Global Journal of Health Science; Vol. 10, No. 3; 2018
ISSN 1916-9736 E-ISSN 1916-9744
Published by Canadian Center of Science and Education

Primary Caregivers of People With Severe Mental Illness Experience
of Anti-Psychotic Medication: Findings From the Semi-Structured
Interviews
Abd Alhadi Hasan1 & Hussein Tumah2
1

Assistant professor in Mental Health Nursing, Fakeeh College for Medical Sciences, Jeddah, Saudi Arabia

2

Assistant professor in Nursing education, Fakeeh College for Medical Sciences, Jeddah, Saudi Arabia

Correspondence: Abdalhadi Hasan, Department of Nursing, Fakeeh College for Medical Sciences, Jeddah, Saudi
Arabia. Tel: 966-536-426-602. E-mail: aalhasan@fakeeh.care
Received: April 12, 2017
doi:10.5539/gjhs.v10n3p20

Accepted: May 10, 2017

Online Published: January 30, 2018

URL: https://doi.org/10.5539/gjhs.v10n3p20

Abstract
Background: Management of schizophrenia is now shifted to the community setting and family caregivers are the
primary caregivers. Managing medications is a complex responsibility of family caregivers caring for patients with
mental illness. Medication compliance contributes to improve health outcomes and reduced hospitalization for the
care service users; however, little is known about attitudes and perception of family caregivers.
Methods: A purposeful sample of 21 family caregivers were included in the study. Semi-structured interview was
employed to collect data from the participants between May and October 2015. Thematic analysis approach was
used to identify the common pattern in the data.
Results: Four main themes emerged from the study: insight into illness (poor understanding of illness), treatment
factor (thinking about medication, poor guidance for medication compliance), resources and support (availability
of medication and cost of medication), health care provider factors (communication gap and poor assessment with
follow-up, social dysfunction (social isolation, disruption in life routine).
Conclusions: Responsibility for providing care for patients with mental illness are taken place in the community
setting and cared by family caregivers. More information resources are required for this role, which requires
specific medication management skills and knowledge.
Keywords: adherence, medication, attitude, beliefs, family caregivers
1. Background
Schizophrenia is one of the most serious psychotic disorder which imposes financial, social and emotional
constrains (Stuart, 2014). It has a chronic progression with clinical, cognitive, social deterioration as well as it has
a frequent episode of remission and relapse and rehospitalisation (Staring et al., 2011). The main reason for relapse
and readmission is medication noncompliance, particularly oral form (García et al., 2006). This explains by fears
of medication adverse effect and negligence the importance of daily administration drug (Dean, Wragg, Draper, &
McDermott, 2011). There is a relatively small body of literature that is concerned with the family caregivers of
people with schizophrenia impacts on medication compliance and found including family relative in the treatment
process poses positive clinical outcomes, as reducing relapse (Wilk et al., 2008).
Poor service provision and lack of diversification in mental health care in developing countries (e.g. the restricted
availability of beds in mental health hospitals) led to major health reforms (WHO, 2011). As a result, the
management of schizophrenia shifted from hospitals towards community care (Chan et al., 2009). Nowadays,
families are increasingly fundamental in providing essential needs for affected relatives and between 50-80% of
people with schizophrenia live with or have daily contact with their families (Lehman & Steinwachs, 1998).
However, families may not have basic skills and knowledge to take on the responsibility of caring for people with
schizophrenia and family caregivers may be left alone, unsupported or untrained, which is the leading cause of
families’ physical and psychological health problems (Macleod, Elliott, & Brown, 2011) as well as recurrent
relapse with rehospitalisation among people with schizophrenia (Sharif, Shaygan, & Mani, 2012). This conclusion
is applicable to families around the globe, as the majority of the reviewed studies directly stated poor knowledge
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levels of schizophrenia among family caregivers (Pitschel-Walz et al., 2001; Sharif, Shaygan, & Mani, 2012).
The number of people diagnosed with mental illness who need an assistance from their family relative are
increasing due to core changes in the population life in developing countries. In Jordan, the number of people
diagnosed with mental illness has been dramatically growing, Available data is derived mainly from a recent World
Health Organization (WHO) report, which stated that 305 individuals per 100,000 of the Jordanian population
suffer from mental illness. About 18,300 individuals have been diagnosed with mental illness, out of whom around
half have a diagnosis of schizophrenia, making this a significant health care issue. Schizophrenia is considered the
most common type of mental illness treated in mental health services. Approximately 52% of mentally ill
individuals who are treated in outpatient clinics have schizophrenia and 49% of hospital in-patients with mental
health problems are diagnosed with it (WHO, 2011).
Family caregivers of people with schizophrenia are identified as a primary source of support, their roles are
essential in optimizing health related outcomes and being adhered with treatment regime (Reinhard, Levine, &
Samis, 2012). Additional supports from the front help line (e.g. parents) are recognized to affect patient
psychological and physical life and their acceptability of illness and treatment (Allen, Lima, Goldscheider, & Roy,
2012). Similarly, studies suggest that social and familial supports are crucial in increasing medication adherence
among patient with chronic disease (Matthes & Albus, 2014). Collaboration and including family caregivers with
their ill relative in treatment process, which is a source of social and emotional support, encompasses mutual
understanding of medical problem. However, this phenomenon has been insufficiently explored in schizophrenia.
In addition, a limited number of studies supports the role of family caregivers in preventing or reducing medication
non-compliance. Wilk, West, Marcus et al. (2008) noted that risk of noncompliance with antipsychotic medication
is reduced three times when the family members are involved in treatment process in comparison with those did
not receive family support. However, the family members are frequently excluded from being involved in planning
treatment by health care professionals (Perkins, 2002). Interestingly, poor understanding of illness by family
members restricts family support required for ill relative diagnosed with schizophrenia (Taj, 2008). Consequently,
treatments for mental illness are often sought from traditional and spiritual healers and put them to be more
influenced by social and cultural myth associated with mental illness. In addition, it poses a risk to alienate medical
treatment and look for traditional treatment (i.e. faith healer) to deal with psychiatric illness (H. Lee et al., 2011).
In developing countries, the preference of treatment of mental illness devoted to traditional healers which is less
expensive and conforms with social values and beliefs. This delays in seeking appropriate psychiatric helps
resulting in deterioration in client psychiatric symptoms. Consistently, a recent studies by Gearing et al. (2013) and
Aloud and Rathur (2009) reported that beliefs and values were the main barriers and challenges for Arab
individuals in Middle Eastern-Arab countries with mental illness accessing mental health services or participating
in psychosocial treatments and service implementation. Likewise, this finding are supported by another studies on
Arab-Muslim population which found a lack of understanding magnifies stigma and tend to tolerate mental health
problems for long time before considering any formal treatment (Al-Adawi et al., 2002; Okasha, 1999).
Antipsychotic medication is the first line treatment of psychosis for the first episode psychosis; yet 40% of patients
do not take medication as prescribed. Previous research in compared healthcare professional and patients’ views
suggested that health care providers stressed the importance of patient’s insight into medication to increase
adherence whilst they underestimated the impact of side effect and family support as a leading factor for
nonadherence. Reviews of the literature on predictors of psychiatric medication usage and family variables have
showed limited and inconclusive findings. Lacro (2005) reported that family involvement in the treatment process
with their mentally ill relative was associated with nonadherence. The major weakness of this study was this
conclusion reached based on handful number of studies as well as on global indices of ‘‘family involvement’’ and
living arrangements. Conversely, Fenton., Blyler, and Heinssen (1997) in his review found that availability of
family support or informal family caregivers was linked to higher adherence among outpatient people with
schizophrenia. Collectively, these studies examined the presence of family members in treatment process without
investigating the role of specific family. Furthermore, family members can be a source of support or conflict when
they have exaggerated emotional expression (EE) (Bebbington & Kuipers, 1994; Butzlaff & Hooley, 1998). A
study of Kopelowicz et al. (2006) concluded that risk of relapse is three or four times are more likely when family
member has high EE compared with family member has low EE.
Medication management has been labelled as one of the major family caregivers task in caring in the community
settings (Fortinsky, 2001). For instance, a recent online survey results showed that approximately half of the
informal caregivers reported that their major task in caring process devoted to medication management (Brodaty &
Green, 2002). This is an essential outcomes as it improves health related outcomes and reduces hospitalization rate
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(Arlt, Lindner, Rösler, & von Renteln-Kruse, 2008). However, the importance of this caring increases when the
caring receiver diagnosed with cognitive function declines (Cotrell, Wild, & Bader, 2006; Erlen et al., 2013).
Consistently, based on the findings of US project on informal caregivers highlighted that informal caregivers role
concerning medication management dramatically increased from 54% to 90% when cognitive deficit being sever
“advance stage of dementia” (World Health Organization, 2012).
Data from several studies suggest that medication compliance is improved among people with schizophrenia (PwS)
who are live with their relative or in close contact with family member (A. Hasan, 2016; Perkins, 2002). Despite
this evidence, mental health professionals intend to exclude family caregivers from the treatment process. Little is
known about family caregiver’s perception and attitudes towards antipsychotic medication. In a recent qualitative
study explored the role of the primary caregivers in management process of schizophrenia treatment and reported
primary caregivers had essential role in preventing and managing medication non-compliance ( A Hasan, 2016).
The research to date has tended to focus on attitude and perspective of people with mental illness towards
antipsychotic medication. In light of this, there is need for an investigation of attitude and perspective of close
family member (primary caregiver) towards antipsychotic medication. Indeed, existing research on attitudes
towards antipsychotic medication has been predominantly utilized quantitative approach and included patient with
mental illness with less attention has been paid for family caregivers (Fisher, Cornman, Norton, & Fisher, 2006;
Vervoort, Borleffs, Hoepelman, & Grypdonck, 2007). It thus anticipated that an understanding family caregivers
attitudes towards antipsychotic medication may reduce medication noncompliance among people with mental
illness (Kelly, McCarthy, & Sahm, 2014). Using qualitative methods, this study purposes to gain insight into the
experiences of family caregivers about antipsychotic medication.
2. Methods
2.1 Design
Qualitative design is an approach to understand a person’s experience from his or her perspective (Trotter, 2012).
This approach is suited the purpose of this study as a little is known about this phenomenon, therefore, a qualitative
design, based on the inductive approach, was used for the data collection and analysis of family relative’s
subjective attitudes and perceptions about antipsychotic medication between May and October 2015.
2.2 Participants and Recruitment
Participants were family caregivers of people with mental illness in Jordan. Purposive sampling method was
administered to provide diversity in socio-demographic characteristics of interviewees. The inclusion criteria were
adult, relative of a people with mental illness, willingness to be interviewed and the ability to talk and explain their
experiences. The sampling was based on a maximum variant strategy in terms of levels of education, marital status,
and different ages and relationship with mentally ill relative.This sampling strategy enabled the researchers to
capture a wide range of views and experiences (Speziale & Carpenter, 2011).
2.3 Data Collection
Semi-structured interviews were employed to elicit participant’s responses. Interviews conducted in private room
where participants can express their point of views freely. Each interview lasted up 35 minutes and was
audio-taped. A reflective diary was used to support the audiotaped data, to collect non-verbal responses of the
interviewees as well as renders the participants feel that author was interested in what they were saying. Simple
language was used and technical terms were avoided. The majority of interviews were conducted in Arabic
language (mother tongue language of the participants). However, some participants preferred to speak in English.
Interviews was carried out on individual basis once. A set of open-ended questions was used to guide responses
during interviews (e.g. Would you please share with me your experience about your relative medication? Would
you describe the problems that arise from usage of medication?). Probing questions were also used during the
interviews to improve the depth of data gathering. After 21 interviews, author noticed data redundancy and
information saturation. Thus, decision made to cease interviews.
2.4 Ethical Considerations
Ethical approval was granted by the Ethics and Scientific Committees in the Ministry of Health to conduct the
study. Potential participants were approached and informed about the study the purpose, the voluntary nature of
their participation, and that they could withdraw from the study at any time without presenting reasons and this
would not impact on their ill relative medication. Informants confidentiality and anonymity was assured and
maintained, Furthermore, permission for audio-recording of interviews was obtained from each participant.
Informed consent was obtained from those who agreed to be involved in the study.
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2.5 Trustworthiness
Consolidated Criteria for Reporting Qualitative research (COREQ) was consulted to promote (Tong, Sainsbury, &
Craig, 2007; Table 1). Also for building research trustworthiness we have to focus on credibility, transferability,
dependability and confirmability (Lincoln & Guba, 1985). To address credibility, there is several steps followed to
address this point. First, researcher had prolonged engagement with participants to learn the culture and build trust
(Lincoln & Guba, 1985). Second, researcher made two transcriptions for each interview by listening to the audio
recording on two separate occasions. Then researcher merged the two transcriptions into one final version. Each
final transcription was read line by line 2–3 times to identify the main themes. This procedure provided a richer,
more meaningful and more credible data set. Moreover, credibility of the current study during data analysis and
interpretation was enhanced by showing apparent contradictions in data. Transferability was achieved by selecting
a purposeful sample from different psychiatric clinics to illuminate phenomena being studied. In addition, a thick
description of the contextual background of the research setting and the participants and credible interpretation is
necessary. The dependability of research data is satisfied by using interview guide in order to be consistent. In
addition, the transcription strategy was universally similar for all interviews conducted. Digitally recorded
interviews were added as another way of enhancing the dependability of obtained data by minimizing any
systematic bias and producing plausibility of the account made by interviewees

Physical consequences
Side effects
Obesity
Breast enlargement

Social consequences
Isolation
Disturbance life aspects
Anti-psychotic
Medication

Psychological consequences
Stress
discomfort

Figure 1. The Impact of Anti-Psychotic Medication on Life Aspects
2.6 Data Analysis
The interviews were audio-recorded and transcribed verbatim, and analyzed using the thematic analysis (TA)
approach concurrently with data collection process. This approach was employed as it provides an accessible form
of analysis and can be used within different theoretical frameworks (Boyatzis, 1998). TA is extensively used in
health research (Braun & Clarke, 2006), by which data is systematically categorised into themes and sub-themes.
This approach was employed in this study as it is accessible and flexible within different theoretical frameworks
(Braun & Clarke, 2006). Therefore, it is not tied to any epistemological or theoretical assumptions, and can be
applied to numerous types of studies. TA can be used to report experiences and to obtain understanding (e.g.
regarding interviewees’ perceptions) in order to gain the rich (thick) descriptive data. Data analysis in qualitative
research is an iterative process from data collection, through interpretation to the writing-up process (Green &
Thorogood, 2013). All interviews were analysed manually because the relatively small sample size allowed for
this kind of in-depth scrutiny (i.e. due to the small data-set, non-computerised methods were feasible and
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appropriate). The first step of analysis was transcribing interviews which assisted author to be familiarized with the
data (Pope et al. 2000). Then coding process was performed line by line to generate initial code. The next step
included that all similar codes or meanings were collated into potential themes. At the end of this point, all
potential themes and sub-themes were identified.
3. Results
The average age of participants were 45 years old and the majority of them were female caregivers. In addition,
two third of participants had attained secondary level of education or more. Almost all participants were a primary
caregivers and spouse. All interviews were conducted without distraction or repetition. In couple of interviews
were the participants invited her husbands to take part due to cultural factors. Five themes emerged: insight into
illness, treatment factor, availability of medication and cost of selected brand of medication, health care provider
factors and poor instruction about medication.
Table 1. Characteristics of interview participants (Family Members)
Characteristic

Interview Sample

Participants

21

Gender:
Male

8 (38.1%)

Female

13 (61.9%)

Age (years):
≤ 20

0 (0)

21-30

2 (9.5%)

31-40

5 (23.8%)

41-50

12 (57.1%)

≥ 51

2 (9.5%)

Education Level:
Primary School or below

14 (57.1%)

Secondary School

5 (23.8%)

College or above

2 (9.5%)

3.1 Insight into Illness
This theme captures the participants’ prior knowledge of schizophrenia which impacts of their understanding,
attitudes and perception towards antipsychotic medication.
Poor understanding of illness
This section investigates how the participants’ knowledge and understanding of schizophrenia influenced their
attitudes towards medication. Data analysis suggested that almost all the participants expressed a limited
knowledge of schizophrenia, regardless of age and educational attainment:
“….. Because you know we do not have any educational opportunities from the Ministry of Health in Jordan to
answer our questions…..” (PC1)
“… He has been getting treatment from the governmental centre for 10-12 years without any educational support
from the centre like teaching us or distributing brochures about the illness…..” (PC2)
This lack of knowledge around schizophrenia was also evidenced by the fact that more than two-thirds of the
interviewees who were interviewed believed that their relative had two personalities and that their interactions
with others relied on the predominant personality (aggressive or calm):
“….. I knew about the illness since I was in school. This illness creates two personalities. One is strong and hostile
while other is weak and calm and he communicates with others based on these personalities…..” (PC1)
“….. We believed that [schizophrenic] patients had multiple personalities…..” (PC4, Wife)
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Participants’ attributed this lack of knowledge about schizophrenia to the social stigma attached with mental illness
in Jordanian culture:
“….. I lived in the village for 23 years; the people there have negative views about mental ill person and their
families…..” (PC18)
“….. It is a difficult topic to talk about in our culture. We live in the village area where people are not educated,
hence my father decided to restrict my sister to our home for more than one year, just to protect our family from the
stigma…..” (PC9)
Moreover, interviewees expressed overwhelming feelings of guilt over their relative’s diagnosis with
schizophrenia, believing that this was a result of a direct failing on the part of the family:
“….. Furthermore, I have {ah, ah…..} believed the cause of her illness to be due to a mother’s neglect, because I
{ah} had worked outside the home for a long time previously…..” (PC6)
“….. We believed that her poor communication with our mother was one of the causes of her illness {ah, ah…...}
because before my mother passed away, she had many arguments with her for unknown reasons [….]. We also
thought this illness stemmed from the jealousy of seeing successful people…..” (PC3)
A different group of participants expressed the belief that their relatives’ illness resulted from a demonic
possession of their relative’s mind, prompting them to say or do inappropriate things. These participants attempted
to treat their relative by consulting folk exorcists to dispel these spirits:
“….. Previously we thought that this illness [schizophrenia] resulted from the possession of devils inside his body
which asked him to perform these behaviours. Also, we {ah} thought this illness stemmed from being nervous,
stressed or some unknown fear, but after reading this booklet my view changed (McCauley, McKenna, Keeney, &
McLaughlin). This illness is out of his control, we should accept him as he is as well as should avoid asking
magicians to treat him…..” (PC7)
Similarly, one participant expressed the view that schizophrenia might be the result of charm, which she asked the
magician to remove:
“….. In the beginning when he started to behave abnormally or say absurd words, I thought someone had cursed
him because he was resourceful and active [….]. We went to many people for help but it was no benefit to us…..”
(PC8)
3.2 Treatment Factor
Thinking about medication
This section discusses the participants’ views, feelings and thoughts about psychiatric medication and its uses. It
seems that participants commonly reported a negative attitude towards medication use. It was noted that this had
not been changed over the time which might information attributed as a major cause of relapse.
“….. I kept telling him to stop taking the medication without informing doctor even though he got lead to serious
[relapse], and it’s so hard to return a patient’s status to baseline […..]…..” (PC1)
“….. We know this illness {ah...} can just be treated by herbs […]. If he doesn’t take his medicine […].…..” (PC5)
“….. For instance, my husband had a blood test for depakin level and his result was 77mg, this one time the result
arrived at 100mg, and I thought that the depakin medication was discontinued but it caused him to become more
distracted and have poor moods…..” (PC1)
Similarly, some respondents described that they had previously thought that some of the medication side effects
were actually deliberate behaviours exhibited by their relatives. For instance, two respondents said that:
“…..I knew the side effects of the medication, but I believed these side effects […] such as fatigue and muscle
spasm were intended behaviour to just sleep….” (PC8)
“….. I would usually say to him that you don’t like to do anything because you have everything easily in your life…
such as smoking, sleep and food […].…..” (PC9)
Critical analysis of the two preceding quotes reveals that participants reflected on poor understanding of
antipsychotic medication information influenced ill relatives in different ways; some of them deduced side effect
of using antipsychotic medication is a deliberate behaviour while others utilised their limited knowledge of
medication un by attributing their relative’s behaviours to normal personal characteristics.
Likewise, in the current study participants noted an acute consequences of medication usage. of these serious side
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effects were obesity, enlarge breast which classified to be the most severe and feared adverse effects of
antipsychotic medication
“…. When he takes medication {….ah..} after three months his body weight duplicated….”(PC10)
“ …. His body parts were abnormal {…..} now he is suffering from tremendous change in his body big abdomen
and very large breast….”(PC12)
Importantly, the participants mainly spouse in this study identified the negative impact of taking antipsychotic on
sexual relationship with their husband. As explained by one participant
“…. Our emotional relationship has changed in a negative way. I didn’t know how can he recover and how should
I respond to these changes….”(PC10)
Poor guidance for medication compliance
Another view was elicited from a participant interviews were lack of understanding medication mechanism of
action and improper discussion with mental health professional results in non-confidence in such medication. In
addition, they have stated regarding limited access to obtain valid information about medication and strategies to
handle side effects.
“….. We receive medication either with English leaflet or without leaflet. This makes me to be distrust with
medication…..” (PC7)
Conversely, improved understanding of medication information might allow some participants to feel that they
were an active part of the treatment process in determining the best medication for their relative:
“….. If I observed that the medication is not suitable for him and the illness symptoms such as hearing voices or
talking to no one have returned, I can return back to the physician to review this medicine…..” (PC4)
“….. The main problem we face is in shifting psychiatrists [...] {ah...ah} {….}. There was a lack of original
medications. Therefore, they prescribed alternative medication for him […] but he [relapsed] three times on
alternative medication […]. When I had adequate information about medication, I started to monitor him and
knew the suitable medications for his body…..” (PC5)
3.3 Resources and Support
Availability of medication and cost of medication
Almost all the interviewed participant reported that shortage in antipsychotic medications in governmental health
center medication were a primary reason for non-adherence with medication. The following quotes reflect this
reason
"….. When doctor prescribed Risperdal, we got this medicine from health centre for a nominal price. However, this
medicine frequently is out of stock. Its price from the private pharmacy is expensive…. We left him without
medication. ….." (PS4)
"….. due to non-availability original medicine, alternative one causes many changes in my body like weight gain
and sexual dysfunction….." (PC6
In the context of medication, some participants reported taking about need to change all medication to be given as
a depot which has less side effects and long duration of action:
“….. Sometimes he takes a tablet, but he moves it out when I leave….. when doctor prescribed IM injection she is
well now. Previously we had a problem when she used to forget to take her medicine on time, especially as some
medicines needed to be taken at different times …..” (PC4)
In conclusion, the above narrated accounts explicitly highlight that side effects of medication as well as a route of
administration have a major role in determining adherence level, which in turn changed some of their views and
attitudes towards psychiatric medication in a positive way.
3.4 Health Care Provider Factors
Communication gap and poor assessment with follow-up
The results showed that many participants identified a conflict role for a mental health care provides. More than
half of them considered health team discouraged them to have positive influence on improving medication
compliance. As illustrated in the comments:
“ …. We wait doctor in the waiting area {ah.. for calling our name. but, …. The doctor write prescription
immediately based on the last month…..”(PC19)
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“ …. Doctor in the clinic treat many patients every day and they do not have time to chat {…ah…} with
everyone(PC7)
“….. Every doctor follows same system, they {….} look at last prescription and write new one accordingly without
asking either patient or family any question…..”(PC13)
Conversely, some group of participants stated that mental health care team had a positive role in improving their ill
relative compliance with medication by providing certain information regarding specific drugs, which in turn
helped to develop their confidence. For example, two participants commented that:
“….. We receive some information on the importance of medication [which] was very useful. Since she started to
take [serqual], I did not have confidence in that medicine {….ah} […..]. This makes me to trust that drug [….]. It
became safer for me. As a result, my view had totally changed and I became more comfortable with medicine…..”
(PC16)
“….. For instance, my husband had a blood test for depakin level and his result was 77mg, this one time the result
arrived at 100mg, and I thought that the depakin medication was discontinued but it caused him to become more
distracted and have poor moods. But when I read the booklet and what it said about medication as well as I had
asked you about this, I realised that we cannot suddenly stop taking medication. This has improved my emotional
status and I have become less stressed, less depressed and less sad…..” (PC17)
3.5 Social Dysfunction
The participants in this study strongly stressed the negative social effects of medication in disruption the social life
of participants. This theme has two subthemes, including social isolation and lack of marriage opportunity.
Social isolation
Many participants, particularly spouses, conveyed a sense of detachment and reported a stressed relationship with
family members due to the latter's lack of awareness concerning schizophrenia and its medication’s side effects.
This is illustrated by comments about the impact of their relatives misunderstanding of schizophrenia on their
interpersonal relationships:
“….. My illness caused me to lose my job […..]. My family, especially my parents blamed me and said I pretended
to be lazy and tired just because I did not like to work. However, they changed this view when they read the
information in the medication booklet; that the medicine produces these effects…..” (PC1)
"….. I felt {…} like my wife’s response has become less defensive when she understood {ah...} the many aspects of
the illness….." ((PC4)
Additionally, the major impact of medication on social life was associated with disruption in social life and
interpersonal relationship. Many of participants attributed this impact to the negative views linked to the mental
illness. In Jordan culture, being diagnosed with mental illness and accepts this diagnosis or take antipsychotic
medication means disability.
Disruption in life routine
The negative social effects of using antipsychotic medication were identified by some participants as entire
disruption in their ill relative life. For instance, they have problem in getting marriage, continue their study or
secure an employment.
“….. in our culture, no one can accept to marry a female diagnosed with mental illness. It looks {ah…ah} like
cancer…..”(PC15)
“My son has been dismissed from the university three times… he cannot concentrate… I {ah…} feel he cannot
understand as other people….”(PC18)
Another view was noted from the participants in this study that many interviewees, particularly mother stated that
their daughters divorced as there was difficulties in playing the role of mother, such as the responsibility of caring
for children, or husbands. One participants said:
“…. Her husband divorce her as he noted her aggressive behavior with children….”(PC19)
“…. Now, she is separated from her spouse {….} this occurred three years ago when she started to hear voices and
isolate herself….”(PC21)
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4. Discussion
This study purposed to understand how family caregivers perceive antipsychotic medications. Two key issues
became apparent in this study: the first was the influence of poor understanding illness nature on their attitudes and
experience towards mental illness and antipsychotic medications. The second issue is that the influence of poor
insight into illness and its influence various life aspects. Perceptions and attitudes of participants in this study
identified in three categories, including physical, social and psychological factors, as illustrated in Figure 1.
The evidence that emerged from the qualitative data in the present study demonstrated that the participants’ limited
knowledge of schizophrenia was influenced by negative public perceptions. Limited knowledge of schizophrenia
was also associated with self-stigma, shameful feelings and a pre-occupation with negative psychological feelings
(i.e. depression, low self-esteem), all of which have been linked with lower treatment adherence (Vogel, Wade, &
Haake, 2006).
The participants reported various reasons for their stressors from their external or internal environments. The
former type of stressor is related to the social stigma attached to mental illness in Jordan. Participants stated that
negative community attitudes towards the ill relative or their family members was one of the main sources of stress
and that they often needed to change their living place to avoid the social stigma.
Previous studies also reported that family caregivers of psychiatric patients experience stigma, much like the
sufferers themselves. As a result, they felt ashamed, isolated and guilty by these societal prejudices and in the
caring process (Corrigan, 2004). In addition, other interviewed participants revealed that they were afraid of the
impact such social stigma had on their family relatives. The impact of stigma is devastating, especially in those
developing countries where the influence of collectivistic culture is prominent (Corrigan, 2004b; Fung, Tsang, &
Corrigan, 2008). Interestingly, both PCs and published studies reported that this negative view was directed more
towards female psychiatric patients as opposed to male psychiatric patients (S. Lee, 2002; Thara & Srinivasan,
2000). PCs who were interviewed also tended to conceal the fact that their relatives had a mental illness in order to
prevent any stigma reaction.
Another form of stressor is situational, such as the deterioration of job status after being diagnosed with a mental
illness, leading to grief and sorrow from the PCs. In terms of stress responses, PCs during interviews reported a
wide range of ineffective physiological (physical illness) or psychological (sadness, worry, panic) responses.
Similar results are also evident in the study of McAuliffe, O'Connor, and Meagher (2014), which explored the
family caregivers’ experience of caring for ill relatives diagnosed with schizophrenia. The study reported high
levels of psychological distress among the family caregivers due to three main reasons: (1) having a lack of
knowledge about their relative’s illness; (2) realising that this led to a considerable change in their ill relative’s life.
Moreover, during the qualitative interviews, PCs often referred to the different treatment modalities (herbal or
religion faith) they had resorted to in order to avoid fear and worry from their friends and neighbours. This was
also supported by Huang et al. (2009), who stated that family caregivers who had misinterpreted the causes of their
relative’s illness (schizophrenia) were seen to employ various help-seeking behaviours to cope with the illness,
such as herbal medicine.
Another key finding in the present study that family caregivers support is linked with higher use of antipsychotic
medication. They might be potentially explained by the fact that family caregivers may reinforce medication usage,
setting a therapeutic circular chain of events involving medication usage and supportive transactions with loved
ones. Notably, this finding of the present study is consistent with earlier study who found family caregivers
behaviors are an effective method to increase medication compliance (Dean et al., 2011; Wilk et al., 2008). Our
results are very match with prior research, where family is identified as most important resources for people living
with mental illness. Families play an important role in providing care and support. Social support is recognized as
one of the most important resources in coping with mental illness and compliance with medication (Fisher,
Cornman, Norton et al., 2006; Kelly, McCarthy, & Sahm, 2014).
Family caregivers experience social stigma and exclusion from the community as it is reflected in the study as
social isolation. This is consistent with Jordanian culture that social stigma prevails in interdependent society and it
extends to people with mental illness as well as family members. One coping technique of the family relative to
minimize stigma is that using alternative treatment approach or deny problem existence. The findings of this study
are in line with those of who reported that in Arab culture the distinction between physical and psychological
health is not widely common as has historically been prevalent in Western Cultures. Arab-Muslim literature
reveals that Arab-Muslim do not distinguish emotional or psychological distress from physical illness and the
majority of populations tend to somatize their illness in which mental ill patient expresses an emotional disorder in
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the presentation of physical symptoms (Al-Krenawi, Graham, & Kandah, 2000c; Endrawes, O’Brien, & Wilkes,
2007; Fogel & Ford, 2005). This difficulty in recognizing between illnesses is further increased by the patients’
tolerance of their symptoms and their family tolerance of their behavioral problems. Consequently, treatments for
mental illness are often sought from traditional and spiritual healers to the exclusion of professional mental health
services (Aloud & Rathur, 2009)
In contrast, the results of the interviews conducted in this study suggest that mental health care provider has both
positive and negative role on compliance rate. These results are in agreement with those obtained by Chambers et
al. (2011) and Henriques, Costa, and Cabrita (2012), who reported a positive impact of health care providers on
medication compliance. This is attributed to the fact that this positive role derived from the scientific knowledge
being provided by health care professional. However, participants in this study also noted a negative impact health
care team. This differs from previous studies conducted in Western countries due to variation in infrastructure in
mental health service as the number of psychiatrist and psychiatric nurses in Jordan are so limited in comparison
with developed countries. Moreover, the cost of medication was seen as a barrier to medication compliance,
especially those who do not cover by medication insurance. The present study results are in accordance with the
findings of a recent study by Bajramovic, Emmerton, and Tett (2014) who highlighted that antipsychotic
medication is very expensive which leads to noncompliance. Similarly, Orr et al. (2007)noted that cost of
medication led to complete or partial noncompliance.
The findings from this study support the following recommendations to enhance compliance in patients suffering
from schizophrenia (Puri, Hall, & Ho, 2013). First, mental health professionals need to increase caregiver’s
involvement and adapt the communication style to make the information more understandable. Second, mental
health professionals need to understand the caregivers’ perspectives and provide information to correct
misconception. It is important to determine the type of non-compliance (e.g. intentional due to beliefs or
unintentional due to practical difficulties). Finally, mental health professionals need to monitor non-compliance in
a non-judgmental way.
4.1 Limitations of the Study
The limitations of the current review need to be acknowledged is that forward–backward translation process of
interview is probable caused loss of the meaning and/or to have the trans-cultural effect bias. In addition, limited
number of studies investigated this phenomenon, with the majority conducted in the USA, Canada and the UK.
Ideally, transcript has to be returned and checked by interviewees to verify their completeness, accuracy and
validity. However, time constraint was a factor restrict authors to return to participants which might affect the
internal validity of this study.
5. Conclusion
There are a growing number of people with mental illness and number of family caregivers who care for ill relative
in the community setting. Mental illness and antipsychotic medication is the major challenge to the family, patients
and health system and community at broader level. So enhance our understanding about family caregivers
experience towards antipsychotic medication enables them to provide adequate social and psychological support
to ill relative and cope with illness symptoms.
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