000 MMK (65 - 165 USD) 22
>250,000 MMK (>165 USD) 6.2 4.6
Types of drug use
Amphetamine 6.5 4.2 0.34
Heroin 4.4 3.1
Cannabis 9.3 8.9
Duration of drug use
<2 years 8.5 1.7 0.05
>2 years 0.7
Relapse relate to duration of caregiving
Yes 6 1.3 0.68
No 6.8 1.2
Dual disorder
Yes 7.2 1.2 0.21
No 4.8 1.2
Misuse with other psychoactive
substances
Yes 6.4 0.9 0.85
No 7 2.3

5.5 Caregiver stress scale

To measure the level of caregiver stress, a caregiver stress scale was used

which was directly adopted from the parental stress scale, 18 item self-reported

scale with 5 response options (strongly disagree, disagree, undecided, agree and

strongly agree) (Berry & Jones, 1995). After data collection, reliability of the scale was

checked by Cronbach’s alpha coefficient. The scale expressed the satisfactory levels

of internal reliability which was 0.82. The scale has two components with positive (8

statements) and negative (10 statements). Among the positive statement, nearly half
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of the respondents (43%) agreed with the statement such as “I am happy in my role
as a caregiver” and more than one third agreed that they can fulfill their patients’
needs and wants. Although the majority of caregivers (93.3%) disagreed that they
could have better future because of having an addicted patient, they agreed with the
following statement: “My patient is an important source of affection for me”.

More than half of the caregivers agreed with negative statements such as
caring patient required more energy, left little time in their life, could not balance
between different responsibilities and exhausted of being primary caregivers. 40%
agreed and another 40% strongly agreed that the patient is major source of stress in
their life. Nearly 80% of caregivers agreed that patient contributes to the financial
burden and that the patient causes embarrassment to them. Almost all of the
caregivers (93.4%) agreed with the statement “If | had it to do over again, | might
decide not to have a drug using patient”. The detailed description of this scale can
be seen in Table 4 in Appendix (6).

Since the outcome was considered as continuous, independent sample t-test
for independent variables which have only 2 groups and one-way ANOVA for the
independent variables which have more than 2 groups were used to find the
association between the stress level of caregivers and caregiver, patient and family
level variables. The minimum stress score was 26 and the maximum was 74. Only
one variable showed a significant association with caregiver’s stress level (See Table
6). Regarding the caregivers’ age, it was divided into three groups: caregivers with the
age of below 30 (n = 4), caregivers who were aged between 31 and 44 (n = 10) and
caregivers who were 45 years and above (n = 16). In one-way ANOVA, there was a
significant difference between caregiver age groups (F (2, 27) = 4.15, p = 0.02). A
Tukey post-hoc test revealed that caregivers’ stress level was significantly higher in
the caregivers who were aged below 30 rather than caregivers who aged between 31
and 44 (p = 0.02) and caregivers who were 45 years and above (p = 0.08). Therefore,
it can be concluded that stress was higher in younger caregivers. This was because
they were sibling, son and wife of drug using individuals and they also had other
responsibilities such as job. So, they seemed to be more stressful than older

caregivers.
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Table 6: Association between stress level of caregiver and characteristics of

caregiver, family and patient

Variables Stress Score p value
Mean SD
Caregiver characteristics
Residence
Yangon 58.7 9.7 0.36
Others 63 7.6
Age (Years)
<30 70 3.2 0.02
31-44 555 12.9
>45 59.3 53
Gender
Male 59.8 1.9 0.87
Female 59.3 25
Marital status
Single 67.6 6.5 0.42
Married 58.2 9.8
Divorced 63 0
Widow 60.5 0.7
Education
Only read and write 64 0 0.52
Primary school passed 52.3 4.6
Middle school passed 59.6 52
High school passed 67 57
Undergraduate 66 0
Graduate 59.6 12.9
Occupation
Unemployed 61 7 0.67
Own business 60 7.4
Government staff 51.7 225
Non-government staff 62.3 10.7
Others 59.5 4.9
Position in the family
Household head 59.3 55 0.98
Housewife 59.7 7.6
Family members 58.7 22
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Relationship with patient

Parent 59.4 4.9 0.56
Son 71 0
Sibling 55.8 16.9
Wife 63 11.9
Uncle 56 0
Contact hours per day
1-5 60.6 6.7 0.74
6-10 60.6 6.4
>10 56.5 14.8
Family support
Yes 58.1 2.3 0.32
No 61.7 2.1
Family characteristics
Family Type
Nuclear 61.4 1.9 0.26
Extended 57.5 2.9
Income per month(Household)
<300,000 MMK (<200 USD) 59 4.8 0.59
300,001-700,000MMK(200-450 USD) 61.3 7.6
>700,000 MMK (>450 USD) 57.3 13.4
Patient characteristics
Age (Years)
<18 54.7 2.1 0.62
19-24 61 53
25-29 60.8 57
30-34 63.7 9
>35 56 16.9
Education
Middle school passed 58.5 10.9 0.57
University 62.5 6.3
Graduate 51.7 2
Income per month
No income 60.5 6.8 0.66
<100,000 MMK ( < 65 USD) 63 0
100,001-250,000 MMK (65 - 165 USD) 57
>250,000 MMK (>165 USD) 55.3 17
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Types of drug use
Amphetamine 58.9 10.5 0.63
Heroin 63.2 6.1
Cannabis 58 52
Duration of drug use
<2 years 61.2 7.6 0.37
>2 years 58.1 10.5
Relapse relate to duration of caregiving
Yes 61 1.8 0.42
No 58.2 2.7
Dual disorder
Yes 60.7 15 0.25
No 56.4 4.4
Misuse with other psychoactive
substances
Yes 59.4 1.9 0.91
No 60 3.8

To analyze the strength and direction of the two continuous outcomes,
Pearson’s correlation coefficient was determined. Caregiver stress scale was
positively correlated with the addiction severity index (See Table 7). There was a
strong positive correlation between caregiver’s stress level and patient’s severity (r =
0.4; p = 0. 02). Therefore, it allows to say that the greater the patient’s severity, the
higher the stress level of caregivers. However, it is important to bear in mind that the
addiction severity questions were answered by caregivers and their responses may

reflect their perceived stress.

Table 7: Correlation between CSS and ASI

Variables r value p value

CSS 0.4 0.02
ASl
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5.6 Qualitative findings

Since the conceptual framework for this study was constructed by using
deductive approach, it has already composed of pre-identified themes. These pre-
identified themes included socioeconomic burden, psychological burden, coping
strategies and barriers to coping which were shown in the following thematic
mapping with light blue color. Mediating factors of psychological burden were shown
with green color and physical health affected by higher psycholosgical distress was
highlighted in purple color. However, there was the new themes which were not
priori emerged from the data analysis. Caregivers emphasized during the interviews
that it is important to discuss why their patients started to use drugs. Moreover, since
the study was hospital-based, caregivers expressed about the reason why they took
patient to hospital and their perception towards the Mental Health Hospital (Yangon).
These were the important main themes emerged from data analysis which were

shown in with bright blue colors in the mapping.



64

.—V Drug use disorders Hospitalization 4—.

Burden on caregivers
Financial losses

Productivity losses
Social limitation

Negative impact
on family

Barriers to coping

Coping strategies

Figure 7: Thematic mapping of caregiver burden of drug use disorders in

hospitalized patients

5.6.1 Factors initiating drug use

It was a main theme that emerged from the data analysis. Most of the
respondents felt it is important to share their opinions of why their patients started
using drugs and how they get drugs easily.

More than half the caregivers stated their opinion of why patients started to
use illicit substances. Firstly, A few caregivers (Caregiver 7, 18, 24 and 25) said it was
because of family problems such as growing up in a broken family, death of mother
or not living together with parents. According to the Myanmar Demographic and
Health Survey (2015-16), 60.2%, 3.3 % and 3.2 % of women aged between 15 and 49
years are married, divorced and widowed respectively. In case of men who were
between 15 and 49 years, 62.4%, 2.1% and 0.7% are married, divorced and widowed

respectively (MOHS & ICF, 2017). Sometimes patients did not live together with their
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parents. They had to live in other relatives’ homes since childhood as parents had to

work and did not have time for them. One father caregiver explained as follows.

“He became like this because of his mother’s death. Since | am a household
head, | cannot stay beside him. | had to work and | sent him to his
grandmother’s house. So, there is no one to control him. He started to hang

out with many friends and did not go back home at night....” (Caregiver 18)

Another reason that accelerates drug use problems is the abundance of drugs
in the neighbourhoods and the easy access. Caregivers (Caregiver 4, 9, 11, 12, 14, 27
and 28) mentioned that there are many drug using individuals in the surrounding and
that drugs are available very easily and cheaply. One caregiver expressed that her
husband started using drugs during the time he was imprisoned. Another caregiver
who used to live outside of Yangon thought that it was easier to get drugs in Yangon
than in other regions. He said that he will send his son back to his native town after
getting treatment from the hospital. One caregiver expressed the abundance of ATS

in the surrounding as follows.

“I don’t think he can withdraw from his addiction. At this age, it is very easy
to use even though there is a little money. | am worried about the future. He
will use drugs again, | have to send him to hospital again. And | want to ask
how long | have to survive in this circle. Until he dies or until | die...”

(Caregiver 4)

Peer’s pressure was also identified as one of the factors that make patients
go the wrong way. Some caregivers (Caregiver 1, 9, 10, 13, 24, 27 and 30) said that
patients started to test the drug when they attended university since they met with
many friends. In addition, one caregiver said that her care recipient has to work
because of financial problems at home before the age of 18 (started working at the

age of 14) instead of attending school. So, he could not decide which was right or
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wrong and followed what his colleagues do and became addict. One caregiver of

female drug user said her child became spoiled because of her partner.

“She is a simple girl, with long hair. She started this when she eloped with
her boyfriend. The wife of an alcoholic uses alcohol. Like this. She injected
when she could not protect her husband from using it and she became

addicted....” (Caregiver 30)

So, it was inevitable that peer’s pressure, growing up in a broken family and
abundance of drugs in the surrounding were the main factors that triggered drug use
and test the drugs in patients. Financial hardship of the family can also indirectly

lead to use drugs in patients.

5.6.2 Reason for hospitalization

More than half of the caregivers discussed the reason for hospitalization of
their addicted patients. Some especially parents and siblings (Caregiver 4, 8, 9, 13, 23,
24 and 27) forced their patients to go to the hospital since they could not control
the patient’s abnormal behavior and aggressiveness by themselves anymore. One
mother caregiver took her son to the hospital when she saw her son was injecting
heroin in the room. However, the majority of the caregivers (Caregiver 7, 16, 17, 20,
21, 22, 25, 26 and 28) claimed that it was the patient’s own desire to go to the
hospital to get rid of drugs. Patients want to give up drugs for various reasons. For
example, they intended to stop abusing substances as they could not afford to buy
the drugs anymore, felt sorry for family members, regretted or feared imprisonment.
One caregiver expressed that how she admired her brother’s decision to come to

hospital as follows.

“He is an addict. Alright. But he tried to get rid of drugs by himself and he
can still be role model for accepting his mistake. We don’t know how to go

to the hospital. He drove himself to the hospital....” (Caregiver 7)
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5.6.3 Perception of the hospital where treatment is received

Almost all of the caregivers had a positive opinion of the hospital,
psychiatrics, nurses and even other staff such as security. During the hospitalization
of drug users, caregivers were peaceful in mind since their patients were under the
control of doctors. They said psychiatrics were very patient with their patients,
explained the disadvantages of drugs well and provided counselling regularly to
addicts. Some said they wanted to leave patients in the hospital more than two
weeks since it is safe place for them. Their patients gained weight, ate and slept well
in the hospital. So, they had the idea to share information about the hospital when
they saw other drug users in neighbourhood. One caregiver revealed that the
hospital is very strict and tests all the things including food from outside to make
sure patients are free from drugs and one caregiver described her positive feeling

about the hospital as follows.

“I appreciate all the service providers. Sometimes, even | am afraid of my

son. But they have to deal daily with many drug users....” (Caregiver 25)

“I am pleased with this hospital and its services. All are very warm and
treat patient like a family and support them physically and mentally. The
hospital is clean and they also provide food. Sometimes nurses shout at
patients but | understand that they threaten the patient with good

intentions. | respect all.....” (Caregiver 14)

Therefore, although caregivers reported hospitalization fees was high under
the theme called financial losses, almost all of the caregivers were pleased with the
services that offered by the psychiatrist, nurses and other staffs and they shared only

their positive perception with the hospital.

5.6.4 Socioeconomic burden
According to the qualitative data analysis, socioeconomic burden was one of

the major themes that emerged from the data and financial losses, productivity
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losses, social limitation and negative impact on the whole family were the sub
themes that followed. Caregivers suffered from financial losses not only due to the
direct medical cost such as hospitalization-related fees during the time drug users
were hospitalized but also due to direct non-medical cost such as religious fees,
legal fees and compensation fees for losses and injuries caused by their patient etc.
Income loss and job loss due to taking care of drug using individuals were considered
as productivity loss and social limitation was a forceful burden that caregivers
encountered as they devoted most of their time to ill individuals. Moreover, drug use
disorders imposed a large negative impact on the whole family and it increased the
caregiver burden. For example, some behavioral problems of patients such as
stealing could increase the indirect financial loss of the family and caused a bad

relationship between patient and family members, resulting in family disruption.

5.6.4.1 Financial losses

Almost all of the respondents incurred both direct medical and non-medical
cost when the patients were hospitalized in Mental Health Hospital (Yangon) to
access treatment. Hospitalization-related expenses commonly encountered by
caregivers include bed charges, expenses for food for patients during hospitalization
and transportation charges to come to the hospital. Transportation is one of the
major components of expenses. Even for the people who lived in Yangon, as the
hospital is very far from the city centre, most of them used to take a taxi to take
patients to the hospital and transportation was more difficult for those who lived
outside Yangon. In this study, one-sixth of caregivers were from other states and
regions and for those who were not from Yangon, accommodation expenses were

also incurred.

“I don’t need to pay too much for hospitalization fees but bed charges were
31,000 MMK per two weeks. Since | came from Yae, transportation charges
were so high, 200,000 MMK for hiring a van and nearly 45,000 MMK for food.

However, accommodation was just 1,000MMK per day” (Caregiver 2)
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One caregiver mentioned that money not only had to be paid at the time
when the patient was hospitalized but also for legal affairs since the patients started
conflicts with others in their surroundings and sometimes money had to be paid to
the police. In some cases, caregivers had to compensate others who were attacked
by their patients in order to solve the conflicts without having to go to court. There
was also relationship between such financial losses and caregivers’ emotional feeling.
Some caregivers (Caregiver 5, 8, 14, 16, 24, 29 & 30) cried and said that financial crisis

made them feel sad, depressed and worried about the future.

“It’s nearly 2 years that | attended a court hearing and the case has not
been settled yet. Over 1,000,000 MMK were gone for his legal case. And |
had to pay money to the police whenever they arrested my son due to
sitting in the dark at night in front of other peoples’ homes. | am very
worried that | couldn’t afford the expenses for him further if | don’t have

money .... ” (Caregiver 5)

“She worked and looked after the family before becoming addicted. After
this case, the house has been sold and filled with debt. | sink in trouble
since | have to spend extra money also for her partner who is also an

addict...” (Caregiver 30)

On the other hand, expenditures increased in the household because the
drug addicted patient demanded money for different reasons such as asking money
for health problems, money to repay lender or money to start business. One
mother caregiver said heroin was very expensive and it cost nearly 300,000 MMK

(nearly 200 USD) per week to get heroin.,

“At first, | thought she demanded money to repay to lenders. | had to pay
30,000 MMK, sometimes 15,000 MMK per day. Heroin is very expensive even
for small amounts because they tried to get it stealthily from some

connections....” (Caregiver 30)



Having dual disorders in patients such as hepatitis C could exaggerate the
direct medical cost. One mother caregiver said she had to spend nearly
20,000,000 MMK (about 13,000 USD) to treat Hepatitis C. Another caregiver

explained how she lost money because her patient relapsed several times.

“Whenever he became hostile, | sent him to the hospital. This is sixth time
of his relapse. | used to send him to a private hospital and it cost 1,500,000
MMK just for 1 month of hospitalization. Millions of money were lost for his

drug problem...” (Caregiver 8)
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Although the majority of respondents were Buddhists, only a few caregivers

(Caregiver 1, 5 and 8) had extra cost for religious activities such as offering food to

spirits or consulting fortune tellers how to reduce their patient’s drug use proble

m.

Most of the respondents who believed only in Buddha, however, did not have any

related religious expenses. It was found out that only two Islamic caregivers

(Caregiver 8 and 9) participated in the sample and one described that the religious

fees to relief patient problem was very high for her when she sent her husband

abroad to worship.

“Intending to get rid of drugs, | sent him to do the Hajj to perform religious
rites in Saudi Arabia. However, he came back from Hajj, used the drug and
the cycle started again. | remembered that nearly 6,000,000 MMK were gone
for this activity....” (Caregiver 8)

According to the findings discussed above, it is clear that most of the
caregivers face direct financial losses such as bed charges, food expenses,
transportation charges and accommodation charges for hospitalized patient while
some encountered direct non-medical cost such as money for illicit drug, legal
fees, religious fees and compensation fees which related to drug use disorders.
Other reasons that increased expenditures included health care cost for dual

disorders and treatment for relapse.
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5.6.4.2 Productivity loss

After exploring financial loss, one-third of the caregivers (Caregiver 1, 5, 13, 14,
16, 17, 19, 22, 24 and 26) continued the conversation by talking about income losses
during hospitalization. It can also regard as the indirect cost of the caregivers.
Caregivers had to accompany patients to the hospital when taking them to the
hospital for the first time and whenever they went to the hospital again during the
two weeks of hospitalization to consult with the psychiatrist or to do personal tasks
for patients. So, income loss became inevitable since caregivers left their job and the
income loss was more serious for caregivers who organized their own family business.

One caregiver explained his income loss as follows.

“I had to close my business, took him to the hospital and | stayed all day
and night beside him. It is more tiring than working. Actually, | can get
approximately 40,000 MMK per day if | work as much as | can. ...” (Caregiver
24)

Other important finding was job limitation of the drug using patients. Nearly
one fourth of the caregivers discussed about that and most of them (Caregiver 4, 8,
9, 10, 11 and 20) said their patients had no willingness to work since they were
addicted and they just thought about how to get drugs and how to get money to
buy drugs all the time without having any goal for the future. A few patients
withdrew from their jobs because of drug used problem. However, one caregiver
expressed that the patient had a desire to work and also tried to find a job, but

learned that jobs were being limited for him.

“He tried to find but he couldn’t because of his appearance. He is so thin
and unclean like drug addicted street boy and also has tattoos on his body.
You see! Which employer wants to give him a position? Before starting his
drug use, he worked and ¢ave me money back. So, nearly 100,000 MMK of
his income were lost and it made me more difficult to survive...” (Caregiver

16)
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Selling the family’s property and pawning were coded under productivity loss
as caregivers described that they had to sell and pawn income-generating assets to
come to the hospital, to solve social problems and sometimes patients sold the

property to get money for drus.

“I owned a house in the past and | opened a grocery store and my income
was 300,000 MMK per month. Now, it has been sold and | get only 100,000
per month in the new place since there are only a few customers. | also

pawned my jewelry....” (Caregiver 5)

Therefore, it can be concluded that income loss was a major issue for
caregivers when they accompanied their patients to the hospital and it was higher in
caregivers who organized their own family business. Job limitation was the problem
faced by a few patients. Selling the family’s property and pawning were indirect
financial loss of caregivers since they sold income generating assets to solve financial

problems concerning drug users.

5.6.4.3 Social limitation

Caregivers did not say explicitly that they withdrew from their surroundings
because of their patient’s drug addiction, but some caregivers especially parents
(Caregiver 2, 9, 10, 14 and 17) mentioned that they could not participate in social
activities since most of their time was devoted to the patient’s well-being such as
cooking, accompanying the patient to the hospital, watching the patient all the time
not to use drug stealthily and doing personal tasks for the patient. The other finding
related to social isolation was patient’s aggressive behavior and verbal abuse to
neighbours. One mother caregiver sadly said that she even could not participate in

religious events.

“I cannot ¢o to the monastery even in the Thingyan Holidays as | do care
and cook for him. For a long time | could not go to wedding events and

other social activities.” (Caregiver 2)
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5.6.4.4 Negative impact on family

Almost one third of the respondents (Caregiver 3, 4, 8, 13, 14, 15, 22, 24 and
26) agreed that their patients contributed negatively to family members and family
cohesion. Stealing to get drugs was the common behavioral problem of patients
faced by caregivers and other family members and it was unacceptable. Patients
threatened family members when asking for money and sometimes they took the
things and pawned them which exaggerated the indirect financial loss within the
household and the family relationships were destroyed. One female caregiver
described that her brother even tried to take the money she put aside for offering it

to God and monks as follows.

“If there are only 3 persons at home, the money did not disappear no
matter where | placed it. But if he is at home, even the hidden money was
lost. He stole the money which | intended to donate for monks and God.
Seel How he is stupid. One time, he asked for the earrings from my sister and
my sister gave these to him since she was afraid of his hostile behavior...”

(Caregiver 4)

Parents’ drug use also has large negative impacts on children. Sometimes
parents abused children physically when they got angry. The consequences of using
drug included children being stigmatized by neighbours and facing educational
disadvantages since patients even tried to take money meant for children’s tuition
fees. One caregiver (wife) mentioned how her husband’s drug used problems

affected their children.

“He jeopardizes our child’s future, education and also business. He even
tried to take money from his son’s tuition fees even though | said to him
that this is for education. | am worried my adolescent (son) imitates his
father. My son is in Grade 11 and he always g¢oes to school and tuitions. He
returns late at night and it is a dangerous condition for him of being wrongly

accused under drug laws by the police...” (Caregiver 8)
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A few caregivers who were mothers (Caregiver 24 and 26) said they neglected

other family members because of taking care of patients with drug use disorders.

“I send my daughter to her grandmother. | felt sorry for not spending enough
time with her. But | have to take care of my son and run a business as well.

What can | do more?” (Caregiver 24)

It can be noted that drug use disorders increased family disarray, decreased
harmonization within family especially because of the poor behavioral functions of

patients such as stealing and rude manner.

5.6.5 Psychological burden

According to the findings, psychological disturbance of caregivers was divided
into three sections: emotional crisis, relationship between caregiver and victim and
relationship between family members and victim. It is the burden which is difficult to
solve by the caregivers. They felt psychologically unwell since they were worried
about drug users and family’s future, grief due to stress and hopelessness, fear, anger
and guilt. Relationship between caregivers and victims was also important factors
that influenced caregivers’ psychological burden. A few caregivers assumed that their

physical health became worse because of the emotional crisis that they endured.

5.6.5.1 Emotional crisis

Almost all the participants expressed how they experienced a psychological
trauma during the time taking care of their drug using patients and when coping with
behavioral problems of addicts. The most common reported psychological burden
was sadness, anger, fear, worry and guilt.

More than half of the caregivers especially mothers felt sad and hurt of
seeing beloved one with drug use disorders. A few caregivers (Caregiver 23 and 30)
never imagined that they would have to visit a mental hospital for their loved ones’
drug use problems. Parents also expressed feelings of hopelessness since they had

high expectations of their children prior to them becoming drug addicts. They had
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many plans for their children’s future from various aspects and now all were torn
down. Some wanted their children to grow up smart and educated and some
wanted them to finish high school and to settle in a prestigious job. One caregiver

with a heroin injecting daughter expressed her feeling of sadness as follows.

“I have no tears left to cry. If | could, | would like to exchange her blood for
new cells. She used to be afraid of syringes and she never did injections
even she was ill. | cannot imagine how she injected heroin by herself. She is

always asking for drugs....What can | do.....I....” (Caregiver 30)

Feelings of helplessness occurred in a few caregivers (Caregiver 8, 16 and 24)
because they said that they are the only breadwinner in the family, they shoulder all
responsibilities and they have no way to escape from the trouble. One caregiver

(wife) said that she is very tired of being responsible for all the mess.

“I cannot speak out loud about these difficulties to my mom and others
because it is an abnormal case. | wish | was mad. | have to run business
by myself, take care of children and take care him as well. How can |

handle all this by myself...?” (Caregiver 8)

When exploring the psychological burden by using pre-set probes, almost all
of the caregivers discussed how they are worried about their patients’ wellbeing,
family future and legal concerns. Moreover, in some cases, one caregiver (Caregiver 8)
worried that patient problems had reflected on other family members such as family
members being suspected in drug cases when ATS were found at home. Some
(Caregiver 4, 19, 25 and 30) were worried that patients would abuse the drug again
when they are discharged from the hospital, join with peers and return to the
previous situation. One mother caregiver described that she even moved home and
her intention was to reduce his son drug use but nothing was successful to handle

this situation. Some (Caregiver 12, 17 and 22) stated having suicidal thoughts in
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patient doubled their worry. The following statements underline that how caregivers

were worried for their patients.

“I tried to prohibit him from using drug. If he did not listen, | asked his
friends not to give him drugs. | have no strength to see him in the prison. |
am worried and watch him all the time so he is still outside. Most of his

friends are now in the jail....” (Caregiver 2)

“I am so hurt and anxious for her whenever she goes out. It’s not just
simple drug. It’s No (4). You know! Having an addicted daughter is like a
thunder storm. | fainted when | heard about this for the first time....”

(Caregiver 30)

While discussing the worry, nearly two thirds of the respondents who were
especially female caregivers unconsciously changed the topic to fear by expressing
how much fear they carried because of living with drug users in the same household.
It included fear of injuries to family members and others since patients were not in

normal mood, legal fear and fear of negative judgment from surrounding.

“I have heard in the news that a drug addicted person killed his family or
the environment after overdose of drug and | am afraid of him causing

danger to himself or to me or my family.....” (Caregiver 4)

“I am very afraid of seeing him in the prison. Whenever | hear legal news, |

am worried that it’s my son...” (Caregiver 3)

One sixth of the caregivers (Caregiver 2, 3, 5, 15, 29 and 30) felt angry
when their patients were in obedient, aggressive to family members, stealing
money and things, using verbal abuse to them. Some caregivers (parents)
reported feeling of shame together with anger when their children became rude

and physically abused to them. One female caregiver (wife) said that she was
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very angry whenever her husband accused her of having an affair with other men.
On the other hand, a few caregivers showed their feeling of anger upon drug

sellers and large scale traffickers as they destroyed many lives of the youth.

“It was very angry and also ashamed when he did not recognize me as his
mother because of the strong effect of the drug. He pulled my hair hardly
and | thought that it is better for him to die or for me to escape from this

retribution.” (Caregiver 5)

“I cursed the drug sellers. However, | am not even satisfied should they die
because | have to die every day. It’s feeling like blood is running outside
from my heart. People feel sad even when the pet died but now the

addicted one is my son, my blood, my life...so.... ”(Caregiver 25)

Since drug use disorders are not similar to other physical illnesses, they cause
large psychological trauma to all the family members. Patients’ behavioral problems
let to develop anger and embarrassment in caregivers. One caregiver expressed how
the whole family was stressed and worried because of drug using individuals as

follows.

“I have never seen drug users in my environment for 46 years. But | started
to recognize my son was using drugs and he also admitted it. At that time, me, my
husband, his grandmother had very large unwell feelings. How to say..we worried
that these drugs spread to his brain or he is going to be mad. This feeling seems like
an elephant pressed on our head. It’s too hard and we have no strength to go

ahead...” (Caregiver 22)

The other feeling they reported was guilt and one third of the caregivers
(Caregiver 3, 11, 14, 16, 19, 22, 25 and 28) agreed with that. This type of
psychological burden occurred especially in the parent caregivers. They thought their

children fell into this vulnerable condition since they could not spend enough time
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with them. They regretted letting their children run their own business, giving
freedom, not suspecting drug use on time or neglecting children since they worked.
They blamed themselves for not creating a perfect life for their child. If they knew
earlier, their children would not have to survive under vulnerable conditions. One
mother caregiver also expressed guilt for being pessimistic to her son and scolding

too much as follows.

“I was never optimistic to my son because he was abusing drug. | always
scolded him and he may not want to live at home. He was happy outside
and still used drug. | regretted that when seeing sa-yar-ma (psychiatrist)
speaking to him kindly and guiding him patiently. | have never spoken to my
son like this. | am guilty and | could not support enough for his education

because of my low salary...” (Caregiver 16)

It can be clearly seen that sadness, anger, fear, worry and guilt were
commonly occurring emotional feelings of the caregivers of family members who
suffering from drug use disorders. Parents expressed the feeling of guilt, sadness
and hopelessness for their children and fear was the common psychological
burden mainly encountered by female caregivers. Feeling of helplessness was

more obvious in caregivers who were the main earner of the family.

5.6.5.2 Negative impact on physical health

A few caregivers (Caregiver 15 and 30) expressed that patient drug cases
had negative effects on their physical health. They suffered from sleep
disturbance since they were too worried about patients and had increased
physical health problems such as hypertension, diabetes and heart diseases
which were associated with stress. They said they could not take care of
themselves enough as they took care their patients. One caregiver described that
how she controlled herself not to sleep soundly at night since she worried about

her husband.
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“I can’t sleep but | don’t take sleeping pills as | worry that he would go out.
| sat and watched him. | reduced eating and seldom take vitamins because |

have to wait for him to sleep....” (Caregiver 15)

5.6.5.3 Relationship between caregiver and victim

This subtheme emerged from the interview and was not identified a priori.
During the in-depth interviews, caregivers added that the relationship between them
and the patients they have to take care of is important. It cannot be denied that
having a bad relationship between caregivers and victims can exaggerate caregivers’
psychological burden. Among 30 respondents, one third shared their feelings
regarding their patients. Half of the caregivers (Caregiver 1, 7, 17, 23 and 25)
expressed their positive opinion upon the victim while the others (Caregiver 4, 9, 11,

18 and 29) reported the opposite.

“He is clever and not similar to other children who abused drugs. He is
understanding to me and never asks for too much money. Even though he
saw a large amount of money, he never touched it. | don’t know how he

gets the money for drugs ... ”(Caregiver 25)

“He cannot live without drugs. He takes a large amount of trematol all day
and night. | cannot control him and he hit the TV and other things at home.
All assets have disappeared since he betted on football after using drugs....”

(Caregiver 29)

Moreover, some caregivers especially fathers said that there are
misunderstandings between patients and them, which could increase emotional
disturbance. When they sent patients to the mental health hospital, patients thought
that they were abandoned by their caregivers in the ayuu-htaung (prison for the
fool). Sometimes, patients misunderstood the caregivers when they were scolded
too much. A few caregivers (Caregiver 18 and 19) reported they cannot give enough

time for patients since they are the main earners of the family and they have to take
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care of other family members. One father caregiver reported the misunderstanding

between his son and him as follows.

“Sometimes he said that living separately from his mom was my fault. He
felt resentful for having to live in a broken family. | explained how | worked

hard to meet his needs but.....” (Caregiver 24)

“I have many children and | could not spend too much time with him. And |
believed him. | thought he would not be that stupid. | had to work for the
family and his father was also late back home. No one can follow and
watch him. But now | am feeling suilty for seeing him in this position...”

(Caregiver 19)

Therefore, having the negative opinion of caregivers on their victim could
exaggerate the caregivers’ psychological burden and misunderstands was

commonly seen between father caregivers and their drug using sons.

5.6.5.4 Relationship between family members and victim

Some behavioral problems of patients such as stealing and aggressive
behavior created bad relationship between them and other family members. Since
family members are typically the main source of support for the caregivers in taking
care of patients, having a bad relationship between family members and patients
could multiply the caregivers’ burden. According to caregiver 4, 14, 16 and 18, even
siblings were found to neglect the patient because they thought it was shameful to

have drug using person in the family and they were disgusted patient’s rude manner.

“His brother does not even talk him (patient) or deal him because he said
he is so ashamed of having that kind of unmoral sibling. And like | said, he
(patient) did not listen to anyone and always full with complaints about his

brother’s guidance....” (Caregiver 18)
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5.6.6 Coping strategies

After exploring caregiver’s socioeconomic and psychological burden,
caregivers were asked how they dealt with the variety of obstacles while taking care
of patients with drug use disorders and how they coped with patient’s behavioral
challenges and financial difficulties. The main subthemes that came out from coding
transcripts were active coping and avoidant coping. This classification was adopted
from one literature which was about coping mechanism among caregivers of women
with breast cancer (Kershaw et al., 2004). Most of the respondents used active coping

whilst only a few revealed that they tried to avoid this uncomfortable situation.

5.6.6.1 Active coping

Religion, acceptance, seeking emotional support, planning and financial
coping are active coping strategies used by caregivers to tackle their difficult
problems because of having drug using family members. In the sample, 90% of the
caregivers were Buddhists. They said that they prayed, paid homage to Buddha, tried
to be vegetarian and did other religious activities for patients and for the
peacefulness of their mind. A few (Caregiver 16 and 27) encouraged their patients to
chant an incantation (locally called than-bote-day) to be freed from evil. Only a few
caregivers (Caregiver 1, 5 and 7) mentioned that they believe in spirits and made
offerings to spirits to relieve patient’s problems. Caregiver 7 and 13 went to fortune
tellers and followed their advice to avert hindrances. One Christian caregiver said
that he went to Church and prayed for his son every day to stop his drug use. 6.7 %
of caregivers believe in Islam and one caregiver described that she sent her husband
to Hajj to perform religious duty at Saudi Arabia and she also fasted once a week for

her husband.

“I spent nearly 100,000 MMK for spiritual offerings but he seems to be only a

little bit improved after doing this ceremony.....” (Caregiver 5)

“Do you know how | can be resilient? If someone else was in my shoes, they

would be mad. | have to take care of the whole family including him (drug
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using brother). Sometimes | became angry with him and sometimes | wanted
to die. But gradually, | tried to devote my mind to religious activities. Now |
am more peaceful than before and can think that it’s just fate that | can’t

change....” (Caregiver 23)

Half of the caregivers agreed that they accepted the patient’s problematic
behaviors such as stealing, breaking things and some bear in mind that it was a
retribution from the past. Caregivers mentioned that they could not turn back from
this position so they tried to think of what they could do for patients to create the
best future. Some parents (Caregiver 6, 17 and 25) tried to understand their
children’s aggressiveness and throwing rude words to them because they assumed

their child was not in normal condition. One mother caregiver described as follows.

“He broke the things but | consoled myself that he will not do this if he is in
a normal health/mood. Sometimes | thought that life is too short to think

unpleasant things too much. So, I try to be happy....” (Caregiver 6)

Caregivers were full of plans for the future of their drug using patients such as
sending the patient to a rehabilitation unit after leaving the hospital, encouraging
patients to work or continue studying and spending more time with them. Plans such
as shifting home, threatening patients by cooperating with the police emerged as
common coping methods. Some (Caregiver 7, 13 and 23) mentioned that they
watched news from the TV, radio and other social media to understand more about

drug use disorders and to know how to deal with drug using patients conveniently.

“Previously, | did not know what this drug addiction means. But, | watched
educational programs for drug use disorders from TV and also read news
from online. It allows me to improve knowledge about the disease. You
cannot be too serious and angry with drug users. There’s a technique about

how to control them....” (Caregiver 23)
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Some caregivers (parents) revealed their plan of their patient becoming a
monk to have a peaceful mind or performing as a lay attendant at the monasteries.
Only a few caregivers (Caregiver 12, 17 and 22) stated that their patients had suicidal
thoughts and so they hid all items that could be dangerous to their patients. Some
caregivers also stated they sought emotional support especially from family
members and family members appreciated their caregiving. One caregiver (wife)

explained how she loves her husband and how she plans for the future as follows.

“I decided not to have a baby in our life. It is not suitable socially and also
medically for carrying a baby of an addicted father. And if | had a baby, |
would have to share my time to my child. So, | decided to take care of him
as my baby for my whole life. | have a plan to send him to a rehabilitation

center after he has been discharged from here.....” (Caregiver 12)

Most of the respondents use financial coping strategies to manage their
circumstances since many are suffering from financial difficulties. For example,
caregivers borrowed money from relatives and friends, sometimes from organizations
with interest in solving these problems. On the other hand, some (Caregiver 2, 4, 5
and 17) said that they sold their properties such as land, building and jewelries.
Sometimes, pawning was one of the coping mechanisms pointed out by the
caregivers when they needed money urgently. Some caregivers (Caregiver 4, 16 and
30) cut other expenditures such as food and clothing when they had to spend too
much for illicit substance used by their patients. One caregiver said that she did not
cook anything on the days the patient asks her for money to buy drugs. The

following statements indicated how caregivers coped with financial hardship.

“I always try to meet his needs as much as | can. | pawned my earrings to
buy a phone for him. After getting what he wanted, he left home and came

back again when nothing was left.....” (Caregiver 3)
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“I hardly ever buy clothes for myself. | tried to be in a good relationship with
doctors and nurses at the hospital. | work and | wear what they give to

me...” (Caregiver 16)

5.6.6.2 Avoidant coping

This is a rare coping method adopted by the caregivers in Myanmar since
most of them had no idea how to withdraw from caregiving. Since two thirds of the
caregivers in this study were women, substance use was seldom used as coping
method to solve the problems. However, a few male respondents (Caregiver 1 and
17) said that they drank alcohol when they were tired and annoyed. No one in the
sample reported that they took sleeping pills to escape from sleep disturbance and
they said sometimes they watched TV, prayed or slept in the morning when they
could not sleep at night. Only a few caregivers (two mothers and one wife) cried and
said that they wanted to disengage from this stressful condition since they felt full of
responsibility. But no one abandoned their drug addict and all are still involved in

caring activities.

“I euided him (drug using son) but he did not listen to me. | never tried to
hurt him but whenever | was annoyed, | drank alcohol usually in the evening

and slept.....” (Caregiver 17)

“I sometimes thought that | would like to withdraw from this trap because it’s
like taking care of a baby. Actually, it should be maung-ta-htan-mal-ta-ywat
(share the responsibilities together by wife and husband) but now he is not a
good leader and not a g¢ood follower. | cannot even work calmly because of

him...” (Caregiver 8)

Other forms of coping described by the caregivers were hoping for a good
future and concealing patients’ problems. A few caregivers (Caregiver 7 and 18) tried
to conceal patient’s hospitalization to reduce stigma. Some (Caregiver 6, 9 and 24)

said that they hoped their adolescent could get rid of drugs when they became
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mature and a little bit older. Others (Caregiver 13, 14, 16, 20, 25 and 26) hoped to
get social and financial support from charitable organizations and the government
such as health education, financial aids, etc in the future. One caregiver said that she
wished her son to participate in normal activities again such as attending school after

discharging from hospital as follows.

“I believe he will be better soon after having taken prescribed medication at
the hospital. He will attend school again and | hope my son is the most
handsome among peers. Ah..I have to register and pay tuition at the end of
the month....” (Caregiver 6)

In conclusion, active coping such as doing religious activities including
praying, fasting and chanting oath, financial coping, accepting patient’ behavioral
problems and planning for the future were the major coping methods cited by
the caregivers in Myanmar. Avoidant coping such as disengaging from caring
activities and substance use were seldom used by caregivers. Other forms of

coping included hoping for support and concealing patient’s drug use problems.

5.6.7 Barriers to coping

For this category, almost all of the respondents raised that there are barriers
to coping and it could be noted that stisma and lack of support at different levels
were sub themes that emerged under this main theme. According to the findings,
stigma was the barrier to financial coping and to seek emotional support while lack
of support was the barrier to seek both financial and social support outside the
family in Myanmar. Therefore, these two were the barriers to active coping.
5.6.7.1 Stigma

Regarding stigma, nearly one third of the respondents (Caregiver 2, 9, 12, 13,
14, 16, 19 and 23) said that they received negative reactions from outside of the
family such as from relatives, neighbours and friends. They were blamed by their
surroundings. Blaming was reported more by mother caregivers of drug addicts.
People said that children ended up in this condition because their mother was very

indulgent, was not a good guardian and gave money for drugs to children. One
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mother caregiver said that a relative stopped supporting her because of her son’s
drug use and it became a barrier to cope with the financial crisis. She was accused of

giving money to buy drugs for her son. She expressed her feeling like this.

“People blamed me that it was my fault of letting my son be a addict and
that | destroyed him by giving money. There is no mother who gives their
children money for drugs. There is no mother who encourages them to use

drugs...” (Caregiver 14)

Furthermore, they were looked down by their surroundings because of
patients’ drug addiction and impolite behaviors. Caregivers were labelled as father,
mother or sibling of the junkie. A few mother caregivers (Caregiver 2, 16 and 14) said
that even very close relatives tried to end up the relationship since they worried
about their own children. They were afraid of their children imitating the behavior of
the addicted one. That type of stigma could exaggerate the social isolation of
caregivers and become a barrier to seek emotional support. One caregiver explained

their negative judgment as follows.

“I am left behind by the society. There was a person who graduated with a
specialization in law and he said that if someone is bandit, the police will
arrest only this person. However, if the suspect is involved in drug cases, the
whole family cannot escape. They are afraid and so, they neither allow my

son nor me to interact with them .....” (Caregiver 16)

On the other hand, some caregivers mentioned that patients were also
exposed to high stigmatization. Caregivers said that they did not have any strength to
listen to the gossip about their patients. Sometimes, good friends of their patients
did not interact with them anymore because of the drug use problems. Colleagues
also gave up on patients and regarded them as a useless people. This kind of stigma
upon patients increases the psychological burden of caregivers. One wife expressed

her feelings about stigma as follows.
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“What can | say? He has no future. He has been judged as junkie by his
colleagues. | am afraid that he cannot enter into society again. | am very

depressed of seeing things....” (Caregiver 12)

That’s why, according to the caregivers’ statement, stigma was the main
barrier to seek emotional support, to borrow money and to get financial support

outside the family.

5.6.7.2 Lack of support at different levels

This was also identified as an important sub-theme under the barrier to
coping theme. Most of the caregivers mentioned that they receive help and support
from family members. However, almost all of the caregivers did not receive any help
from outside the family. Only one said that he had the experience of attending a
health education program regarding drug use disorders in Rakhine State but he didn’t
mention the name of organization. There was no financial or social support, from the
community or the state level. One caregiver described that even the local authority
of a quarter did not issue the referral documents in time to send the patient to the

hospital and gave wrong advice.

“Family members help each other but there is lack of support even from
the local authority. | was greatly surprised by his suggestion because he told
us to give alcohol or sleeping pills for my patient to control ageressiveness

instead of sending him to hospital...” (Caregiver 4)

A few caregivers suggested that it would be better to have charitable
organizations be present at the existing mental health hospitals to support
medication and other necessities for drug addicted patients. One caregiver from
Kayin State (nearly 500 km far from Yangon) said that she had to travel to Yangon

because of the shortage of treatment centres in the state that she lived. One mother
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caregiver said that reinforcing that support was essentially needed for all the family

members who lived with drug users as follows.

“Both financial and educational support is needed for every family member.
People may not open up about their problems since they are ashamed or
afraid of legal problems. But actually, everyone needs help. | hope every
young person including my son will go back to the right way. They are the

strength of the country....” (Caregiver 14)

One male caregiver expressed his disappointment with the existing drug

policy as follows.

“Government should emphasize more to develop supporting programs
instead of making policy to be harsh. The police imprisons offenders with
only two or three ATS in hand while the large scale traffickers still escape. It

shouldn’t be.....” (Caregiver 18)

Surprisingly, half of the caregivers who discussed about the lack of support
indicated that they did not hope for any support from anywhere because they
thought that it was not the responsibility of the public to help and that was
shameful to talk about this openly. Some even stated that it was not worth to
support drug users by the Government. They thought that they have to handle the

problem themselves.

“I don’t think government will support drug users. It’s funny, isn’t it? So,
when your child becomes addicted, it’s totally your responsibility. It’s too
shameful to admit even to the close relatives. So, how could | announce
this to the public? | don’t want any support for this case. By the way, is
there any support program in Myanmar, sa-yar-ma (health professionals)?”

(Caregiver 17)
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All in all, it is noticed that most of the caregivers did not get any support
financially or socially from community and state level even though family members

were well supportive in caregiving activities.

5.7 Discussion

Drug use disorders impose a huge burden on the patient, family members,
especially the family caregivers. However, existing studies on the burden of caregivers
taking care of patients with drug use disorders in Myanmar is limited. Therefore, this
study was carried out with 30 caregivers of patients with drug use disorders by using
mixed methods design in Yangon Region of Myanmar. This study found that
caregivers incur a large socioeconomic and psychological burden and employ various
coping strategies to deal with these. The themes that emerged when coding the data
are: socioeconomic burden, psychological burden, coping strategies, barriers to
coping, factors initiating drug use, reason for hospitalization and perception of the
hospital where they received treatment. Information about the socio-demographic

characteristics of caregivers and patients were also collected.

5.7.1 Socio demographic characteristics of caregivers and patients

In the present study, most of the caregivers were aged 45 years and above
and the majority were parents of the patients followed by siblings and wives. Most of
the caregivers were female, married and the educational attainment of half of the
caregivers was lower than high school. These findings are consistent with previous
works (Brannan, 2006; Malik et al., 2012; Orr et al,, 2013). Mattoo et al (2013) and
Ishler et al (2007) found that most of the caregivers were unemployed. However, in
this study, only 10% of the caregivers were unemployed and most of them have
their own business, which may be because of the large informal sector in Myanmar
(Sein et al, 2014). Besides, nearly half of the caregivers in the sample were
household heads which means they were the main earner of the family. Therefore,
nearly half of the caregivers could spend only less than 5 hours per day with their
patient since they had to work. In case of patient characteristics, most of them were

male with no monthly income and had psychiatric comorbidity with psychosis and
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mood disorders. Most of the patients also misused other substances such as
tobacco, alcohol and betel while some had two types of drug dependence. This was
observed in other studies as well, in which almost all of patients were male,
unemployed and suffered from drug related mental disorders and had misused
alcohol (Brannan, 2006; Malik et al., 2012; Mattoo et al., 2013). Nevertheless, in the
current study, most of the patients were single which was opposed to Mattoo et al
(2013) because patients in the current study were young persons who were aged
between 17 and 29.This is because in Myanmar, misuse of substances is significant
health problem among youth (MOHS, 2017). According to Jensema & Kham (2016),
amphetamine was the major illicit drug used by Myanmar people, especially the
young, and this study confirmed this. In the sample, 70% of patients used
amphetamine followed by heroin and cannabis and most of the people who used

amphetamine were aged 19 to 24.

5.7.2 Factors initiating drug use and reason for hospitalization

Caregivers revealed the factors causing drug use disorders in their clients.
These included peer pressure, family problems and abundance of drugs in the
surrounding areas. These were not discussed in previous studies on caregiver burden
except one, according to which one mother caregiver described that she is worried
that her child was influenced by his peers to use drugs and that they gave the drugs
to her child (Sibeko et al,, 2016). Moreover, most caregivers took patients to the
hospital because of patient’s desire to get rid of drugs. Some patients decided to go
the hospital because they could not afford money to buy drugs, regretted or felt
sorry for the one who gave care to them. So, it may be possible for them to be free
from drugs because of their own willingness. This finding of patient’s desire to get off
drugs in this study corroborates with finding from one study in which patients
reported that they sought care at the center with the aim of free themselves from

drugs and to get back to normal life(Haskell et al., 2016).
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5.7.3 Perception of the hospital where treatment is received

According to the studies from Canada and Scotland, caregivers had a negative
attitude towards service providers since they haven’t got any information and
education from them about their patients and they were excluded from the
treatment regimen. They wanted to understand more about patients’ problems and
to know the treatment progress (Choate, 2011; Orr et al.,, 2013). Moreover, patients in
Haskell et al (2016) study were stigmatized by the health professionals and
sometimes they were being labelled as stupid. Nurses used to be less attentive in
giving care to them. These findings are opposite to those in this study in which all
caregivers had a positive opinion of the hospital environment, psychiatrics who took
care of their patients and nurses. Caregivers showed heartfelt thanks to the service
providers for encouraging and counselling patients to get back to the right way. They
said health professionals were very benevolent, patient and had good intention
towards patients and they felt that the hospital supported a lot. Therefore, it can be
concluded that stigma from health professionals upon drug users is higher in Western
countries compared to Myanmar. However, this is hospital-based study and there
may be selection bias since the study chose the respondents by using purposeful

sampling method.

5.7.4 Socioeconomic burden

In the literatures, financial burden was identified as a common burden,
mainly in the developing countries especially in case of hospitalization given the high
out-of-pocket health expenditures. Rare support from the government, no
community level support and job limitations for caregivers exaggerated the financial
crisis. Most of the caregivers were unemployed since taking care of a mentally ill
person requires a lot of time and includes responsibilities such as cooking, bathing
and visiting medical centres to access treatment which can contribute to productivity
losses of caregivers (Doku et al., 2015; Iseselo et al., 2016; Mattoo et al.,, 2013;
Shamsaei et al., 2015). Moreover, patients with mental disorders usually had no job
and they were dependent on the family for their health expenditures and other

expenditures as well to survive daily. Therefore, a person who took care of a



92

mentally ill person required more time, money and energy than they could afford
and they faced financial burden due to direct medical and non-medical cost such as
transport and medication cost during hospitalization of the patients (Iseselo et al,,
2016).

In Myanmar, only 0.3 % of mental health expenditure was used for mental
health. Since drug use disorders is a major subset of mental disorders, people need
to pay out of pocket even in the public hospitals when they seek care for the drug
addicts (Myint & Swe, 2016). In addition, the statutory financing system is very
restricted and only 1% of population is covered by Social Security Scheme (Sein et
al,, 2014). So, all the financial burden related to drug use disorders is shifted to
family members. According to the qualitative findings, all the respondents faced
direct financial losses when patients were hospitalized. Expenses included bed
charges, food expenses and transportation cost. Transportation charges was the
major non-medical direct cost even for the caregivers who live in Yangon since the
hospital was far away from city centre. They incurred transport cost whenever they
went to the hospital to consult with a psychiatrist or to meet with their patients. This
finding is consistent with Isselo et al (2016) in which most of the caregivers faced
difficulty in transportation since they lived far from hospital and some completely
failed to come to hospital to collect medication for patients since they could not
afford money for transportation. Moreover, in recent study, accommodation charges
were also incurred by the caregivers who are not form Yangon. Therefore, qualitative
data allowed to conclude that direct financial loss was higher in caregivers who live
outside Yangon because of transportation and accommodation charges during
hospitalization of patients and this is reinforced by quantitative analysis by showing
higher stress level in people who are not from Yangon. In addition, caregivers also
faced other direct non-medical cost related to drug using individuals such as legal
fees, religious fees and compensation for accidents caused by drug use.

Mattoo et al (2013) stated that the financial burden was higher for
unemployed caregivers. Although the current study did not include any scales to find
the association between financial burden and socio demographic variables, based on

the qualitative findings unemployed caregivers suffered a larger financial burden.
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However, by contrast to other studies, most of the caregivers in this study were
employed and so indirect cost of them was high when drug using individuals became
hospitalized since they lost their daily income when they accompanied to the
hospital with patients.

The findings from other studies revealed that social limitation was a common
social burden in caregivers who took care of patients with severe mental illness.
Caregivers became socially isolated as they spent most of their time for caring
activities and had only little time left for socializing. Sometimes, they could not even
give enough time to other family members and some also mentioned that they were
exhausted trying to balance the needs of other family members and patients’ needs
(Choate, 2011; Doku et al., 2015; Iseselo et al., 2016).

Regarding social problems in this study, some caregivers said that they were
socially isolated and that they could not participate in normal social activities. Some
even couldn’t go to church and the monastery due to having drug using individuals
at home. Social limitations were more obvious in parent caregivers because parents
were worried about their children and they devoted most of their time to them. So,
sometimes other children within the family who were not drug addicts were
neglected without any intention and this disturbed the family harmony. This confirms
the findings of other qualitative studies in which giving not enough time to other
family members had a negative impact on the family (Choate, 2011; Doku et al,,
2015; Iseselo et al.,, 2016). Respondents revealed that unacceptable behavior of
patients such as stealing family’s property, physical and verbal abuse could increase
family disruption. Misunderstandings between family members and patients could
lead to families breaking up. This finding is highly consistent with one qualitative
study in which stealing was a big problem of drug using individuals (Usher et al,,
2007). This examined parental experience of having drug using adolescents and
caregivers stated that stealing was a common behavioral problem with patients such
as stealing items from family members, continued stealing even from outside of the

family to get drugs and finally ended up in the jail (Usher et al., 2007).
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5.7.5 Psychological burden

Sadness, anger, stress, guilt, shame and worry are the main subthemes of
psychological burden found from the literature. Patients’ hostile behaviors caused
anger in caregivers and feelings of guilt, mainly reported by parent caregivers. They
blamed themselves for letting their child become an addict. Caregivers became sad
and depressed whenever they saw their beloved one with this unacceptable drug
problems (Choudhary, 2016; Iseselo et al,, 2016; Usher et al., 2007). In some cases,
the physical health of caregivers also deteriorated because of strong emotional crisis
and if the emotional feelings became severe, it could result in caregivers developing
suicidal thought (Choudhary, 2016; Ishler et al., 2007). Additionally, parents were
frischtened when their child left home since they always thought that their child was
going to run away from home, become even more involved in illegal affairs, use a
drug overdose, commit suicide and otherwise damage themselves (Choate, 2011).

One study in India which analyzed the burden on caregivers of substance use
disorders by using binomial logistic regression analysis showed that caregivers in rural
areas who had low income reported severe psychological burden (Mattoo et al,,
2013). In the current study, although caregiver, family and patient level variables
were used to find the association with caregiver stress level, only the age of caregiver
showed a significant association with caregiver’s stress. Stress was higher in younger
caregivers because they were not parents of the drug using individuals and they had
other responsibilities such as job. The qualitative finding confirms this because some
of younger caregivers showed disappointment and shame with patient’s behavior.
This finding is opposite with one study in which being a parent of the drug addict was
a predictor of severe psychological burden in multiple regression analysis (Brannan,
2006). Caregivers who lived outside Yangon and unemployed mothers had higher
stress level but it did not show any significance association.

Besides then, stress was more obvious in divorced and widowed caregivers
rather than married even though it was statistically insignificant. This was because
they shouldered all the responsibilities as they were household heads of the family.
The qualitative findings also supported this because the feeling of helplessness was

mainly revealed by the caregivers who were the only breadwinner in the family.



95

Moreover, stress level was higher in caregivers who doesn’t have support from the
family members related to caregiving activities. The qualitative data also reinforces
the quantitative finding as caregivers stated that getting help from family members
can relieve the financial difficulties and perceived stress somehow even though
support is rare outside the family. This is similar with Ishler et al (2007) in which lack
of family support predicted a greater economic burden in caregivers.

In addition, the mean value of caregiver stress level was also higher in
caregivers whose patients had no income. This supports Malik et al (2012) who found
that the lower the economic status of patients, the higher the caregiver’s burden.
This is because caregivers had to take full responsibility for patient’s needs without
any help from patients. According to some caregivers, their patients lost their job
when they became addicted. Regarding the patient addiction severity measurement,
patient variable which was patient income, showed a statistically significant
association with patient addiction severity. The higher the patient income level, the
greater the severity of addiction because they could spend more money on drugs.
There was also significant positive correlation between caregiver’s stress level and
patient’s severity in which had not been reported in previous studies yet. This
positive correlation is also consistent with qualitative findings of this study since
anger and embarrassment occurred in caregivers whose patients has greater
behavioral problems, Patients who were severely addicted to drug have a greater
chance of developing dual disorders, facing relapse and creating conflicts both inside
and outside the family. It led to anger, worry and stress in caregivers.

The findings from the qualitative part of the current study revealed that
having a negative relationship between caregiver and victim, misunderstanding and
family problems could increase the distress in caregivers while a positive opinion of
the victim by the caregiver obviously relieved anger and hopelessness in caregivers.
According to the findings, worry, fear and grief were the most reported dimensions of
psychological burden of caregivers when taking care of persons with drug use
disorders. In one study in United States, it was reported that caregivers suffered
worry and sadness rather than other emotional feelings such as guilty and shame

(Brannan, 2006).
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Most of the caresivers were afraid of legal problems such as seeing their
patients in the prison and some expressed the fear of patients being killed or they
would hurt by other people in the surrounding areas. Fear was mainly reported by
female caregivers. A few caregivers indirectly showed the disappointment with
existing drug laws and they were afraid of the police, the court of law and
imprisonment. This finding reinforces the previous work on drug policy enforcement
in Myanmar in which small scale drug users had been sentenced for several years
and they were being treated badly in the prison (Jensema & Kham, 2016). In this
research, authors described the harsh drug laws in Myanmar, which pushed the
family and patients away from seeking treatment and participating in needle and
syringe exchange programs. However, it could not be seen in the current study since
the target population was caregivers of patients who could access treatment in the
hospital.

Furthermore, when caregivers had to worry too much, physical health
problems became negative consequences for them. This was also found in
Choudhary (2016) in which caregivers reported insomnia, muscle weakness and
hypertension as physical health problems they received when giving care. Most
caregivers in this study expressed sadness because of seeing ill beloved one with
problems and their hope for patient’s future was shattered. This linkage between
caregiver’s grief and patient’s substance use problems could be found in several
studies (Choudhary, 2016; Shamsaei et al., 2015; Usher et al., 2007).

Grief, hopeless and guilt was incurred more in parent caregivers. There was
also a relationship between socioeconomic and psychological burden. Feeling of
guilt was more severe when the caregivers were poor. Caregivers thought that they
could not support patients well and give enough time since they had to work to
survive. This feeling of guilt could be found in two studies where caregivers regretted
for neglect their patient and giving too much freedom to them (Choudhary, 2016;
Lander et al.,, 2013). Moreover, patient’s behavioral problems such as stealing and
having conflicts with family members and their surroundings was the factors that

promotes sadness and anger in caregivers. It supports other quantitative studies in
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which behavioral problems of patients were predictors of caregiver’ worry, shame

and anger (Brannan, 2006; Ishler et al., 2007).

5.7.6 Coping strategies

According to findings from the literature, praying and acceptance were found
as active coping strategies of caregivers of patients with severe mental disorders.
Adopting resolutions such as being more understanding and being a good friend of
patients to reduce patients’ behavioral problems and controlling them by
threatening to cooperate with the police was used by caregivers of drug using
adolescents (Cotton, 2015; Iseselo et al., 2016; Templeton et al.,, 2007). In two
studies, one from India and one from lIran, taking cash loans from relatives and
cutting other expenditures were regarded as the coping with economic burden (Doku
et al, 2015; Shamsaei et al,, 2015). Withdrawing from being a caregiver because of
the feeling of hopelessness is another way of avoidant coping of caregivers,
especially in case of parents of patients with drug use disorders (Choate, 2011; Usher
et al.,, 2007).

According to the findings of this study, most of the respondents adopted the
following coping strategies: religion, acceptance and planning while only some
thought about withdrawing and consuming alcohol. This is strongly confirmed by two
studies which analyzed the coping mechanisms of caregivers of patients with
schizophrenia and breast cancer. It was found out that most of the caregivers used
active coping while substance use and disengagement was hardly ever used by the
caregivers (Kershaw et al, 2004; Ong et al, 2016). Since Myanmar is a Buddhist
country, most of the caregivers believed in Buddha and only a few caregivers had
other religious affiliations such as Istam and Christianity. However, almost all of the
caregivers adopted religious coping since they regarded praying was a main way to
escape from the trouble. Some caregivers in the current study also had the desire to
send patients to a monastery after discharge from the hospital and this was also
found in Ghana, where caregivers revealed that they sent their mentally ill relative to

a prayer camp, which made them feel better (Doku et al., 2015).
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Accepting and planning for the future were commonly occurring active coping
methods of caregivers in Myanmar. They did not try to deny the problem. They tried
to understand patients more, tried to have more knowledge about drug use
disorders and tried to forgive their patient’s aggressive behaviors. Even though there
was no health education program in Myanmar regarding drug use disorders at the
community level, caregivers watched news from social media, TV and listened from
radio to understand more about drug use disorders and how to deal with them. A
similar mechanism was reported in the study by Shamsaei et al (2015), according to
which reading books to get knowledge about patient’s mental disorder is a way to
overcome a lack of information. Caregivers had several plans for their patient’s
future, tried to set limits and sometimes tried to stop patient’s addiction or violence
by threatening them.

In Myanmar, mental health expenditure was very low like in other developing
countries and there is no insurance scheme to cover related health care cost (Sein et
al., 2014). So, people need to pay out of pocket even in public hospitals and the
financial burden was higher in caregivers of patients with drug use disorders. To cope
with financial losses, caregivers borrowed money, sold assets, pawned assets and
reduced other expenditures of the household. Withdrawal and substance use was
recarded as avoidant coping in the current study. Only a few caregivers thought
about disengaging from care giving which was opposite of the findings of Usher et al
(2007), who stated that withdrawing was common in parents who endured
adolescents’ substance addiction. One study reported that substance use and
withdrawal was the least common method of coping adopted by caregivers of
patients with breast cancer and this is similar with the current study. Concealing
patient problems, trying to ignore criticisms from surroundings and surviving with
hope were other coping strategies of caregivers. Hope can also be seen in other two
qualitative studies Doku et al (2015) and Iseselo et al (2016), according to which
hope for miracle, hope for new treatment process and hope for support from self-

help group were discussed as other forms of coping.



99

5.7.7 Barriers to coping

Stigma and lack of support were considered to be barriers to coping with
different drawbacks while taking care of drug use individuals. Caregivers of mentally
ill persons felt depressed when they saw the stigmatization on their patients and
they expressed that even the close relatives made negative judgment to them.
Sometimes, they tried to cut off the relationship with people surrounding them to
hide the patient’s drug problem as they were afraid of patients being stigmatized.
Being blamed was more common for caregivers who were the mother of an addicted
child (Choudhary, 2016; Iseselo et al., 2016; Usher et al., 2007). In India, Tanzania and
Iran, because of high stigma and a lack of sympathy, there was no community level
support for family members of patients with severe mental disorders and also no
social and financial support from the government. In some cases, caregivers revealed
that they were neglected by the family members and there was no support even at
the household level (Doku et al,, 2015; Iseselo et al., 2016).

Caregivers in the current study stated that not only patients but also
caregivers were discriminated against by their surroundings and close relatives.
According to the Burnet Institute, stigma is higher in Yangon than in other regions and
states. One expert from the Burnet Institute answered the interview from the
Irawaddy news and he expressed that although the Burnet Institute tried to expand
drop-in centres (needle and syringe exchange programs for injected drug users) in
Yangon, it failed because people are afraid of having these centres in their
surroundings (Paing, 2017). This is one of the reasons why support became rare at the
community level. Stigma also pushed the drug addicted person who tried to
withdraw from drugs to go back to the previous situation and to face a relapse
(Jensema & Kham, 2016). Caregivers were looked down upon by other people in the
surroundings when patients entered conflicts with them. Some parents were blamed
and accused by their environment that the children did not grow up well because
parents gratified their children’s needs without guiding them. This confirms the
finding from Australia where parents of substance abused individuals have to live
with blame and endure criticisms from their neighbourhood (Usher et al., 2007).

However, in this study, even though caregivers wanted to find emotional and
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financial support from relatives, these did not allow caregivers and patients to
interact with them as they were afraid of legal consequences and they did not want
to accept addicts as their relative. As a result, caregivers became isolated and more
helpless because of lack of support. So, it can be noted that stigma is common in
Myanmar regarding drug use disorders.

According to the findings, in Myanmar, support from the government and
other organizations in terms of financial and social support for family members of
addicts seems to be lacking at various levels. Generally, there are only two mental
health hospitals in Myanmar and most of the drug treatment centres in other states
and regions are not well operated. Even though most of the caregivers received help
from family members, no one mentioned that they are given any help from the
government and the community, including health education programs about drug
use disorders. Similar findings can be seen in rural Ghana in which caregivers of
patients with mental disorders reported no financial and social support at the
community level because of poverty, lack of sympathy and high stigma (Doku et al.,
2015). In Tanzania, caregivers of mentally ill persons hoped for support for their
patients and also for them from self -help groups in order to improve their well-
being (Iseselo et al,, 2016). By contrast, in Myanmar, among the caregivers who
discussed about the support, half of them even did not even hope for any financial
support from the community or the government because they thought it is shameful
to speak out loud about the drug problems and it does not concern the public since
this issue is sensitive and not widespread. This was opposite with other studies
discussed above since most of the caregivers hoped for support.

However, a few caregivers emphasized that they wanted the government to
adjust its drug policy again since harsh punishments destroyed and degenerated the
lives of many drug users. This is also supported by Jensema & Kham (2016) in which
experts said that punishment alone cannot mitigate drug problems in Myanmar. The
existing 1993 Narcotic Drugs and Psychotropic Substances Law is so tough and if a
person is found with even small amount of illegal drug, they are being sentenced for

at least five to ten years (Jensema & Kham, 2016).
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CHAPTER VI
CONCLUSION AND RECOMMENDATION

There is no published study in Myanmar which analyzes caregivers’ burden
and coping strategies of caregivers who take care of patients with drug use disorders
even though it is very challenging problem. Caregivers’ burden cannot be mitigated
without exactly knowing what they are actually suffering from, how they solve their
problems and what they do to cope with it. Therefore, this study was conducted
with the aim of examining caregiver burden and their coping strategies. Moreover, the
barriers to coping of caregivers were explored to understand what the barriers were
in the finding of financial, social and emotional support.

A mixed methods research design was chosen and applied to all stages of the
study including research questions formation, data collection analysis and
interpretation. The descriptive statistics were used to interpret socio-demographic
characteristics of caregivers, family and patients while independent samples t-test
and one-way ANOVA was applied to find the association between the scales
included in the study (CSS and ASI) and different independent variables. To find the
relationship between two scales, Pearson’s correlation coefficient was calculated. For
the qualitative data analysis, in-depth interviews were conducted with 30 primary
informal caregivers who visited Yangon Mental Health Hospital and fulfilled the
inclusion and exclusion criteria, between May and June 2019. Framework analysis
method was used to analyze the collected data and all stages of the data analysis
were done by using Atlas.ti software by the researcher.

According to the quantitative data analysis, it was found that most of the
caregivers were female and parents of drug using patients. Moreover, most of the
patients in the sample were male and young adults. They mostly used
amphetamines, followed by heroin and cannabis (marijuana). The qualitative findings
help to understand the causes of drug use and the abundance of drugs in patients’
surroundings emerged as one of the main factor, despite the fact that the drug law in

Myanmar is very strict. It is clear that just prisoning and arrests cannot mitigate drug
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use problems in Myanmar. According to the 1993 Narcotic Drugs and Psychotropic
Substances Law, a person is sentenced to about 5 to 10 years in prison if he or she is
found to possess only a small amount of illicit drugs. However, most large scale drug
traffickers have remained uncovered and managed to escape (Jensema & Kham,
2016), which a few respondents from this study also expressed. Therefore, they
would like to see a change in the response to drug problems in Myanmar such as
reforming the existing drug policy by cooperating with international organizations and
by strengthening evidence-based research concerning drug use disorders. Myanmar
drug policy should be suggested to reform by emphasizing more on health problems
suffered by the drug users rather than severe punishment and prisoning. Moreover,
peer pressure was another important factor that led adolescents to try drugs.
Therefore, it is essential to consider substance use disorders as a part of a school
health promotion and prevention program so that students know about the
disadvantages and dangers of illicit drugs, especially since drug use problems are
mostly encountered by young adults.

Most of the caregivers revealed that they sought care at the mental hospital
for their patients because of patient’s own will to get rid of drugs. For those who
forced patients to go to the hospital, they learned about the hospital from social
media, TV and radio. This confirms that the media can help a lot and more health
education or educational short films about drug use disorders should be provided
through media to receive more information and knowledge regarding drug use
disorders. There is also evidence in the literature that getting health education can
improve the coping skills of caregivers to more optimistic way. In England, before
interviewing to caretakers of substance using patients, they have been given psycho
social intervention which last about 12 weeks. After receiving the health education,
most of them reported that these intervention could affect them positively to
change their coping style to better way (Templeton et al., 2007).

According to the findings discussed in previous chapter, most of the caregivers
faced financial losses such as bed charges, food expenses, transportation charges and
accommodation charges for hospitalized patients while some encountered non-

medical cost such as legal fees, religious fees related to drug use disorders and
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compensation for injuries and damages inflicted on others. Other reasons to increase
direct medical cost included health care cost for dual disorders and treatment for
relapse. What is more, they suffered from indirect costs as well since their daily
income were gone when the patient being hospitalized. Feeling of helplessness was
more obvious in caregivers who were the main earners of the family. To cope with
financial losses, caregivers had to sell their belongings, pawned assets, borrowed
money from relatives and others and cut other expenditures (Doku et al., 2015;
Iseselo et al., 2016). These were also the coping strategies of caregivers in Myanmar.
Income loss was higher in caregivers who were employed and the financial burden
was more significant in caregivers who were unemployed. In Myanmar, political
commitment to pay more attention to mental and substance use disorder seems to
lacking because of high stigma and the absence of evidence based research.
Meanwhile, it is of vital importance to consider the substance use disorders as one of
the major challenges in Myanmar and the government should increase mental
health expenditures to decrease family financial burden since drug use disorder is
one of the mental disorders. The establishment of programs that support family
members such as home-based occupational chances for caregivers who devoted
most of their time to patients at home should be develop as soon as possible to
relieve the financial burden of the family.

The transportation charges was one of the direct non-medical cost
encountered especially by the caregivers who were not from Yangon. This is because
in Myanmar, most of the drug users sought care at Yangon Mental Health Hospital.
Also according to the personal conversation with one expert from the Mental Health
Hospital, drug users and their family usually seek care at the mental health hospital
rather than DTCs. He said, “Because of the reputation of hospital and fear of stigma
to go to DTCs in their surroundings, most caregivers come to the hospital to seek
care for their patients. Moreover, there is lack of facility and labor force in DTCs and
drug users especially who had psychiatric comorbidity use the services provided form
the hospital as the main source” (phone interview on 19™ June). However, there are
only two mental health hospitals in Myanmar and the Mental Health Hospital
(Mandalay) has only 200 beds. Mental hospitals should be developed and extended
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throughout the country to be easily accessible by drug users from other states and
regions. It would also be better to offer temporary residence for the caregivers who
are from areas outside of Yangon to reduce accommodation expenses when they
accompany the patient to the hospital. Moreover, as Myanmar is on the way to
achieving UHC by 2030, drug services should be included in the benefit package to
significantly decrease out of pocket health expenditure of the family.

What is more, caregivers stated that job limitation is the major challenge
encountered by a few patients. Even though patients had a desire to work they
could not find a job once they managed to overcome their addiction. In a previous
study which explored the experiences of imprisoned drug users qualitatively in
Myanmar, it was shown that drug users lost the job because of drug use problems
and faced limited job opportunities after having been released from the prison. One
said that his family had to pay money to the police during his imprisonment
(Jensema & Kham, 2016). In this study, legal fees were also significant and sometimes
caregivers had to pay under the table to the police since they were afraid of harsh
punishments to their clients. Therefore, in Myanmar, it is very important to change
the existing drug policy and to strengthen job opportunities for drug users, who have
already withdrawn from drugs to reduce their financial hardship. The government
should implement a campaign against stigma to change the public opinion about
drug users. It is also recommended to extend the services and quality of existing
youth correction centers and rehabilitation centers since the training and education
from these centers is the only way for drug users not to use drugs again and to
change their mind set in a good way.

Most of the caregivers tried to solve the difficulties they faced by doing
religious activities such as praying and fasting, accepting patients’ behavior and
condition, planning for the future, planning to control patients’ aggressiveness by
threatening to inform the police and reading news from social media. Financial
coping was also adopted by the majority of caregivers. Avoidant coping such as
disengaging from caring activities and substance use, however, were seldom used by

caregivers.
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Stigma from surroundings was also identified as a major barrier to active
coping in Myanmar and caregivers were even neglected by their relatives. If they face
intense barrier, they will move towards avoidant coping instead of active one and it
may lead to develop further problems. There is evidence in the literature that
caregivers who adopted avoidant coping had lower mental quality of life (Kershaw et
al,, 2004). So, the government should carefully consider about how to reduce the
barriers to active coping to pull the people who used avoidant coping back to active
coping. Campaigns to reduce stigma towards patients with drug use disorders and
their families should cover the general population. There is also an example of
successful campaign against stigma in developed countries. For example, in England,
after establishing of “Time to change” campaign with the aim to reduce stigma
related to mental disorders, the stigma from surrounding reduced significantly
(Henderson, Evans-Lacko, & Thomicroft, 2013). Moreover, since majority of patients
cited religious coping, it is better to establish religious peer groups within the
community for the caregivers to actively cope with suffering burden.

Yet, all respondents had a positive opinion of the public hospital and they
stated that they were very thankful to the service providers such as psychiatrists,
nurses and other staff. They said that psychiatrics were very patient with their
patients, explained the disadvantages of drugs well and provided regular counselling
to addicts. So, the government should provide more mental health hospitals by
cooperating with other local and international organizations in different regions and
states to be easily accessible. It is also recommended to extend the services and
quality of existing drug treatment centers and drop in centers. These were also

important points of service for drug users to be able to seek immediate care.
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CHAPTER VI
LIMITATION

Since the study was conducted only in Yangon Mental Health Hospital and it
could not access the burden of caregivers of drug users who are in the community
and who are caregivers of imprisoned drug users, whose burden is most likely even
larger. Although this research objective is to explore caregiver burden, coping
strategies and barriers to coping using a mixed methods approach, the sample size of
30 caregivers was too small and it could not be representative. In the current study,
it included two scales, addiction severity index and caregiver stress scale, however,
both scales have not been tested for reliability and validity in Myanmar. So, this is
one of the major limitations of the study since there is no evidence that these two
scales can be adaptable in Myanmar context. Furthermore, the addiction severity
index scale is a patient rated scale. However, in this study, since patients were not
included, the severity of patients was rated by caregivers and the responses may be
biased.

Another major limitation was the conceptual framework of the current study
since it was empirically driven instead of adopting theoretical model related to
impact of caregiving. Additionally, all respondents in this study revealed their positive
opinion upon the hospital, however, this may be because the current study is
hospital-based. Moreover, since the study used purposeful sampling method,
caregivers were selected according to the suggestion of psychiatrists and there may
be selection bias. Last but not the least, the interviews with respondents and the
data transcription and analysis was only performed by the researcher and there may
also be unintended bias. Since the interview was performed by using Myanmar
language, research had to translate all to English, so translation error for some

quotation is possible.
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CHAPTER VIII
POSSIBLE EXTENSION OF THE STUDY

In this study, conceptual framework was constructed by using deductive
approach which means it is based on the evidence from the existing literature. So, in
the future, there should be the study which framework is based upon the theoretical
model. Secondly, the sample size was too small in the current study because of
time limitation and further research should be conducted, with larger sample size to
find more supportive evidence for the policy implication. Regarding coping, since the
study only used qualitative approach to understand the coping strategies of
caregivers of patients with drug use disorders, it is recommended to use Brief COPE
scale for the researchers who might want to work on the same topic in order to be
complement and to explore the strategic coping mechanisms of caregivers more

specifically.
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APPENDIX
Appendix 1

Questionnaires and topic guide (English version)

Caring for patients with drug use disorders in Yangon region, Myanmar:

Socioeconomic and psychological burden and coping strategies

1. Introduction

Hello, my name is Khin Zar Khaing Thein and | am studying MSc in Health Economics
and Health Care Management in Chulalongkorn University Thailand. I’'m conducting
research on “Caring for patients with drug use disorders in Yangon region, Myanmar:
Socioeconomic and psychological burden and coping strategies”.

| would like to ask some questions to help me understand socioeconomic burden,
psychological burden, coping strategies and barriers of coping for caregivers of
patients with drug use disorders in Myanmar. This research has obtained permission
from institutional review board of the Defence Services Medical Research Centre

(DSMRQ).

The discussion will take about 1 hour. You can decide whether or not you want to

speak to me about this.

No one will know your name. You can decide whether or not to answer any
questions. If you don’t want to answer a question, please tell me. | want to leamn
from you. There are no right or wrong answers to these questions and your answer

will not in affect your relationship with me or with the hospital.

Do you have any questions? Do you agree to participate in the discussion?
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No Question Response Remark
Date of interview
Respondent’s code
1 | Age(age of | - years
completed years)
2 Gender Male
Female
3 Marital status Single
Married
Divorced
Widow
Separated
il Number of children [ ——————
5 | Anyone in the family Yes
members help with No
caregiving
(If Yes, please state how
many people)
6 | Area of residence Yangon
Others -----—---—-
7 Ethnicity Bamar
Others —-—-————--
8 Religion Buddhism
Christianity
Istam
Hinduism

Others -
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9 | Education Iliterate
Only read and write
Primary school passed
Middle school passed
High school passed
University
Graduate
10 | Occupation Dependent
Own business
Government staff
Non-government staff
grharsicooNe
11 | Duration of giving care (per
day)
12 | Income (Own)/ month MMK
13 | Average family income/ MMK
month
14 | Average Food MMK
expenditure/month Nonfood~ " MMEK
15 | Position in family members| Household head
Housewife
Family member
16 | Types of family Nuclear
Extended
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17

Education of household
head

IIiterate

Only read and write
Primary school passed
Middle school passed
High school passed
University

Graduate

18

Occupation of household
head

Dependent

Own business
Government staff
Non-government staff

Others

19

Relationship with patient

Parent
Son/daugher
Sibling
Others




3. Socio-demographic characteristics of patient

No Question Response Remark
Date of interview
Respondent’s code
L Age(ageof | years
completed years)
2 Gender Male
Female
3 Marital status Single
Married
Divorced
Widow
Separated
4 Number of children =~ | -
5 | Area of residence Yangon
Others ———————-
6 Ethnicity Bamar
Others -
7 | Religion Buddhism
Christianity
Islam
Hinduism
Others
8 Education Iiterate

Only read and write
Primary school passed
Middle school passed
High school passed
Undergraduate

Graduate
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(If Yes, please state the
name)

9 Occupation Dependent
Own business
Government staff
Non-government staff
Others ——————————
10 | Income (Patient)/ month MMK
11 | Position in family members| Household head
Housewife
Family member
12 | Type of drug he/she use Amphetamine
Heroin
Others-—-—--------
13| Duration of use
14 | How often they use (per
week)
15 Any misuse with other Yes
substances No
(If Yes, please state the
name/s)
16 Any relapse Yes
No
(If Yes, please state how
many times)
17 Any dual disorders Yes
No




4. Addiction Severity Index
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No

Questions

Scale rating

1

Has your patient been arrested and charged

with any legal problems?

0 - Not at all

1 - Slightly

2 - Moderately
3- Considerably
4 - Extremely

Does he/she experience drug overdose?

0 - Not at all

1 - Slightly

2 - Moderately
3- Considerably
4 - Extremely

Has he/she been treated for any psychological

problems?

0 - Not at all

1 - Slightly

2 - Moderately
3- Considerably
4 - Extremely

Does he/she experience serious depression?

(Sadness, hopelessness, loss of interest,

difficulty with daily functioning)

0 - Not at all

1 - Slightly

2 - Moderately
3- Considerably
4 - Extremely

Does he/she aggressive with surrounding?

0 - Not at all

1 - Slightly

2 - Moderately
3- Considerably
4 - Extremely

Does he/she experience hallucination?

0 - Not at all
1 - Slightly
2 - Moderately
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3- Considerably
4 - Extremely

Does he/she has trouble

concentration or remembering?

in understanding, | 0 - Not at all

1 - Slightly

2 - Moderately
3- Considerably
4 - Extremely

Does he/she has suicidal thoughts?

0 - Not at all

1 - Slightly

2 - Moderately
3- Considerably
4 - Extremely

Is he/she experienced with serious anxious or | O - Not at all

tension?

1 - Slightly

2 - Moderately
3- Considerably
4 - Extremely

10

Does he/she think to use drug every time in a | 0 - Not at all

day?

1 - Slightly

2 - Moderately
3- Considerably
4 - Extremely

5. Caregiver Stress Scale

No Questions Answers Code
1 I am happy in my role as a| 1.Strongly disagree
caregiver. 2. Disagree
3. Undecided
4. Agree

5. Strongly Agree
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There is little or nothing | wouldn't
do for my patient if it was

necessary.

. Strongly disagree
. Disagree

. Undecided

. Agree

. Strongly Agree

Caring for my patient sometimes
takes more time and energy than |

have to give.

—_

o B~ OO DN

. Strongly disagree
. Disagree

. Undecided

. Agree

. Strongly Agree

| sometimes worry whether | am

doing enough for my patient.

—_

g A W N

. Strongly disagree
. Disagree

. Undecided

. Agree

. Strongly Agree

| feel close to my patient.

[EN

o B W N

. Strongly disagree
. Disagree

. Undecided

. Agree

. Strongly Agree

| enjoy spending time with my

patient.

—_

o B~ LW N

. Strongly disagree
. Disagree

. Undecided

. Agree

. Strongly Agree

Having an addicted patient gives me
a more certain and optimistic view

for the future.

—_

o A W N

. Strongly disagree
. Disagree

. Undecided

. Agree

. Strongly Agree
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8 My patient is an important source of | 1. Strongly disagree
affection for me. 2. Disagree
3. Undecided
4. Agree
5. Strongly Agree
9 The major source of stress in my 1. Strongly disagree
life is my patient’s addiction. 2. Disagree
3. Undecided
4. Agree
5. Strongly Agree
10 Having an addicted patient leaves 1. Strongly disagree
little time and flexibility in my life. | 2. Disagree
3. Undecided
4. Agree
5. Strongly Agree
11 Having an addicted patient has 1. Strongly disagree
been a financial burden. 2. Disagree
3. Undecided
4. Agree
5. Strongly Agree
12 It is difficult to balance different | 1. Strongly disagree
responsibilities  because of my | 2. Disagree
patient’s addiction. 3. Undecided
4. Agree
5. Strongly Agree
13 The behavior of my addicted 1. Strongly disagree
patient is often embarrassing or 2. Disagree
stressful to me. 3. Undecided
4. Agree
5. Strongly Agree
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14

If | had it to do over again, | might
decide not to have a drug use

patient.

| 2 e N SN N\

. Strongly disagree
. Disagree

. Undecided

. Agree

. Strongly Agree

15

| feel overwhelmed by the
responsibility of being a primary

caregiver.

—_

o B~ OO DN

. Strongly disagree
. Disagree

. Undecided

. Agree

. Strongly Agree

16

Having an addicted patient has
meant having too few choices and

too little control over my life.

—_

g A W N

. Strongly disagree
. Disagree

. Undecided

. Agree

. Strongly Agree

17

| am satisfied as a primary caregiver.

[EN

o B W N

. Strongly disagree
. Disagree

. Undecided

. Agree

. Strongly Agree

18

| find my patient enjoyable.

—_

o B~ LW N

. Strongly disagree
. Disagree

. Undecided

. Agree

. Strongly Agree
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Topic guide

In-depth-interviews with caregivers of patients with drug use disorders

| would also like to ask your permission to audio-record our discussion. The recording
will help me ensure that | don’t miss important things you say. It is difficult to record
everything accurately using notes only. The recording will not include your name and
will only be used by me. All the recorded audios and field notes will be stated only
in the way that the researcher can link the responses with persons. It will be
deleted one year after the research is completed.
1. Psychological burden
® How much sadness do you feel as a result of your patient’s emotional or
behavioral problem?
- Hopelessness, helplessness, seeing ill beloved one with disorders
® Do you feel angry because of interpersonal problems between you and
patient?
® Are you worrying about your patient’s future and family’s future? Could you
please elaborate?
- sexual abuse, accidents, family’s well-being
® \What kind of fear do u suffer due to patient’s drug use problem?
- legal problems, suicide
® |s there anything that u feel guilty concerning your patient? If so, please
explain it.
- because of forcing patient to leave home, because of abusing
verbally to patient, because of concealing his or her drug use

problems

2. Socioeconomic burden

2.1 Financial burden

® How much extent of financial loss do you suffer due to patient’s illness?
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- Hospitalization fees, Medlication fees, Transportation fees(per month),
money used to buy drugs, legal cost, food, religious activities
2.2 Productivity loss
® Do you suffer any income loss due to patient’ illness? Would you elaborate
it? Please describe your loss and also your patient loss?
- lost job, Unable to get job, time loss, selling land or business

2.3 Social limitation

® Do you feel any type of social isolation as a result of your patient’s drug use
disorders?
- Exclude from social activities due to interruption of personal time
,Patients made conflicts with neighborhood, Cut off relationship with
friends or relatives to conceal patients’ drug use problems, Blaming
2.4 Negative impact on family structure
® How does drug use individual affect on family well-being and harmonization?
- Disruption of family activities, any negative effect on family members
(in terms of loss of job, education, mentally disrupted), neglect other
family members due to time devotion towards patients, conflict each
other
3. Coping mechanism

How do u cope with financial burden, social isolation and emotional disturbance?
® \What kind of religious coping do you use?

- Pray more than before, go to spirit

® \What kind of financial coping do you use?

- Reducing other expenditure (food, clothing, education, health),
selling assets, pawning, Loan from relatives and friends, loan from
institution

® \What kind of social support do you receive?
- Help from family and relatives, help from charitable organization,

help form government
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® Do you accept your patient drug used conditions? How?
- stop shouting and blaming, reduce over-controlling, being
understandable towards the problems
® Have you ever planned anything to cope with your drug use patient’s
condition?
- To cooperate with police, to read books to know more about patient

disorders

® Have you ever thought to withdraw from caregiving or do you withdraw from
caregiving?
® Have you tried to use any substance to escape from the problem and
sleepless night?
4. Barrier of coping
4.1 Lack of support (financial and social)
® How much support do u get from inside and outside of your family?

- Receiving cash/loans from relatives, any support from Government,
any support from external donation,  social support (health
education), appreciation from patient, family members and friends
for your caregiving

4.2 Stigma
Have you ever experience with any negative opinion form environment and health
professional? How?

- effect of stiema and discrimination upon patients or you

Is there anything you would like to add or do you have any questions
regarding all the questions you have to respond above. Thank you very much for

your actively participation in this research. | appreciate your participation. Thank you.
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Appendix 2

Questionnaire and topic guide (Myanmar version)
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Appendix 3

Informed Consent Form for Qualitative Research

INSTITUTIONAL REVIEW BOARD
DEFENCE SERVICES MEDICAL RESEARCH CENTRE
DIRECTORATE OF MEDICAL SERVICES
MINISTRY OF DEFENCE, REPUBLIC OF THE UNION OF MYANMAR

This informed consent form is for the respondents who we are inviting to participate
in research, titled “Caring for patients with drug use disorders in Yangon region,
Myanmar: Socioeconomic and psychological burden and coping strategies”.
Name of Principal Investigator: Khin Zar Khaing Thein
Name of Organization : MSc student in Health Economics and
Health Care Management, Chulalongkorn
University, Thailand
Name of Funding Organization : self
Title of the Study : “Caring for patients with drug use disorders in
Yangon region, Myanmar: Socioeconomic and psychological
burden and coping strategies”

PART I: Information Sheet
1. Introduction

| am Khin Zar Khaing Thein, a master student attending M.Sc. in Health
Economics and Health Care Management at Faculty of Economics, Chulalongkorn
University, Thailand. | am doing research on the caregivers’ burden of drug use
disorders which is very important issue to be emphasized in our country. | am going
to give you information and invite you to be part of this research. You do not have
to decide today whether or not you will participate in the research. Before you
decide, you can talk to anyone you feel comfortable with about the research. This
consent form may contain words that you do not understand. Please ask me to stop
as we go through the information and | will take time to explain. If you have

questions later, you can ask them of me or of another researcher.
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2. Purpose of the research

The main purpose of this research is to explore what are the main problems
faced by the people who take care of patients with drug use disorders. The purpose
of the research is to find the ways to reduce this burden. | believe that you can help
me by telling what you suffer in terms of financially, socially, psycholosgically by your
drug using clients. | also want to learn about how different caregivers cope with
various problems that they encountered and what are the barriers of coping.
3. Type of Research Intervention

This research will involve your participation in a face to face in depth
interview for approximately 1 hour.
4. Participant Selection

Informal primary caregivers of drug users who have registered at Yangon
Mental Health Hospital are being invited to take part in this research because | feel
that your experience as a caregiver can contribute much to my understanding and
knowledge of burden of drug use disorders.
5. Voluntary Participation

Your participation in this research is entirely voluntary. It is your choice
whether to participate or not. If you choose not to participate, all the services your
pateint receive at this hospital will continue and nothing will change. You may
change your mind later and stop participating even if you agreed earlier.
6. Procedures

Firstly, structured questions will be asked to know socio demographic
characteristics of you, your patient and your family. A set of guideline questions
which contains socioeconomic burden (financial strains, social limitation and family
problems), psychological burden, coping strategies and barriers of coping will be
asked to you. It will take approximately 1 hour. It is important to know that patient’s
severity questionnaires will be answered by caregivers since patients with drug use
disorders will not be participated in this research.

During the interview, a comfortable place at the hospital will be managed. If
it is better for you, the interview can take place in your home or workplace. If you do

not wish to answer any of the questions during the interview, you may say so and
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the interviewer will move on to the next question. No one else but the interviewer
will be present unless you would like someone else to be there. The information
recorded is confidential, and no one else except researcher will access to the
information documented during your interview.
7. Duration

The interview you have to answer will take about 1 hour.
8. Risks and Discomforts

There is a risk that you may share some personal or confidential information
by chance, or that you may feel uncomfortable talking about some of the topics.
However, this is not wished to happen by the researcher. You do not have to answer
any question or take part in the interview if you feel the questions are too personal
or if talking about them makes you uncomfortable.

9. Benefits

There will be no direct benefit to you. However, if the respondent’s stress
level and emotional feeling is approaching to the pathology level, he or she will be
advised to consult with psychiatric as soon as possible. Moreover, if the respondents
will say that they suffer stigma even from doctors and nurses in the hospital, it will
be informed to the hospital superintendent and department head.

Your participation will be likely to help the researcher to explore the
caregiver burden of drug users in details. The problems cannot be solved if we don’t
know what burden you are actually enduring, what make you hurt about your drug
users, how you are coping with these burden and what are the common barriers of
coping. By knowing this in details, this study can imply planners to support family
members in terms of financial and social support, to establish anti-stigma campaign
to change public opinion upon drug users and their family and also contribute as
baseline information for decision-makers to set the drug use disorders as a priority
health program in Myanmar.

10. Incentives
You will not be provided any incentive to take part in the research. However,

souvenir will be given for appreciation.
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11. Confidentiality

The participant’s private information will be kept confidential and it will not
be subject to an individual disclosure, but will be included in the research report as
part of the overall results. The research undertakes that all information provided by
you will be used only for the purpose of study. Everything that you say when
answering the questions will be kept private and confidential. Your name will not be
revealed in any written data or report resulting from this study.
12. Sharing the Results

The knowledge that we get from doing this research will be shared with you
before it is made widely available to the public. Confidential information will not be
shared. The findings of the research will be published in academic journals, paper
and oral presentation in conferences, so that other interested people may learn from
the research.
13. Right to refuse or withdraw

You do not have to take part in this research if you do not wish to do so. You
may also stop participating in the research at any time you choose. It is your choice
and all of your rights will still be respected.
14. Who to Contact

If you have any questions about this research, please feel free to contact Ms.
Khin Zar Khaing Thein at mobile number 0943105606. The address is Building 9/11,

fourth floor, Damaryone Street, Mingalar Taung Nyunt Township, Yangon, Myanmar.

If you wish to ask questions later, you can also contact to Dr Kyaw Soe Htun,
Joint Secretary, Institutional Review Board (IRB), Defence Services Medical Research

Centre (DSMRC), Ph no. 09428218044, Email. kyawsoehtun@dsmrc.ore.



mailto:kyawsoehtun@dsmrc.org
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Part Il: Certificate of Consent

| hereby express my consent to participate as an interviewee in the research project
entitled “Caring for patients with drug use disorders in Yangon region, Myanmar:
Socioeconomic and psychological burden and coping strategies”. | am informed on
the research purpose, type, procedure, duration, benefits and risks. | thoroughly read
the information details in the information sheet given to me. | have been informed
that the risks are minimal and may include only discomfort. | am aware that there
may be no benefit to me personally and that | will not be compensated. | have been
provided with the name of a researcher who can be easily contacted using the

number and address | was given.

| have read the foregoing information, or it has been read to me. | have had the
opportunity to ask questions about it and any questions | have been asked have
been answered to my satisfaction. | consent voluntarily to be a participant in this
study and understand that | have the right to withdraw from the
[discussion/interview] at any time without in any way affecting my patient medical
care.

Name of participant

Signature of participant

Date

Day/month/year

If illiterate,

Thumb print of participant

| have witnessed the accurate reading of the consent form to the potential
participant, and the individual has had the opportunity to ask questions. | confirm
that the individual has given consent freely.
Name of witness

Signature of witness

Date
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Day/month/year
| have accurately read or witnessed the accurate reading of the consent form to the
potential participant, and the individual has had the opportunity to ask questions. |
confirm that the individual has given consent freely.

Name of researcher

Signature of researcher

Date

Day/month/year

A copy of this Informed Consent Form has been provided to the participant

(initialed by the researcher)
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Ethical approval form

Institutional Review Board
Nay Pyi Taw, Myanmar

Defence Services Medical Research Centre

Phone: +95-9-428218044, Email- dsmrearbiidsmec org

Ref: IRB/ 2019/ | §

To,
Ms. Khin Zar Khaing Thein

Dated May 4, 2019

MSc Student in Health Economics and Health Care Masagement

Chulalongkorn University, Thailand

The Institutionad Review Board of the Defence Services Modical Research Centre
reviewed your research peoject titled “Caring for Patients with Drug Use Disorders in
Yangon Region, Myanmar Socioeconomic and Psychological Burdes and Coping

Strutegies™ on Apnil 23, 2019

After deliberating o your praject, the IRB approves the project to be condacted in the

present (revised/ endorsed) form

[he IRB expects to receive the progress report of the study with any changes i the
protocol and mformed consent and a copy of the final repart before May 3, 2020,

Y
X /»(
v

[Captain Kyaw Soe Htun)
Jont Secretary, DSMRC IRB
MBS MMt N Ol hort sy wdernr |

Defercs Services Malical Resee:h Letre

jeatinetiozal feviow Boe
TIVA - (OO0, 0B « DOLL, NI K0TINN

APPROVED

Pocument Na \gB l %(‘ “S-
Date M‘L‘m psaad

K —

({;ﬁn.-«

|Brig Gen Tin Masmg Hlawmg)
(harpersos, DSMRC [RB

MU, M5 PRTM MMM Thisbind]

PP emrcdagy) (Pl g baey), MAL Defeace Stadien)
FACHUSAL FPRs L), FICP S

CORSULTANT OF PUBLKC HEALTS MADICINE
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Appendix 5
Operational definition of Variables
The following table showed the definition of independent variable that
involved in the quantitative questionnaires to access socio demographic

characteristic of caregivers and patients.

No | Variable Operational definition Sources
1 Age It refers to self-reported completed years | (Haskell et
(caregiver/patient) | of age of the caregiver/patient, al., 2016)

categorized by
1= <30
2=31-44

3= 45 and older

2 | Gender The socially constructed roles and | (Ishler et
(caregiver/patient) | responsibilities assigned to women and | al.,, 2007)
men in a given culture or location and
the societal structure that support them,
categorized by

1=Male

2=Female

3 | Marital Status The status of current bonding between | (Ishler et
(caregiver/patient) | men and women, categorized by al., 2007)
1=Single
2= Married

3=Divorced

4=Widowed

5=Separated
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Number of
children

(caregiver/patient)

Total number of all children alive born
by the caregiver/patient, categorized by
1=1,2,3

2=>3

Helper

Someone in the family who help
caregiver during taking care of patient,
categorized by

0=No

1=Yes

If yes, total number will be specified

Area of residence

(caregiver/patient)

The place where caregiver/patient lived,
Categorized by
1=Yangon

2=0thers

(Mattoo et
al., 2013)

Ethnicity

(caregiver/patient)

Ethnic group or class of categorical
persons with some common features,
categorized by

1=Bamar

2=0thers

(Ishler et
al,, 2007)

Religion

(caregiver/patient)

Belief in god as creator and controller of
universe, categorized by

1=Buddhism

2=Christianity

3=lslam

A=Hinduism

5=0thers

(Malik et al.,
2012)

Education
(caregiver/patient/

Household head)

The completed highest education level
of caregiver/patient/household head,
categorized by

1=Illiterate

(Malik et al.,
2012)
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2=0nly read and write
3=Primary school passed
4=Middle school passed
5=High school passed
6=Undergraduate
7=Graduate

10

Occupation
(caregiver/patient/

Household head)

Current main job of the
caregiver/patient/household head which
can earn money, categorized by
1=Dependent

2=0wn business

3=Government staff

4=Non-government staff

5=0thers

(Mattoo et
al., 2013)

11

Type of family

The type of family structure, categorized
by
1=Nuclear

2=Extended

(Mattoo et
al., 2013)

12

Position in family
members

(caregiver/patient)

Position of caregiver/patient among
family members, categorized by
1=Household head

2=Housewife

3=Family member

13

Relationship with
patient

Relationship  between caregiver and
patient, categorized by

1=Parent

2=Son/daughter

3=Sibling

4=Husband/wife

5=0thers

(Doku et al.,
2015)
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14 | Income per The total income of caregiver/patient per | (Mattoo et
month month in MMK, categorized by al., 2013)
(caregiver/patient) | 1=No income

2= <100,000 MMK ( < 65 USD)
3=100,001-250,000 MMK (65 - 165 USD)
4=>250,000 MMK (>165 USD)

15 | Average family Combination of monthly income of all | (Choudhary,
income per the family members per month in MMK, | 2016)
month categorized by

1= 300,000 MMK (<200 USD)
2= 300,001-700,000 MMK (200-450 USD)
3= >700,000 MMK (>450 USD)

16 | Average Combination of monthly expenditure for | (Clark & E.
expenditure per food, categorized by Drake,
month (Food) 1= <100,000 MMK ( < 65 USD) 1994)

2=100,001-300,000 MMK (65 — 200 USD)
3= >300,000 (>200 USD)

17 | Average Combination of monthly expenditure for | (Clark & E.
expenditure per non-food, categorized by Drake,
month (Non- 1= <100,000 MMK (' < 65 USD) 1994)

Food) 2=100,001-300,000 MMK (65 — 200 USD)
3= >300,000 (>200 USD)

18 | Duration of giving | Total hours of caring for patient by | (Kronenberg
care (per day) caregiver per day, categorized by et al,, 2016)

1=1-5
2= 6-10
3=>10

19 | Type of drug Type of illegal drugs patient abused, | (Malik et al,,
categorized by 2012)
1=Amphetamine
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2=Heroin
3=Cannabis (marijuana)

4=0thers

20

Duaration of drug

use

Total years of patient’s addiction to
certain illegal drugs, categorized by
1=<2

2=>2

(Malik et al.,
2012)

21

Number of drug

abuse per week

Total number of drug used by patient
per week

1=<3

2=>3

22

Misuse

Patient use other psychoactive substance
together with illegal drug they used,
categorized by

0=No

1=Yes

If yes, the name of psychoactive
substances will be specified.

(Malik et al.,
2012)

23

Relapse

Patient has the history of drug
withdrawal at hospital, categorized by
0=No

1=Yes

If yes, total number of relapse will be

specified.

24

Dual disorders

Patient has co morbidity with other
disorders due to drug use problem
(psychosis, mood disorders, HCV, HIV)
because of drug use, categorized by
0=No

1=Yes

If yes, the name of dual disorders will be

specified.

(Choate,
2011)
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Table 1. Socio demographic characteristics of caregivers
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Variables Frequency Percent
Age (Years)
<30 a4 133
31-44 10 333
>45 16 533
Sex
Male 11 36.7
Female 19 63.3
Marital status
Single 3 10.0
Married 24 80.0
Divorced 3.3
Widow 6.7
Separated 0.0
No of children
1,2,3 20 66.7
>3 10 33.3
Residence
Yangon 25 83.3
Others 5 16.7
Ethnicity
Bamar 22 73.3
Others 8 26.7
Religion
Buddhism 27 90.0
Christianity 33
Istam 6.7
Hinduism 0.0
Education
Iiterate 0 0.0
Only read and write 1 33
Primary school passed a4 13.3
Middle school passed 10 333
High school passed 2 6.7
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Undergraduate 1 33
Graduate 12 40
Occupation
Unemployed 3 10.0
Own business 19 63.3
Government staff 10.0
Non-government staff 10.0
Others 6.7
Income per month(Caregiver)(n=29)
No income 3 10.3
<100,000 MMK ( < 65 USD) a4 13.8
100,001-250,000 MMK (65 — 165 USD) 6 20.7
>250,000 MMK (>165 USD) 16 55.2
Income per month(Household)
<300,000 MMK (<200 USD) 7 23.3
300,001-700,000 MMK (200-450 UsD) 13 43.3
>700,000 MMK (>450 USD)
10 33.3
Food expenditure per month (n=28)
<100,000 MMK ( < 65 USD) 2 7.1
100,001-300,000 MMK (65 — 200 USD) 17 60.7
>300,000 (>200 USD) 9 32.1
Non-food expenditure per month (n=25)
<100,000 MMK ( < 65 USD) 13 52
100,001-300,000 (65 — 200 USD) 28
>300,000 (>200 USD) 20
Position in the family
Household head 12 40.0
Housewife 14 46.7
Family member 4 13.3
Family Type
Nuclear 15 50.0
Extended 15 50.0
Education of household head
IUiterate 1 33
Only read and write 0 0.0
Primary school passed 1 33
Middle school passed 16 533
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High school passed 3 10.0
Undergraduate 1 33
Graduate 8 26.7
Occupation of household head
Unemployed 3 10.0
Own business 17 56.7
Government staff 16.7
Non-government staff 10.0
Others 6.7
Relationship with patient
Parent 18 60.0
Son 1 33
Sibling 6 20.0
Wife a4 13.3
Uncle 1 33
Contact hours per day
Unspecified 4 133
1-5 11 36.7
6-10 13 43.3
>10 2 6.7
No of family members who helps in care
giving
0 11 36.7
1 13 43.3
2 10.0
3 10.0
Table 2. Socio demographic characteristics of patients
Variables Frequency Percent
Age (Years)
<18 3 10
19-24 12 40
25-29 16.7
30-34 10
>35 23.3
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Sex
Male 29 96.7
Female 1 33
Marital status
Single 20 66.7
Married 7 23.3
Divorced 3 10.0
Widow 0 0.0
Separated 0 0.0
Residence
Yangon 25 83.3
Others 5 16.7
Ethnicity
Bamar 23 76.7
Others 7 23.3
Religion
Buddhism 27 90.0
Christianity 1 33
Islam 2 6.7
Hinduism 0 0
Education
IUiterate 0 0.0
Only read and write 0 0.0
Primary school passed 0 0.0
Middle school passed 19 63.3
High school passed 0 0.0
Undergraduate 8 26.7
Graduate 3 10.0
Occupation
Unemployed 19 63.3
Own business 8 26.7
Government staff 0 0.0
Non-government staff 0 0.0
Assist in family’s business 3 10.0
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Income per month

No income 22 73.3
<100,000 MMK ( < 65 USD) 1 33
100,001-250,000 MMK (65 - 165 USD) 1 33
>250,000 MMK (>165 USD) 6 20.0
Position in the family
Household head 3 10.0
Housewife 0 0.0
Family member 27 90.0
Duration of dependence
<2 years 13 433
>2 years 17 56.7
Table 3. Relapse and dual disorders
Variables Frequency Percent
Relapse relate to duration of caregiving
Yes 13 43.3
No 17 56.7
No of relapse (n=13)
1-3 times 11 84.6
>3 times 2 154
Dual disorder
Yes 21 70
No 9 30
Name of dual disorder (n=21)
Psychosis 14 66.6
Mood disorders 3 14.3
HIV 1 4.8
HCV 1 4.8
HIV & HCV 2 9.5
Frequency of drug abuse per week
(n= 27)
<3 6 22.2%
>3 21 77.8%




Table 4. Caregiver stress (n=30) average score

157

Strongly Agree Undecided | Disagree Strongly
agree disagree
Freq Freq Freq Freq Freq
(%) (%) (%) (%) (%)
Positive statement
| am happy in my 3(10.0) | 10(33.3) 2(6.7) 8(26.7) 7(23.3)
role as a caregiver.
There is little or 3(10.0) | 18(60.0) 4(13.3) 5(16.7) 0
nothing | wouldn't do
for my patient if it
was necessary.
| feel close to my 3(10.0) | 15(50.0) 0 8(26.7) 4(13.3)
patient.
| enjoy spending time 3(10.0) | 15(50.0) 2(6.7) 7(23.3) 3(10.0)
with my patient.
Having an addicted 1(3.3) 1(3.3) 0 6(20.0) 22(73.3)
patient gives me a
more certain and
optimistic view for
the future.
My patient is an 9(30) 18(60) 1(3.3) 2(6.7) 0
important source of
affection for me
| am satisfied as a 3(10.0) | 16(53.3) 1(3.3) 6(20.0) 4(13.3)
primary caregiver
| find my patient 5(16.7) | 19(63.3) 2(6.7) 3(10.0) 1(3.3)
enjoyable.
Negative statement
Caring for my patient 26.7) | 13(43.3) 6(20.0) 7(23.3) 2(6.7)
sometimes takes
more time and
energy than | have to
give.
| sometimes worry 6(20.0) | 14(46.7) 3(10.0) 7(23.3) 0

whether | am doing
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Strongly
agree

Agree

Undecided

Disagree

Strongly
disagree

Freq
(%)

Freq
(%)

Freq
(%)

Freq
(%)

Freq
(%)

enough for my
patient.

The major source of
stress in my life is my
patient’s addiction

12(40.0)

12(40.0)

1(3.3)

2(6.7)

3(10.0)

Having an addicted
patient leaves little
time and flexibility in
my life

10(33.3)

10(33.3)

8(26.7)

2(6.7)

Having an addicted
patient has been a
financial burden.

11(36.7)

13(43.3)

1(3.3)

1(3.3)

It is difficult to
balance different
responsibilities
because of my
patient’s addiction.

8(26.7)

13(43.3)

1(3.3)

7(23.3)

1(3.3)

The behavior of my
addicted patient is
often embarrassing
or stressful to me.

13(43.3)

10(33.3)

6(20.0)

1(3.3)

If | had it to do over
again, | might decide
not to have a drug
use patient.

17(56.7)

11(36.7)

1(3.3)

1(3.3)

| feel overwhelmed
by the responsibility
of being a primary
caregiver

2(6.7)

13(43.3)

2(6.7)

10(33.3)

3(10.0)
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Strongly
agree

Agree

Undecided

Disagree

Strongly
disagree

Freq
(%)

Freq
(%)

Freq
(%)

Freq
(%)

Freq
(%)

Having an addicted
patient has meant
having too few
choices and too little
control over my life.

4(13.3)

18(60.0)

2(6.7)

4(13.3)

2(6.7)

Table 5. Addiction Severity (n=30) average score

Not at
all

Slightly

Moderately

Considerably

Extremely

Freq
(%)

Freq
(%)

Freq
(%)

Freq
(%)

Freq
(%)

Has your 27(90)
patient been
arrested and
charged with
any legal
problems?

3(10.0)

Does he/she
experience drug

27(90)

overdose?

1(3.3)

1(3.3)

1(3.3)

Has he/she
been treated

15(50)

for any
psychological
problems?

5(16.7)

7(23.3)

3(10.0)

Does he/she 19(63.3)
experience
serious
depression?
(Sadness,
hopelessness,
loss of interest,

difficulty with

4(13.3)

6(20.0)

1(3.3)
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Not at
all

Slightly

Moderately

Considerably

Extremely

Freq
(%)

Freq
(%)

Freq
(%)

Freq
(%)

Freq
(%)

daily
functioning)

Does he/she
aggressive with
surrounding?

19(63.3)

3(10.0)

3(10.0)

3(10.0)

2(6.7)

Does he/she
experience
hallucination?

13(43.3)

6(20)

4(13.3)

3(10.0)

4(13.3)

Does he/she
have trouble in
understanding,
concentration
or

remembering?

25(83.3)

1(3.3)

2(6.7)

1(3.3)

1(3.3)

Does he/she
have suicidal
thoughts?

25(83.3)

2(6.7)

1(3.3)

1(3.3)

1(3.3)

Is he/she
experienced
with serious
anxious or
tension?

25(83.3)

1(3.3)

1(3.3)

2(6.7)

1(3.3)

Does he/she
think to use
drug every time
in a day?

15(50)

5(16.7)

6(20.0)

3(10.0)

1(3.3)
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