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1  |  INTRODUC TION

Tuberculosis (TB) is an infectious airborne disease caused by the bacte-
rium Mycobacterium tuberculosis (Narendran & Swaminathan, 2016). 
Although it is an age-old life-threatening disease, currently it is the 
leading cause of death among children who experience infectious 
diseases worldwide (UNICEF, 2020). In 2020, out of the estimated 
9.9 million persons who fell ill with TB globally, children below the 
age of 15 years accounted for about 11% (1.1 million) (World Health 

Organization, 2021a, 2021b). In Ghana, 5% of all new TB case no-
tifications in 2020 were among children below the age of 15 years 
(World Health Organization, 2021a). Ill children living with TB will 
require considerable parental or guardian care to survive. Mothers 
typically play the traditional role of primary caregivers for children 
in most settings, including Ghana (Kyu et al., 2018). As such, it is im-
portant to learn if and how the mothers' burden of care associated 
with their caregiver role changes when their children fall ill with TB 
and must be nursed back to health.
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Abstract
Aim: The aim of the study was to explore and describe the mothers' perspectives 
on issues associated with caring for Ghanaian children aged 0–14 years living with 
tuberculosis.
Design: Exploratory descriptive qualitative design.
Methods: Semi-structured individual interviews were conducted face to face with 
15 purposively sampled mothers from two health facilities in the Greater Accra area. 
Transcribed data were analysed using computer-enhanced thematic analysis.
Results: Findings were grouped into (1) physical burden on the mothers and (2) psy-
chological burden on mothers. The eight subthemes indicate that mothers of children 
living with tuberculosis experienced tiredness, sleeplessness, body pains, weight loss 
and sicknesses as they cared for their children. In addition to worrying, mothers ex-
perienced stigma and negative emotions such as sadness, guilt, fear and loneliness.
Conclusion: Mothers of children diagnosed with tuberculosis in Ghana experience 
physical and psychological health problems related to their caregiving roles. Nurses 
and other healthcare providers should identify specific problems and offer broad-
based emotional and other support for these women.
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2  |    TORNU et al.

2  |  BACKGROUND

The burden of care associated with caring for sick children is known 
to be a source of stress for caregivers (Javalkar et al., 2017). Caring 
for children living with chronic conditions in particular involves man-
aging recurring symptoms, administering multiple medications and 
attending scheduled medical appointments while providing daily 
routine care such as feeding and maintenance of the child's hy-
giene (Javalkar et al.,  2017). Caregivers who are overwhelmed by 
these caregiving tasks may experience impaired quality of life, poor 
sleep, physical strain and depression (Barros et al.,  2019; Collins 
et al., 2020; Macedo et al., 2015; Polack et al., 2018). The factors 
which contribute to these caregivers' burden include their age and 
level of education, the child's number of medication or chronic con-
ditions, frequency of emergency room visits and low self-efficacy 
of the child (Adib-Hajbaghery & Ahmadi, 2019; Barros et al., 2019; 
Javalkar et al.,  2017). Psychosocial factors such as social support 
networks, family support, family functioning and well-being have 
also been found to influence caregiver burden (Toledano-Toledano 
& Domínguez-Guedea, 2019).

Providing care for children living with TB can be complicated and 
laborious. Children living with TB are often ill, and they miss school 
and suffer in other ways as a result. They must be managed on a 
daily combination of antituberculosis medication for 6 to 12 months 
as required to ensure a complete cure (Centers for Disease Control 
and Prevention,  2021). The Directly Observed Treatment Short-
course (DOTS) system for TB management supports and encour-
ages children to take all TB medication daily under the supervision 
of an adult caregiver (Seddon & Graham, 2015). Other medications 
such as haematinics, expectorants and antibiotics may be prescribed 
to support the child's treatment. Additionally, the children require 
nourishing meals to improve their immunity and facilitate recovery. 
In some cases, the child may require hospitalization for further man-
agement of complications such as immunodeficiencies, malnutrition, 
haemoptysis and pleural effusion (Vecchio et al.,  2015). Strict ad-
herence to routine medical reviews and antituberculosis medication 
refills is also required to reduce the risks of TB drug resistance or 
treatment failure. These intensive TB treatment measures require 
active support from the child's primary caregivers, who most often 
are their mothers.

Studies on the experiences of mothers who care for children liv-
ing with TB suggest that their caregiver role puts them at risk of per-
sonal physical and psychological setbacks (Awaluddin et al., 2020a; 
da Silva et al., 2014; Zhang et al., 2014). A qualitative study by Zhang 
et al. (2014) involving 22 parents including eight mothers of children 
living with TB in China revealed that mothers caring for children liv-
ing with TB-experienced tiredness on account of the direct care they 
had to provide to their ill children. The mothers remained involved 
in the child's direct care even when the children were hospitalized; 
sometimes leading to the neglect of the ill child's siblings and spouse 
if present. These mothers also experienced burnout, body aches and 
ill-health as they still needed to carry out all of their normal daily 
activities (Zhang et al., 2014).

Previous studies also suggest that mothers caring for children 
living with TB can experience psychological distress which may neg-
atively affect their quality of life. Mothers worry about the treat-
ment, prognosis and impact of TB on their children's education or 
future job prospects (Zhang et al., 2014). Mothers witness the chil-
dren's deterioration of health at first-hand which may contribute to 
feelings of insecurity, guilt and self-blaming. This sense of guilt was 
especially strong when children contract TB infection from their par-
ents (Das et al., 2021). Additionally, mothers have to live with the 
stigma associated with their children's TB diagnosis and isolation. 
Most significantly, the mothers are in constant fear of the child dying 
on account of TB (da Silva et al., 2014).

A few studies have explored the experiences of caregivers of 
children living with TB in settings such as China, Malaysia and Brazil 
(Awaluddin et al., 2020a; da Silva et al., 2014; Zhang et al., 2014). 
No studies appear to have studied the physical and psychological 
issues that mothers of children living with TB experience within 
the Ghanaian context. Unlike China, Malaysia and Brazil, Ghana is 
a lower-middle-income African country with a high burden of TB 
among its increasing population of children below 15 years (World 
Bank,  2022). Whereas Ghana's TB case fatality ratio for the year 
2020 was 37%, treatment coverage for TB stood at 29% nationwide 
(World Health Organization,  2021a). It is, therefore, important to 
explore the experiences of mothers caring for children living with 
TB within the Ghanaian context because the mothers' experiences 
and challenges associated with providing care for children living with 
TB in a resource-constrained African setting such as Ghana may 
not be the same as other mothers' experiences in other countries. 
Furthermore, the differences in the socio-cultural contexts of the 
previous studies compared with Ghana can contribute to a differ-
ence in the mothers' care experiences, a circumstance which neces-
sitates this study (Calderon & Tennstedt, 2021; Zarzycki et al., 2022). 
A study can offer healthcare providers and others insight into the 
challenges that mothers of children living with TB experience within 
the Ghanaian context, so these can be anticipated and resolved. A 
study was developed to explore and describe mothers' perspectives 
on caring for Ghanaian children living with TB.

3  |  METHODS

3.1  |  Research design

An exploratory descriptive qualitative research design was used to 
explore and describe the physical and psychological issues affecting 
mothers caring for children living with TB within a large metropoli-
tan area in southern Ghana (Kim et al., 2017).

3.2  |  Participants and recruitment

Participants were mothers of children (aged below 15 years) who 
were living with TB and receiving care in two public hospitals (a 
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    |  3TORNU et al.

children's hospital and one regional hospital) within the metropoli-
tan area of Accra in southern Ghana. The mothers were included in 
the study if they were older than 18 years and had rendered care to a 
child aged 0–14 years living with TB for at least 1 week. In this study, 
a mother was defined as the female biological parent or guardian of 
the child living with TB. Fifteen participants were recruited using the 
purposive sampling technique, to ensure that all participants met the 
study's inclusion criteria (Grove & Gray, 2018). The final number of 
participants interviewed was informed by data saturation, which is 
the point at which no new data which could inform the study, was 
obtained from participants. The participants were recruited with the 
assistance of two nurses who were providing healthcare services for 
the children living with TB through the two hospitals. The partici-
pants were included in the study irrespective of their marital status 
(single, cohabiting, married or widowed) and number of children they 
had. This measure ensured that different categories of mothers car-
ing for children living with TB who meet the inclusion criteria are 
considered for inclusion in the study. All prospective participants 
approached provided informed consent to be part of the study. This 
occurred after the first author (ET) met prospective participants face 
to face and explained the study's purpose and procedures to them 
before they could choose to participate in the study.

3.3  |  Setting and data collection

Data were collected through interviews with participants from 
January to July 2021 in the two hospitals. Both hospitals have TB 
units that provide inpatient and outpatient health services such as 
directly observed treatment and follow-up care on scheduled re-
view dates. The two hospitals were selected for this study because 
they have a large population of children living with TB who seek TB 
health care and are accompanied by their mothers. Semi-structured 
individual interviews were conducted among participants using in-
terview guides with open and closed-ended questions. Some of the 
interview questions that participants were asked included “How will 
you describe your experiences in the care of your child living with tu-
berculosis?” and “What difficulties do you face while caring for your 
child diagnosed with tuberculosis?”. The interview guide was devel-
oped by the researchers based on the study objectives and a review 
of literature on issues affecting mothers of children living with TB. 
The interview guide was pretested with two interviews, and these 
data were added to the later study data as no modifications were 
made to the interview guide. The interviewer-administered (face-
to-face) interviews were conducted in each participant's preferred 
language (English, Twi, Ga) and venue (a private office within the 
participant's hospital). There were no non-participants present dur-
ing the interviews. The interviews lasted between 30–60 min and 
were audio-recorded with participant permission. Each participant 
was interviewed once for the study. Field notes were kept by the 
interviewer to inform the data analysis.

No new information, which could inform the study, was obtained 
after interviewing the thirteenth participant suggesting that data 

saturation had been reached (Saunders et al., 2018). Two additional 
interviews were conducted among new participants to confirm data 
saturation. With data saturation, a decision was made to have no fol-
low-up interviews. Transcripts were not returned to participants for 
comments or corrections. However, to ensure the trustworthiness 
of the study, member checking was conducted by restating and sum-
marizing participants' responses during the interview for their con-
firmation of its accuracy. Furthermore, participants' audio-recorded 
interviews were transcribed verbatim, and findings were discussed 
with the co-authors for confirmation of insights drawn from the data. 
Participants' verbatim quotes were reported to promote the con-
firmability of the findings. The credibility of the study was ensured 
through prolonged engagement with participants which engendered 
a good rapport for data collection. Anonymity was ensured and none 
of the authors had ever met any of the participants before this study 
was conducted.

3.4  |  Data analysis

The audio-recorded interviews were transcribed verbatim for data 
analysis. The interviews conducted in the local languages (Ga and 
Twi) were translated into the English language. The transcripts were 
confirmed by someone fluent in the local languages to ensure con-
sistency in meaning. The transcripts were uploaded onto MAXQDA 
data analysis software (version 2020) for thematic analysis (Maguire 
& Delahunt,  2017). Data were coded by the lead author (ET) and 
confirmed by the co-authors. The researchers read the transcripts 
repeatedly to familiarize themselves with the data and establish 
the meaning of participants' responses. Similar ideas were grouped 
into codes, and similar codes were grouped into sub-themes. The 
subthemes were grouped to derive the main themes of the study 
findings. This measure contributed to a rich description of the par-
ticipants' experiences.

3.5  |  Ethical considerations

Ethical approval for the study was obtained in advance from 
the Ghana Health Service Ethics Review Committee (GHS-ERC 
0060120). Institutional approval was obtained from the two hospi-
tals before participants were recruited. With the aid of the study 
information sheet, the rationale of the study and measures to ensure 
participant anonymity, privacy and safety were explained to each 
prospective participant to ensure their voluntary participation in the 
study. Participant identifiers such as names and addresses were not 
recorded to ensure participant anonymity. Each participant willing 
to participate in the study signed a written informed consent form 
after the study procedures had been explained to their satisfaction. 
To secure the study data, softcopy data such as interview recordings 
and transcripts were saved on password-protected drives. Hardcopy 
documents such as signed consent forms were stored in a locked 
cabinet accessible only to the researchers.
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4  |    TORNU et al.

4  |  FINDINGS

The age range of mothers was 23–54 years, and each was provid-
ing care for one child living with TB. The participants had provided 
care to their children living with TB from 3 weeks to 24 months. The 
children were aged 1–14 years. Table 1 summarizes participants' so-
ciodemographic characteristics including their ages, marital status, 
number of children and time since the child was diagnosed with TB. 
After an analysis of the data, we were able to group our findings into 
physical and psychological burdens on mothers. The two themes and 
eight subthemes are presented in Table 2.

4.1  |  Physical burdens affecting mothers

Many problems affected the participants' physical health while car-
ing for their children living with TB. The five (5) sub-themes identi-
fied under this theme included tiredness, sleeplessness, body pains, 
weight loss and sicknesses.

4.1.1  |  Tiredness

The mothers all experienced tiredness while caring for the children 
living with TB. They ascribed their tiredness to combining childcare 
activities (such as hospital visits for TB treatment, serving TB medica-
tion, bathing and feeding the sick child) with running other errands 
such as caring for the rest of the family. The mothers of hospitalized 
children living with TB mentioned that walking around hospitals and 
pharmacies to conduct the children's requested laboratory investiga-
tions or buy prescribed medication also contributed to their tiredness.

The hardship I go through is that I'm sitting at one 
place and the doctors call me to come and collect 
maybe a prescription to go and buy a drug. ‘Go and do 
this for your child, go and do labs, go and buy medi-
cines’, that is what I would say is tiring. 

(P8)

4.1.2  |  Sleeplessness

Several participants mentioned not having adequate sleep or 
rest due to their children's incessant cough, cries and inability to 
sleep (insomnia). Persistent thinking about the child and worry at 
night also contributed to participant sleeplessness. One of the 
participants perceived her sleepless nights as a price to pay for 
her child to live. Another participant used her child's recovery 
from TB illness and the cessation of her sleepless nights as a story 
to praise God.

… the child coughs continuously in the night. It makes 
you the mother restless because if the child doesn't 
sleep, you also can't sleep. When it happens like that, 
she coughs so much. 

(P4)

If he makes any sound, I have to be awake just so he 
gets well soon…We have really suffered with all his 
care. All the sleepless nights just for him to have life 
again. So I used his situation [recovery] as a testimony 
[story to praise God]. 

(P12)

TA B L E  1  Sociodemographic characteristics of participants

Participant identity 
number Age (years) Marital status

Number of 
children Sick child's sex Child's age

Time since 
tuberculosis diagnosis

P1 45 Widowed 4 Male 1 year 7 months 6 months

P2 32 Co-habiting 1 Female 3 years 3 weeks

P3 32 Single 3 Female 14 years 24 months

P4 29 Co-habiting 3 Female 1 year 3 weeks

P5 31 Single 1 Female 12 years 4 months

P6 44 Married 3 Male 8 years 6 months

P7 42 Married 6 Female 11 years 24 months

P8 24 Single 1 Female 6 years 3 months

P9 39 Married 4 Female 3 years 11 months

P10 26 Single 4 Female 1 year 9 months 14 months

P11 31 Married 2 Female 3 months 2 months

P12 54 Divorced 4 Male 1 year 3 months 5 weeks

P13 23 Co-habiting 1 Male 3 years 3 weeks

P14 28 Married 1 Female 2 years 12 months

P15 30 Married 1 Male 2 years 5 months 12 months
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    |  5TORNU et al.

4.1.3  |  Body pains

Participants reported feeling body pains which were physical health 
challenges they experienced on account of providing care to their 
children living with TB. Their body pain sites included their heads, 
backs, hands and feet. Some participants described the intensity of 
their body pain as not serious while others described it as severe. 
One participant who had severe pains in her hand had lost the ability 
to lift objects with her affected hand. Situations that precipitated 
these body pains included walking around during child care and not 
getting adequate sleep at night on account of waking up intermit-
tently to care for the sick child. One participant characterized her 
headaches as intermittent in nature.

I feel pains in my body… My whole body, even this 
hand… For now, I would say it's just this hand – if 
someone asks me to help them lift something, I can't 
lift anything to help. 

(P6)

it was just my back that was aching at the time. And 
because I was with him and was not able to sleep, I 
had some headaches too. 

(P12)

4.1.4  |  Weightloss

Most of the participants lost weight through caring for the children 
living with TB. Almost all the mothers attributed their weight loss to 
thinking or worrying either about their sick children or the money re-
quired for their children's care. The participants who had lost weight 
and then regained their normal weight attributed their weight gain 
to their children's recovery.

Her care, and a lot of thinking. There is a lot of think-
ing involved… Now, she's better and some people feel 
I've gotten bigger, …it's not that I eat a lot or I have 
gotten some money, but everything is in my head, just 
that I don't think too much anymore. 

(P7)

4.1.5  |  Sicknesses

Some participants mentioned that they developed various sick-
nesses on account of the care they were providing for their chil-
dren. One of the mothers explained that she became anorexic 
because she was worried about her child. She later developed gas-
trointestinal ulcer requiring medical attention. She fell ill and had 

Theme Sub-theme Codes

Physical burdens Tiredness Exhausting childcare
Fatigue from walking
Weariness from idle waiting

Sleeplessness Interrupted sleep from coughing child
Insomnia from worrying

Body pains Headaches
Pains in hands, back and feet
Pains after poor sleep

Weightloss Reduced weight from thinking
Loss of weight from anorexia
Loss of weight after ill-health

Sickness Hospitalization after caregiver strain
Diagnosis with gastrointestinal ulcer
Diagnosis with diabetes mellitus
Anorexia

Psychological 
burdens

Thinking and worrying Thinking about child's health
Tuberculosis medication concerns
Distressing symptoms of childhood 

tuberculosis
Worry about treatment money

Negative emotions Hopelessness
Guilt
Sadness and crying
Fear of tuberculosis medication side-effects
Fear of child dying
Fear of tuberculosis contagion
Loneliness

Stigma Enacted name-calling
Community members' comments
Discrimination against child and mother

TA B L E  2  Themes, subthemes and 
codes of the study
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6  |    TORNU et al.

to be hospitalized because she was always carrying her child on 
her back.

She's always on my back until she falls asleep and I can 
put her down…even recently, I fell sick and was admit-
ted to the hospital, the polyclinic, for about a week. I 
just came back home this past Sunday.…and because 
of worrying about my child, I wasn't eating. When we 
did the lab tests, they said I've gotten an ulcer. 

(P4)

Another participant reported being diagnosed with diabetes melli-
tus during the course of her ill child's care. She believed that her wor-
rying and anxiety contributed to her sickness.

when he got sick due to worrying and anxiety, I got 
diabetes through that because I was too anxious… I 
was eating alright but I had lost weight. They asked 
what was wrong with me and after checking, they 
confirmed I had gotten diabetes. 

(P15)

4.2  |  Psychological burden on the mother

Participants had substantial varied psychological burdens while car-
ing for their children living with TB. The theme is comprised of three 
subthemes: Thinking and Worrying, Negative emotions and Stigma.

4.2.1  |  Thinking and worrying

Several participants revealed they were constantly thinking about 
and worrying over their child, and particularly when the ill child was 
their only child. They clarified that before the child's illness, they 
were not thinking as much. While some of the participants thought 
about how the children got infected with TB, others were worried 
their children may die. The recurrence of their children's health 
problems was a source of worry and they often thought about funds 
for treating their children.

…to be taking care of a child like this and he is not 
getting better and everyday there's something, you 
worry a lot. It makes you think. You keep thinking 
about what you can do to make them better. If the 
child is not fine, you're also not fine. 

(P6)

Another source of thinking and worry for the participants in-
cluded witnessing the distressing symptoms of TB and its associated 
body changes in their children. These distressing symptoms and body 
changes included persistent cough, inability to eat, vomiting and 

weight loss. Other symptoms included the children's pallor, weakness, 
breathing problems and body pains. One mother insisted that her pre-
viously “beautiful child” she gave birth to had changed.

she was growing lean and she's very, very pale. She's 
not that fat too for her to be growing that lean… So 
we went to Alpha [clinic] and they gave us medicine 
but still she was coughing, she can't eat, any time she 
will eat, she will be crying, [she] says her stomach is 
paining her. 

(P3)

…if not for how far this place is, I would have gone for 
my child's baby pictures and shown you. And for me 
to see that now my child has changed. The beautiful 
child I gave birth to has changed. 

(P1)

4.2.2  |  Negative emotions

Most of the participants revealed that caring for a child living with 
TB was associated with negative emotions which included hopeless-
ness, guilt, sadness and crying. Other negative emotions reported 
included fear and loneliness. Some participants felt hopeless im-
mediately after their child was diagnosed with TB. One mother lost 
hope because she was not seeing signs of her child getting better 
with treatment, and she blamed herself for not believing the child's 
TB diagnosis and having treatment start earlier. The participants 
often felt unhappy at the sight of their ill children and also the clini-
cal manifestations of TB disease.

I haven't seen any signs of her getting better so I don't 
have any hope…I blame myself. I have really wronged 
my child. In the beginning when I was told, if I had 
had hope and believed what I was told, I can say that 
it would have been dealt with quickly so my child will 
escape all this. 

(P8)

This unhappiness sometimes made them cry. Some mothers 
cried because they wished they had not given birth in the first place. 
Others cried because of the children's hospitalization and treatment. 
Participants often cried at night or upon waking up. Some mothers 
cried at least once a day and others cried about three times each week. 
However, these mothers did not cry in the presence of their children 
to prevent the children from crying as children try to console their 
mothers when they cry. Whereas some of the mothers felt relief after 
crying, others did not.

I used to cry but now I've seen that there's nothing 
good in crying…Because when I cry, the child also 
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    |  7TORNU et al.

gets sad. So I was told to stop…It [crying] wasn't 
helping but what will you do? When I'm alone and my 
mother and others aren't home, I cry… The reason I 
cry is that I wish I hadn't given birth. It would have 
made me really happy. 

(P10)

Another negative emotion reported by participants was fear. 
The participants mentioned being afraid on account of their child's 
TB diagnosis, treatment and possible death. Other participants ex-
press fear of TB contagion to the healthy siblings and friends of the 
child living with TB. They experienced fear because they felt their 
children were too young to develop TB disease. One participant 
was afraid because the local name for TB disease was associated 
with death and a friend's mother had died on account of TB disease. 
She also feared that her child would experience the detrimental ef-
fects of the multiple TB medications used in her child's treatment.

when I was young, my classmate's mother died and we 
were told it was that cough…they say it is ‘nsamanwa’ 
[ghost cough] and I am scared… also with her being a 
child and we combining about six drugs of treatment 
for her. I was really scared. 

(P11)

At the time, I wondered if I will also get infected or the 
other children will get infected. 

(P1)

Some participants were afraid their children would die because 
they believed there was no treatment for TB. A participant's difficulty 
in securing blood for a transfusion needed by her child made her afraid 
of losing her child. This fear was heightened at the sight of other chil-
dren dying at the hospital.

I was afraid. If your child is sick won't you be scared? 
…when they said he needed blood seriously and we 
were finding it difficult to get some. I was scared he 
was going to die. Because when you are there and you 
see someone's own [child] die, you also get scared of 
yours dying. 

(P13)

The participants' negative emotions included loneliness. The moth-
ers felt lonely because they were often alone at home with the sick 
children. Many participants felt no one cared about them and there 
was no one other than their sick children to console them. Several par-
ticipants indicated they did not have friends. Participants with spouses 
who worked away from home also felt lonely at times. In some cases, 
the participants had access to other relatives and friends, but they 
were hesitant to “bother” them.

Sometimes I feel nobody cares for me, but when 
I think about some things, then I shed few tears. 
There's nobody to console me, I forget about it… I re-
ally have nobody. 

(P5)

4.2.3  |  Stigma

The participants revealed they and their children were being stigma-
tized. People in their communities talked about them and their child's 
TB symptoms (such as cough and weight loss) which contributed to 
their experience of enacted stigma. In some cases, no one would play 
with the children because of their illness. Other persons referred to 
the children living with TB as “old women”, “trouble,” or “dead”, sug-
gesting that the children looked weak, were a trouble to care for or 
would die anyway. The enacted name-calling and anticipated stigma 
experienced by some mothers made them hesitant to send their chil-
dren outside.

when I gave birth to [the child], there were two other 
girls who were also pregnant. They gave birth not long 
after I gave birth, but their children are walking now. 
And so they ask why my child is like an old woman and 
not walking. And because of that, I'm not free with 
them because when they say that, it bothers me. 

(P10)

The mothers also reported experiences of internalized stigma 
occasioned by people's uninvited instructions regarding how they 
should be caring for the child living with TB. According to these par-
ticipants, people would often ask what was wrong with their chil-
dren and they would indicate how the mothers should be providing 
better care for their children. These unsolicited questions and rec-
ommendations, sometimes from strangers, made mothers feel inept 
and were being talked about in their communities. Some mothers felt 
obliged to carry out the recommendations to reduce the pressure 
put on them.

it's been worrying me. I don't have peace of mind…
The people in our neighbourhood. The way they 
ask me what at all is wrong with the child, I can tell 
that they discuss it when they get together…people 
shouldn't be asking what is wrong with the child. 

(P6)

They [community members] say a lot. Some say this ill-
ness [TB] is not a hospital illness. They say, “You're wor-
rying yourself always going to the hospital, take her to 
a prayer camp. Take her here, take her there, go to this 
church, go somewhere else”. I went to see our pastor. 

(P7)
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5  |  DISCUSSION

This qualitative study revealed that the mothers' well-being was 
negatively affected by the physical and psychological burden 
of being the primary caregiver of their child living with TB. The 
mothers' physical and psychological burden reported in this study 
reinforces findings from previous studies involving caregivers of 
children with chronic conditions in general and TB specifically 
(Bristow et al.,  2018; da Silva et al.,  2014). However, this study's 
results also highlight the specific challenges experienced by the 
mothers of children living with TB within a resource-limited African 
country such as Ghana. For instance, the mothers of hospitalized 
children living with TB in high-income countries may not be re-
quired to run the tiring medical errands described by participants 
of this study. Nonetheless, the results suggest that mothers of 
children living with TB require adequate practical support from 
their relatives or friends (such as spouses and siblings) so as not 
to be overwhelmed by their caregiving and home keeping roles 
(Awaluddin et al., 2020b). Furthermore, healthcare providers of the 
children living with TB may have to regularly assess the physical 
well-being of the accompanying mothers to be able to promptly 
identify and manage their health issues such as body pains, fatigue, 
insomnia and weight loss. Even though the children's care may not 
be the direct cause of any mothers' sicknesses (such as diabetes 
mellitus and gastrointestinal ulcers), the stress associated with 
their caregiver roles can predispose them to ill health (American 
Psychological Association, 2018). Consequently, when diagnosing 
childhood TB, the mothers of children living with TB must be en-
couraged to activate the social support available to them within 
their social networks and communities (Awaluddin et al., 2020b).

This study's results that the mothers were thinking and worried 
about their children living with TB is comparable to the findings of 
a study by Zhang et al. (2014) in China, which revealed that parents 
of children living with TB experienced psychological pressure and 
were often worried about their children's treatment and prognosis. 
Similar psychological challenges have been observed through pre-
vious studies involving the care of sick children in general (Collins 
et al., 2020; Macedo et al., 2015). For instance, Barros et al. (2019) 
noted a worsening in the psychological quality of life of caregivers 
of children with disabilities in Brazil. A study by Collins et al. (2020) 
in Australia also revealed that caregivers of children with life-limiting 
conditions generally felt psychological distress which impaired their 
quality of life. These psychological issues are highly probable among 
the mothers of children living with TB because, despite efforts to 
improve the treatment outcomes of children diagnosed with TB, 
childhood TB incidence and mortality estimates in low to middle-
income countries like Ghana remain high (Dodd et al., 2017; World 
Health Organization, 2020). Tuberculosis is associated with death, 
and it is referred to as the “ghost cough” disease (nsamanwa) in a 
Ghanaian local language (Twi) (Nketiah-Amponsah et al.,  2021). 
Understandably, a diagnosis of childhood TB contributes to a moth-
er's fear that her child may die (Awaluddin et al., 2020a). It is there-
fore important that the fears, thoughts and worries of mothers about 

their children's diagnosis and well-being are assessed and managed 
adequately by healthcare providers through appropriate paren-
tal involvement, counselling and education (Aarthun et al.,  2019; 
Choudhary & Ahmed, 2019). Such interventions have the potential 
to promote acceptance and address the fears and guilt mothers have 
regarding their children's ill health and treatment options (Awaluddin 
et al., 2020b; da Silva et al., 2014; Das et al., 2021).

The mothers' crying spells can be an indication of them being 
overwhelmed with negative emotions throughout their child's ill-
ness. This observation suggests that the initiation of treatment for 
children living with TB does not necessarily mark the end of their 
emotional challenges; especially as the mothers cried secretly so as 
not to distress others. These “silent tears” were noted in another 
study by Zhang et al.  (2014). Moreover, they were evident in the 
participants' teary eyes and sobs during this study's interviews. 
Accordingly, innovative strategies (such as psychosocial support 
therapies) aimed at anticipating and managing caregivers' psycho-
logical and emotional issues could be offered by healthcare provid-
ers to reduce the mother's psychological burden.

The mothers' attribution of their weight gain to the children's 
recovery (but not food intake) further highlights the importance of 
psychosocial support for the mothers while their children receive 
treatment for TB. It was noteworthy to find in this study that even 
though crying did not necessarily solve the mothers' challenges, it 
served as a source of temporary emotional relief for some of them. 
Crying may be a self-soothing behaviour exhibited by the mothers 
who increasingly felt lonely despite having relatives who could be 
called on (Gračanin et al., 2014).

The absence of stigmatizing behaviours from community mem-
bers towards caregivers of persons living with TB has been recorded 
in India (Parmar et al., 2018). Nonetheless, the intersecting stigma 
experienced by the mothers of children living with TB in this study 
extends the insight offered by da Silva et al.  (2014) who identified 
that caregivers had to cope with stigmatizing behaviours exhibited 
by persons who were often prejudiced or ill-informed about TB and 
its current treatment (Stangl et al., 2019). This situation can delay 
the initiation of TB treatment and worsen the prognosis of children 
living with TB (Saqib et al., 2018).

The findings of this study have implications for the care pro-
vided by healthcare providers. Nurses and physicians providing 
care for children living with TB must recognize children living with 
TB and their caregiving mothers as a dyad and regularly assess 
both mother and child well-being. Additionally, healthcare provid-
ers should provide mothers with adequate support and counsel-
ling regarding the children's treatment and care to mitigate the 
worrying and negative emotional experiences associated with 
their burden of care.

5.1  |  Limitation

A limitation of this study is that it was conducted in two health fa-
cilities within a predominantly urban setting as it took place within 
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the Accra metropolis of Ghana. The findings may not reflect all the 
physical and psychological burdens experienced by mothers of chil-
dren living with TB in other, more rural settings within Ghana.

6  |  CONCLUSION

Mothers of children living with TB go through physical and psy-
chological health issues occasioned by their role are the children's 
caregivers. The mothers require adequate physical and psycho-
logical support from their relatives and friends and also healthcare 
providers so as not to be overwhelmed by their caregiving roles. 
Nurses and other healthcare providers managing children living 
with TB must deliberately consider the well-being of the mothers 
to forestall any physical and psychological health challenges they 
may experience.
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