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Abstract
BACKGROUND: Preventing tuberculosis (TB) in children needs the family to be engaged; however, limited studies 
about how the family engages in TB prevention.

AIM: This aimed of study was to develop the process of family engagement in TB prevention for children with 
household contact of TB patient.

METHODS: Guided by Straussian grounded theory, we developed a substantive theory from 14 primary caregivers 
in West Java-Indonesia as the key participants of families whose child ≤5 years old received TB screening and 
preventive therapy, and have had an adult in the household with active TB diagnosis. Data were collected by in-depth 
interviews and analyzed by coding procedures.

RESULTS: Sustaining togetherness aimed to maintain the children’s health, which underpinned three main stages 
that consisted of “moving from fear to realization,” “making the family’s collective decision,” and “holding on together.”

CONCLUSION: Implications for nursing practice in providing optimum care of preventing TB among children through 
engagement of family.
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 Introduction

Childhood tuberculosis (TB) is considered 
as an urgent health problem worldwide as TB 
is responsible as a cause of child mortality and 
morbidity. In 2018, TB among children were estimated 
at about 11% of 7 million new TB cases and 210,000 
children died because of TB [1]. The TB cases among 
children vary widely across different countries and 
the third highest TB burdened country is Indonesia. 
In Indonesia, 7% of new TB cases were children [1]. 
Furthermore, of the 33 provinces in Indonesia, West 
Java Province had the highest proportion of child 
TB cases among all TB cases [2]. Apart from high 
prevalence and high mortality rate, the World Health 
Organization (WHO) estimated that only 13% of 1.3 
million children ≤5 years old with household contact 
received TB preventive treatment.

The family plays a crucial role in TB prevention 
and control. The family should engage in a TB 
prevention program. Indonesia derives from the WHO 
recommendations about TB prevention for children, 

which includes Bacillus Calmette–Guérin vaccination, 
childhood contact screening, and management that 
includes tuberculin skin test (TST), chest X-rays 
(CXR), isoniazid preventive therapy (IPT), and infection 
control [3]. However, the TST, CXR, and IPT are only 
available in the secondary level of health-care services 
which include the community lung clinics and regional 
general hospitals.

Several studies reported that successful 
family engagement in TB prevention significantly 
protected children from TB disease [4], [5]. However, 
it was reported that the level of family engagement 
in Indonesia was low or poor and challenge for 
health-care providers [6], [7]. Limited studies that 
have reported on how families completely engage in 
preventing their children from other family members 
who are infected with TB, and the psychosocial 
process of families to cope and deal with their 
barriers.

However, understanding the overall process 
of family engagement is needed. Therefore, this study 
aimed to develop a substantive theory of how the 
process of family engage in TB prevention for children 
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living in households where there are one or more 
of family members infectious TB. This study has a 
significant implication for nursing practice to prevent TB 
in children. Thus, the purpose of this study is to develop 
a process of family engagement in prevention of TB 
for children that are generated from grounded theory 
methodology.

Methods

Study design

Straussian Grounded Theory methodology was 
used to conduct this study. This methodology provides 
“a true-and-set of procedures for constructing theory 
from data” [8]. It helped the researcher to generate the 
particular process pattern of family engagement in TB 
prevention for children living in active TB households.

Sample and settings

Two sampling approaches were applied from 
the community lung clinic-Bandung, Indonesia, and 
continued by visiting the participants’ home. Initially, 
we used a purposive sampling approach to recruit 
participants who met the inclusion criteria including 
families who lived in the same households with a child 
≤5 years old, their child received TB screening and 
adhered to IPT, had an adult with an active TB diagnosis. 
The key participants were the primary caregivers who 
took the main responsibility of taking care of their 
children and who voluntarily participated. To gather more 
data to saturate the categories, theoretical sampling was 
then conducted to select further participants. Saturation 
occurred after the final number of participants was 14 
primary caregivers.

Data collection

In-depth interviews were used to collect data 
during period of December 2016 to July 2017. For each 
participant, interviews were conducted 2 –4 times in the 
family’s home. It took 40 –90 min for each interview. All 
interviews were tape-recorded and transcribed verbatim 
before being translated into English. The researcher 
made field notes to record immediate responses to 
the interaction as well as the non-verbal behaviors 
of the family during the interview that do not present 
themselves in the transcription.

Data analysis

Coding procedures from Strauss and Corbin 
were used to analyze data that consist of open 
coding, axial coding, and selective coding. A constant 

comparative analysis was also used as a simultaneous 
process with data collection that included comparing 
codes and categories to one another for the similarities 
and differences of them. Then, the researchers related 
the categories to other categories by the paradigm model 
consisting of conditions, action/interactional strategies, 
and consequences [8], [9]. Finally, the researcher 
selected one dominant core category which was abstract 
enough to integrate into the other categories.

Ethical consideration

This study obtained the ethical approval 
from the Ethics Committee of the Faculty of Nursing, 
Prince of Songkla University, Thailand, with number 
MOE0521.1.05/2580. Verbal and written informed 
consent from all participants was also obtained. To 
maintain the confidentiality, anonymity was applied 
while due to the awareness of TB stigma the researcher 
used an informal dress and public transportation to visit 
participants at their come to prevent the potential social 
and emotional risk.

Results

The total number of participants was 14 Muslim 
primary female caregivers. However, five participants 
were engaging in preventing TB in children while being 
a TB patient. All participants are Sundanese people and 
their age ranged between 22 and 43 years.

“Sustaining togetherness” was identified as 
the core category and as the basic social psychological 
process. This process was divided into three main 
categories: (1) Moving from fear to realization, (2) 
making the family’s collective decision, and (3) holding 
on together (Figure 1).

Figure 1. The process of family engagement in TB prevention for 
children living in active TB households: Sustaining togetherness to 
achieve the child’s health 
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Moving from fear to realization

Knowing a TB diagnosis led the family feels 
fearful of TB. They were fearful that TB would be spread 
to their children or others.
 My TB condition was severe. I could not do 

anything. I wondered whether my children 
would develop TB, like me … I was afraid that 
it (TB) would infect my youngest child (F6)
Fear of stigma was also reported as the 

families’ reactions when knowing of a TB diagnosis by 
some key participants. They would then be blamed as 
the cause of transmission and excluded from social 
life. The key participants sought information about TB 
prevention from the nurses.
 Nurse said that because my daughter’s age was 

<5 years old, she had a high risk to be infected. 
Then, she should be given a prophylaxis (IPT) 
for 6 months, for prevention. I am afraid for being 
discrimination because TB in the society. (F3)

Making the family’s collective decision

This second stage was the period of time for 
the family to come together and begin to sustain the 
togetherness of the family. The mothers involved their 
family members as a unit in two steps; (a) making a 
parental decision and (b) making a family agreement.

Making a parental decision

 The step of making a parental decision 
began when the mothers attempted to involve their 
husbands by valuing their husbands as the head of 
family, telling them, and communicating to them the 
TB transmission and prevention. This helped their 
husbands to understand and realize the risk of TB 
transmission and work together with their wives as a 
parent to prevent TB.
 I told my husband carefully what we had to do. 

When I talked to him, my aunty helped me to 
explain to my husband. He could understand 
and support me. We were worried that my TB 
would be transmitted to my child. (F1)

Making a family agreement

 The step of making a family agreement began 
when the result of TB screening of children ≤ 5 years old 
reported that the children did not have TB disease and 
should receive TB preventive medicines. Therefore, an 
agreement was come to with all the family members, 
including the parents, children, other family members 
who had TB, and/or grandparents.

As one participant described that her family 
had a grandmother as the TB patient; however, she felt 
that since the grandmother was the oldest person in 

the household, she should be respected and disclosed 
about TB prevention carefully:
 We (participant and her husband) informed her 

(grandmother) and asked her to use a mask 
all the time at home. We told her to open her 
room in the morning. She was willing to do that. 
Thus, we were committed to TB prevention for 
our children. (F2)

Holding on together

 This stage refers to the way that all the family 
members used to sustain their togetherness to continue 
their TB prevention measures. Therefore, the family held 
on together to overcome their emotional constraints 
by managing social stigma, keeping spirits up, and 
gaining power from God. Concerning the management 
of social stigma, most families tried to cope with stigma 
by keeping TB a secret, by isolating themselves, or 
ignoring, or convincing as well as explaining to others.

The important thing is that my family and I 
are healthy. The important thing is I have been treated 
because I want to be healthy. If they did not want to talk 
with me, it is up to them. (F5)

As a big family, the family support from all 
family members including grandparents and relatives 
was essential for the ability of the families to enhance 
their spirit and continue to engage in TB prevention 
measures.
 The main need was a support to encourage 

our spirits. My father, mother, all my brothers, 
and sisters always gather in my house make 
us have strong spirits. (F5)
Another action was gaining power from God, 

which refers to getting closer to God using religious 
beliefs. Therefore, they felt that they had to accept 
their suffering and attempt to prevent TB from being 
transmitted to their children as well as praying to Allah 
to ask for good health and the result of this was to put 
themselves into Allah’s (God) hands.
 Sometimes, I felt I did not have any spirit 

and my husband too. May be the tested on 
our family. We have to be strong. We believe 
because health comes from God. (F4)

Discussion

 Sustaining togetherness of the family is the 
substantive theory that was developed in this study. 
The major task of families in this theory was to work 
together and all family members helped each other with 
the aim to prevent TB in the children living in active 
TB households to maintain the health of their children. 
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Most families expressed their emotional reactions to 
the TB diagnosis that included fear of transmitting TB 
to their child and stigma. Those fears stimulated them 
to become aware and realize the need to be involved 
in TB prevention as a result of maintaining their child’s 
health by seeking information about TB transmission 
and prevention. Sufficient information contributed to 
enhancing the knowledge of the participants, which, in 
turn, increased their awareness and realization of the 
risk of TB transmission [10], [11], [12].

 In this study, the mother was the family caregiver 
who responsible for taking cares of children. In addition, the 
Indonesian family values influenced the decision-making 
process which was related to the gender role in child 
care, closeness kinship relationships, and hierarchical 
relationships within the family that emphasized the respect 
of the younger to older people and the wives to husbands 
on the family decisions to prevent TB transmission. 
Indonesian families consider that the wife is the main 
family member who takes responsibility for all household 
tasks and the children’s needs. However, the husband, as 
head of the family, should be respected by the wife and tell 
him everything [13], [14].

 Good communication for decision making 
among family members was also essential. It was 
demonstrated by disclosure to the spouse and other 
family members concerning the diagnosis of TB, its 
transmission, and prevention for their children. The 
aim of disclosing was to involve all family members in 
TB prevention for the children. Involving all members, 
as a close circle of entrusted family, maintains the 
cohesiveness of a family to achieve the greatest health 
of all family members as a whole [15], [16], [17].

Sufficient information also contributed to the 
agreement of all family members to be involved in TB 
prevention for their children. Therefore, nurses should 
provide adequate information in decision making to 
facilitate the family members as a unit to be involved 
in TB prevention. Clarifying a family’s perception to the 
treatment by health professionals was fundamental for 
successful treatment which can raise the awareness of 
a family to the treatment [18]. The holding on together 
among family members emerged as the last stage and 
in the process of family engagement. This concept was 
similar with the concept of collaboration. The context 
of collaboration was extended to other family members 
including parents, children, grandparents, and relatives. 
This reflects the values of Indonesian families that have 
good close relationships among the family members, 
grandparents, and relatives as a large family.

During the last stage, the family might encounter 
the emotional constraints from caregivers-self, children, 
TB patients, and communities. These emotional 
constraints may reduce their motivation and willingness 
in the continuity of their togetherness in TB prevention 
for their children. Therefore, the family members helped 
each other to improve their commitment to maintain their 
togetherness and accomplish all stages to achieve their 

child’s health. The finding validates the importance of 
collaboration and commitment with engagement in TB 
prevention for children. Holding on together reflected 
that all family members collaborated and worked 
together to achieve the same goal which was to have 
a healthy child. Support from all family members was 
also essential and reflected the close relationship [19] 
as a large family. The role of the family was to give 
support which included giving love, encouragement, 
psychosocial support, and reminding the patient [17].

The limitations in this study were the primary 
caregiver in that all primary caregivers were mothers, 
and the religion of all the families was Islam. The 
lack of diversity in terms of family relationship status, 
gender, and religion, may have influenced the diversity 
of experiences of families to engage in preventing TB.

Conclusion

The findings of this study revealed that 
the Indonesian family values in Indonesia strongly 
influenced the family engagement process and 
contributed to the strategies families used and 
consequences that resulted in each stage. This study 
has implications for nursing particularly the community 
nursing to control the increase of TB disease among 
children by providing the optimum care of childhood TB 
prevention. Furthermore, the stages in this study can be 
taught to other families to help them in the engagement 
of preventing transmission of TB to children living in 
active TB households. Therefore, nursing interventions 
should be developed based on the conditions that 
include family values, religious beliefs, and specific 
needs of the family.
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