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  ABSTRACT  
Family caregivers, medication 

adherence, people with mental 

disorders. 

 Various mental health problems have the potential to affect the child's 

future and this bad condition can be caused by improper parenting. 

Whereas positive parenting can optimize the growth of children's 

development and mental health. There is still limited research related to 

the experience of parenting for their children. This study aims to explore 

the experiences of parents in providing care for their children. The type 

of research used is qualitative research with a phenomenological 

approach. Eight mothers who meet the inclusion criteria have been 

involved as participants and data collection is carried out through in-

depth interviews and observations at locations agreed with the 

participants. In-depth interviews were carried out until saturated 

information was obtained so that no new themes emerged. The results of 

data collection were analyzed using Colaizzi analysis by reading 

interview transcripts repeatedly, generating coding and categories, and 

formulating themes. Efforts to ensure trustworthiness are carried out 

through triangulation and peer debriefing. Member checking with 

participants aims to ensure a common perception of the information 

conveyed. Based on the results of the analysis, five themes were 

identified, including limited understanding, errors in parenting, changes 

in children's behavior, trying to correct mistakes, and the need for 

partner support. It was concluded that comprehensive attention should be 

given to the growth and development of children, without neglecting the 

mental health aspects of children. Communication between parents and 

teachers needs to be activated to achieve harmony in conveying 

information to children so that children's growth and development are 

optimal. 

 

 

 

   

 

This work is licensed under a Creative Commons Attribution Non-Commercial 4.0 

International License. 

 

 

1. Introduction 

According to data obtained by WHO in 2022, the number of schizophrenias in the world is Schizophrenia 

affects about 24 million people, or 1 in 300 individuals (0.32%). With an adult prevalence of 1 in 222 

(0.45%) [1]. According to basic health statistics, the greatest number of people with mental disorders 

(PWMD) in 2018 was diagnosed with schizophrenia, namely, 21 million people [2], and the number of 

patients who were shackled was 450 thousand severe PWMD. This condition cannot be separated from the 
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treatment gap is still high, based on application data for healthy families in 2020 it was found that the 

percentage of patients with severe mental disorders who had been treated and not neglected was 36.75% 

[2]. There are delays in detecting mental health problems [3], transporting patients with mental illnesses to 

treatment centers, and instances of shackling, as happened in South Sumatra Province [4], Indonesia. The 

percentage of people with mental illnesses have received treatment around [4]. Several causes of treatment 

gaps were identified, including geographical conditions that are difficult to reach, low levels of public 

knowledge about mental health [5], stigma [6], economic factors, social, and cultural [7]. 

 

Severe mental disorders burden families [8] and society as a result of decreased patient productivity, 

resulting in a large cost burden for patients [9] and families, not to mention shackles and mistreatment of 

patients with severe mental disorders in Indonesia. One of the government's efforts is to make Indonesia 

free from shackles [10] because the act of shackles and wrong treatment is an act that violates human rights, 

which has not yet been fully realized [11- 13]. People with mental disorders often become marginal people 

whose existence is forgotten even though they still have rights like people without mental disorders [14]. 

The occurrence of the issue of persons having mental health issues often ends up in chains or confined in 

overcrowded and very unhealthy spaces, without their consent, because to stigma [15] and a lack of access 

to mental health services [16] and community support. This can increase the risk of human rights violations 

[17], [18]. 

 

Treatment adherence is one of the essential elements of effective mental health care and treatment success 

[19]. Poor medication adherence can lead to poorer health, suicide attempts, and death [20]. Supervision by 

the family and instilling confidence in PWMD about the importance of adherence to taking medication is 

crucial so that patient recurrence can be minimized. Mental health problems must receive attention, 

especially for families who supervise PWMD in taking their medicine. Support services that can help 

patients better adhere to their medicine depend on a number of variables, including their mindset towards 

treatment, the perceived need to take medication [16], with certain cognitive and environmental traits that 

also affect medication adherence of patients with schizophrenia [21]. This condition is also exacerbated by 

mental health services that have not been evenly integrated into services and the availability of drugs, both 

types, and quantities, which are still lacking, most public health centers do not run mental health programs, 

as is a fact in South Sumatra. This problem makes it important to conduct research that explores the 

experience of family caregivers in assisting family members related to adherence to taking medication [22]. 

 

2. Research Methods 

The research which was conducted in Palembang is qualitative research involving 8 participants. The in-

depth interviews were carried out directly at the participants' residences for 60-90 minutes, 2 interviews 

with a voice recorder. The population of this study is the family who most often cares for a family member 

who suffers from a mental illness. The research location is the participant's residence around the public 

health centers working area with the highest number of PWMD. The study participants were selected using 

the purposive sampling technique, provided that the inclusion criteria included: the caregiver's family living 

with those who have mental illnesses who had been diagnosed with schizophrenia for at least 6 months, and 

PWMD had undergone treatment in a mental facility. The interview continued until data saturation was 

reached and several new questions emerged based on the participant's answers, accompanied by 

observations and noting conditions in the field. The results of data collection were analyzed using the 

Colaizzi method through several stages of repeated reading, formulating coding, categories, and forming 

themes. This study's plan has been approved by the Palembang Health Polytechnic Ethics Committee No. 

1277/KEPK/Adm2/XI/2021. 
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3. Findings And Discussion 

The results of the study are shown in two tables, including a table of participant characteristics (table 1) and 

a table of the process of forming several themes (table 2). 

 

Table 1. Participant characteristics 

No. Participant 

code 

Participant 

age 

(years) 

Gender The role of 

participant with 

PWMD 

The length of time a 

mental disorder is 

detected 

 

Mental illness 

people age 

(years old) 

1. A 50 Female Mother 6 months 18 

2. B 49 Female Mother 8 months 16 

3. C 55 Male Father 9 months 21 

4. D 48 Female Sibling  6 months 38 

5. E 58 Male Father 12 months 27 

6. F 56 Female Mother 15 months 31 

7. G 52 Female Mother 10 months 18 

8. H 49 Female Mother 10 months 20 

 

Table. 2 Themes formation 

INTERVIEW QUOTES CODING CATEGORY THEME 

The medicine should be taken according to 

the doctor's instructions 

By the rules Adhere to 

treatment 

Interpreting 

medication 

adherence If you don't take the medicine, come on, it's 

me as a family who gets scolded by the 

doctor 

Scolded 

I told my sister, if you follow the medicine 

prescribed by the doctor, you can be healthy 

again 

Obey 

PWMD neighbor's child has also been 

around for a long time, but after taking 

medication regularly, he never gets angry 
again 

Not going back on the 

rampage 

Identification of 

drug needs for 

ODGJ 

I told him…every time you take medicine, 

you must be given a cigarette, so you want to 

take medicine 

persuaded 

Sometimes you must be angry first, it smells 

like I want to take my sister's medicine 

Shocked first 

Medicine can calm my child's mental 

condition 

Calm Internalization of 

the importance of 

medicine for ODGJ My child has been taking medicine regularly 

since he has rarely relapsed like before 

Rarely relapse 

I am the closest family; I play the biggest 

role so that the medicine can be taken 

regularly 

Regular medicine 

My child has not relapsed, so there is no 

need to take medicine anymore 

No need for medicine Feeling healthy Potential for 

non-compliance 

Already healthy and able to do activities like 

before, so I stopped the medicine 

Condition is 

improving 

The medicine is expensive, sometimes we 

don't have money to buy it 

Economy crisis Can't afford taking 

medicine 

The money is to feed the other family 
members first 

Fulfill other needs 

Why are there not many medicines for 

PWMD available at the public health centers, 

so we have to buy them, even if we have 

money? 

Must buy 
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Often do not remember the schedule to give 

medicine to my sister 

Forgetting the time Forget the 

medication 

schedule A lot of work makes me often late when 

giving medicine 

Past time 

If you are very busy because of many office 

tasks, you don't remember my sister's 

medication schedule 

busy working 

So can't live without medicine Must take medicine Fear of dependence 

If you don't drink, the condition gets even 

worse 

Worst 

I'll try if he doesn't take medicine, can he get 

better, because if he's addicted to medicine, 

it's difficult because he has to buy it 

Addicted 

It's a long way from my house to the public 
health center, let alone bring my sister 

far to go Difficulty in 
transportation for 

treatment I must rent a car every time I check my sister 

at the integrated service post 

Car rental 

Sometimes we have to rent a rickshaw to 

take my son to see the doctor 

Rent a rickshaw all 

day 

Sometimes my child refuses to be given 

medicine, maybe because it's been too long, 

he seems bored 

Refusal to take 

medication 

Patient not 

interested in 

treatment 

It feels like I've often taken medicine, but it's 

not getting better, it's back to its original 

state 

Bored Psychological 

companion for 

PWMD at home 

I don't think I can afford to have to give my 

child medicine for the rest of my life 

Inability 

Sometimes I feel sorry why do I have to take 

medicine all the time, I'm so sorry for my 

child 

Pity  

Until when my child takes medicine, I have 

to give it, not what he wants… 

Questioning 

 

My son often doesn't want to take medicine, 
he said after that the stairs were shaking and 

uncomfortable 

Impaired physical 
condition 

Side effects 

My sister said that if you take medicine, your 

body feels bad 

Feeling unwell 

I really hope that my child can go back to 

how he used to be even though he has to 

continue taking medicine 

Hope condition 

improvement 

Family motivation Expected family 

support 

It feels good when my child is calm and 

wants to do activities that he can at home 

Enjoy the activity 

I want my sister to be independent Want to be 

independent 

We, his family, can't be around forever…so 

he must have his own awareness that he must 

take medicine to be healthy again 

Growing awareness 

Community health center nurses and mental 

health cadres always encourage me to 

accompany my child 

The spirit of the cadre 

I am very aware of the importance of the 
family taking part in the treatment of PWMD 

at home 

Realizing the 
importance of family 

Confidence to heal 

I totally agree, if PWMD is given regular 

medicine, it can be independent again 

Totally agree 

One day, my child will be able to be like 

before, if he understands the importance of 

taking his medicine regularly and on time 

Back like it used to be 
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His name is also sick, of course you have to 

take medicine 

Obligation to take 

medication 

Have a positive 

attitude towards 

treatment If you leave it alone, how can it be cured? Must obey 

It's mandatory, in my opinion, sick people 

take medicine 

Obedience 

I'm a consistent person, ma'am, when I say 

I'm ready to take care of my sister, I will 

accompany her forever 

Consistent Personality 

I don't want to think weird things that make 

things more complicated, so just follow the 

rules 

Positive thinking 

Since attending the event the other day when 

PWMD was able to recover, my husband and 
I have agreed to accompany my child to 

undergo treatment at home. 

Agree to accompany Making treatment 

decisions 

Family 

adaptation while 
accompanying 

 

I've given up and decided to keep taking care 

of my little brother, even though a lot of 

people make fun of him 

Decided to take care 

Must be a strong-willed family Strong will 

Since there are cadres who always come 

home, I believe that my child should get 

attention for his illness treatment from us and 

his family 

Give attention 

Must be accompanied and supervised him to 

take the medicine 

Need supervision Accompanying 

PWMD 

Poor … if we're not the family, who else will 

think about them 

Family as the closest 

party 

I used to be stressed ma'am with my child's 

condition, now I have accepted and try to 

keep the medicine so that it is taken regularly 

Have receive 

No one wants their family members to be 
sick like this. 

Refusing his presence Burdened  

I'm thinking ma'am with my child's condition Stress 

How long will my child be like this and 

become a burden on the family 

Time limit becomes a 

burden 

What do you want, ma'am, this is the 

provision for our family 

Destiny 

My sister used to be a tailor, so many orders, 

now it's like this 

Understanding 

hereditary conditions 

This is the fate of our family, just use it as a 

trigger 

Trigger Be a challenge 

 

If I think of this as a challenge that we must 

find the best solution for our family 

Looking for a solution 

The most important family in accompanying 

PWMD when at home 

The main thing Strategic position 

in providing care 

Recognizing 

family 

responsibilities 

 
If not family, who else will care for PWMD Mainstay 

I am the mother, who is most responsible for 

assisting my child's treatment 

Responsible 

We as a family have accepted this condition, 

now the important thing is that my child is 

treated so that he can recover… 

Accept conditions Construction 

adaptation 

You must keep taking medicine, and the 

main job of the family is to help make the 

treatment really work 

Accompany 

My son is sick, my husband and I have 
realized it and are doing our best for his 

recovery 

Be aware of the 
situation 

Who wants this condition, but it has been Resigned 
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given by God like this, just according to His 

destiny 

Family is the closest and tasked with 

assisting PWMD 

The closest Understand the 

importance 

My husband and I are always looking for 

what kind of treatment is the best 

Looking for the right 

solution 

His name is also a person who can't think, of 

course we are his family who help make 

decisions for his life 

Decision maker 

Family is the person who is always beside 

PWMD 

Accompany 

 

Handling PWMD must involve various parties in partnership and community empowerment, especially 

with family functions. Mental health problems must be understood as a common problem so that advocacy 

efforts for those with mental illnesses families can be felt effectively. The results of this study explain the 

magnitude of the role of the family which must be based on the right understanding so that the continuity of 

drugs for PWMD can be carried out by launching. Various difficulties are experienced by family caregivers 

in assisting PWMD in taking medication [23], [24]. As reported in 2018 data, 84.9% of schizophrenic 

patients have taken medication, but more than 50% have not taken it regularly. Various reasons were put 

forward from feeling healthy, being unable to buy medicine, forgetting, and being afraid to start [25]. As 

reported in 2018 data, 84.9% of schizophrenic patients have taken medication, but more than 50% have not 

taken it regularly. Various reasons were put forward from feeling healthy, being unable to buy medicine, 

forgetting, and being afraid to start. 

 

Individuals experience internalization as the final stage of a process that starts with obedience and ends with 

a change in attitude and conduct. At first, the person follows orders without wanting to do so and frequently 

because he wants to escape punishments or if he disobeys or follows an imbalance if it is in line with what 

is obeyed. The compliance stage is the one in which adjustments often take place. while these actions are 

carried out while there is still supervision. In this case the influence of the group's influence on a large scale, 

so that individuals follow the actions taken by the group even though they do not agree. However, as soon 

as he leaves the group, it is very likely that the behavior will change to the desired behavior itself. Family 

compliance of PWMD based on a sense of compulsion or a lack of understanding of the importance of the 

new behavior can be explained by different types of compliance. Compliance that arises because the family 

of PWMD feel attracted to or admire the character to the point of wanting to imitate his actions without 

fully understanding and benefiting from these actions. Changes in new individual behavior can be optimal if 

it occurs through an internalization process when the new behavior is considered positive for the sufferer 

and the individual self until it is integrated with life values. 

 

Non-compliance that occurs in family of those with mental disorders must agree that those with mental 

disorders must take medicine wishes to fulfill but some factors hinder adherence to health-related advice 

given by health workers which are influenced by the high cost of treatment [26], [27], transportation, 

interest and psychological person [28]. Families who do not accompany individuals with mental illnesses 

according to the schedule for taking their medicine result in PWMD not receiving treatment and behavior 

according to the advice of the health profession. Non-compliance is difficult to analyze because it is 

difficult to define, difficult to measure, and depends on many factors. Most studies deal with adherence to 

medication as a way of treatment, for example not taking enough medication, taking too much medication, 

or taking additional medications without a doctor's supervision. Disobedient patients are seen as negligent 

and the problem is seen as a control problem and should receive the primary attention of the family. 

Adherence is a term that describes the use of drugs according to the instructions on the prescription. The 
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arrangements given include its use at the right time and dose and following applicable food restrictions, for 

example, you usually take your medicine in the morning and evening, so you have to take your medicine at 

the same time every day. This is part of the responsibility of the PWMD family for the implementation of 

treatment and patient care at home. 

 

People with mental disorders families often find problems in the PWMD therapeutic regimen. As some 

drugs are absorbed better and enter the bloodstream at a higher rate when there is no food in the stomach so 

these drugs must be taken by the patient before consuming anything. While there are other drugs that better 

enter the bloodstream when the stomach is full, so this drug should be taken together with food 

consumption. The patient's family must provide information to the patient including the patient must know 

the instructions for the use of each drug so that there is always enough drug in the bloodstream. These 

instructions include how many pills to take, when, and how. If the patient forgets a dose, doesn't take the 

full dose, or doesn't follow directions about food, the level of the drug in the bloodstream can become too 

low which will lead to the recurrence of symptoms such as hallucinations. In addition, non-adherence will 

lead to economic impacts [29], re-hospitalization, substandard or unsatisfactory psychosocial results, 

symptom recurrence, an increase in co-existing medical illnesses, inefficient use of health care resources, 

and a rise in suicide are all risks [30- 32]. The best way to prevent recurrence is by adherence to therapy, so 

patient compliance is a reflection of family compliance to follow the therapeutic regimen. The potential for 

non-compliance is very large so the maximum family effort in assisting the patient becomes very crucial. 

The patient's family needs to develop routines (habits) that can help the patient follow the therapy schedule, 

which is sometimes complicated and interferes with daily activities. Adherence can be very difficult and the 

patient will need support to become accustomed to the changes this is causing to the patient's life. This can 

be the most important thing to consider when a patient starts a new therapy. 

 

Beliefs, attitudes [33], and personality have suggested that in the health belief model there may be non-

adherence. Psychologists Researchers in psychology have looked into the connection between personality 

assessments and adherence. According to the study's findings, rebellious people exist. According to the 

study's findings, rebellious people exist are more prone to depression, and anxiety, are very concerned about 

their health, have weaker ego strengths and their social life is more focused on themselves. Weak ego 

strength is characterized by a lack of self-control and a lack of control over the environment. 

 

Self-focus in the social environment measures how comfortable a person is in social situations. These 

personality traits cause a person to tend to disobey (drop out) from the treatment program. The response or 

reaction of someone who is still in close proximity to a stimuli or item is known as attitude. The 

implementation of a certain purpose is not what is meant by attitude; rather, attitude is the ready or 

inclination to act. Although it is a predisposition to action or behavior, attitude is not yet an action or 

activity. Meanwhile, motivation becomes the impetus to do positive things for himself and others. 

Motivation is driving behavior towards a goal based on a need that can arise from within the individual or 

can be obtained from outside and other people or family. Thus, patients are motivated to adhere to long-

term treatment [34]. 

 

Medical expenses are the costs incurred by a person to treat the disease he is suffering from. Families' 

ability to pay for medical expenses varies. This can be affected by the ability of a family's economic 

income. If the family's economic situation is sufficient, he can likely pay for the treatment of his illness 

compared to the economic condition of the family which is in complete lack. Conditions like this can affect 

adherence to the treatment program being undertaken. Side effects are unwanted effects of drugs. Side 

effects that occur continuously can cause problems in complying with treatment therapy [35], [41]. 
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A systemic review of all published research on adherence in both developed and developing countries found 

clear similarities between barriers to adherence and factors contributing to good adherence among people 

around the world. These obstacles include forgetting to take medication or being too busy, fear of having 

their status revealed, interfering with daily life or being away from home, not understanding medication, 

real side effects [36] and suspected depression or hopelessness, concurrent drug or alcohol use, and distrust 

of drugs [37]. Finding an appropriate treatment plan and determining an individual's health ideas and values 

can both be greatly influenced by family support [38- 40]. Families also provide support and make 

decisions about care for sick family members [22]. Family support is important in assisting the 

implementation of adherence to the therapeutic regimen in PWMD. Family support for the therapeutic 

regimen up to the compliance stage will generally overcome the burden of the family caring for PWMD. 

Several family burdens that affect therapeutic regimens always exist, at different levels in each patient's 

family, becoming a family challenge in realizing optimizing PWMD compliance in undergoing treatment 

[23], [30]. 

 

4. Conclusion 

Families with their strategic position are obliged to increasingly understand the importance of adherence in 

undergoing a therapeutic regimen for people who have mental illnesses. Dependency of those with mental 

problems on the family triggers the potential for non-compliance because the family is burdened in a 

complex way while acting as a family caregiver. Constructive adaptation of the family during the treatment 

process for PWMD is needed to survive in assisting, considering that cases of mental disorders are chronic 

cases, which require fortitude, sincerity, and awareness of their responsibilities as family caregivers. Family 

resilience becomes a reinforcement during the face of conflict problems and chronic challenges in caring for 

sufferers. 
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