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Abstract

An estimated 13.4 million children and adolescents worldwide had lost one or both parents to AIDS as of 2015. Family
members, relatives or foster parents and other caregivers who may have other challenges are left to care for the children.
Caregivers burden is dependent on the caregiver’s overall health, financial, physical, psychosocial, and spiritual wellbeing.
This study was therefore conducted to determine the effect of these burdens on caregivers of HIV infected children. This
analytical cross-sectional study involved the interview of caregivers, which we defined as, any unpaid layperson willing to
participate, whom the patient himself/herself identified as being close, share illness expetience and play suppottive role.
Data was collected using the Zarit Burden instrument. The p-value <0.05 was considered to be significant.

One hundred and ten (110) caregivers were studied; their mean age was 35.92 (£10.18) years. Generally, 76.4% of the car-
egivers had minimal burden while 16.4% had mild to moderate burden. Approximately 5.4%, and 1.8% of the caregivers
had moderate and severe burden respectively. The variables studied had some varied effect on the caregivers but none was
statistically significant.

Routine screening by health care professionals dealing with HIV infected children would help to expose existing caregivers
burden and promote the provision of appropriate need driven support. Establishment of catregivers counseling and support
groups in healthcare facilities would mitigate some of the challenges.
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Background at the mercy and care of relatives or foster parents who may have
other challenges to handle in addition to caring for the ill HIV

Approximately 120,000 children died due to AIDS-related illnesses infected or affected child. While providing care and treatment, the

in 2016. This equates to 328 deaths every day [1]. An estimated entire focus is sometimes on these children the needs and demand
13.4 million children and adolescents (0-17 years) worldwide had of other family members are often overlooked and neglected.
lost one or both parents to AIDS as of 2015. More than 80% The vital role played by such family caregivers is well recognized
of these children (10.9 million) live in sub-Saharan Aftica [2]. but burden on them is poorly understood [4]. Zarit et al., have
In addition, millions more children are indirectly affected by the defined caregiver burden as: “The extent to which caregivers
impact of the HIV epidemic on their families and communities perceive that care given have adverse effect on their emotional,
[3]. social, financial, physical, and spiritual functioning”[5]. Caregivers

burden is dependent on a host of variables while providing care
One of the most devastating impacts of HIV is the loss of whole to a setiously ill family member. This compromises the caregiver’s
generations of people in communities hardest hit by the epidemic. overall health, financial, physical, psychosocial, and spiritual
In this regard, it is often children who feel the greatest impact via ~ wellbeing.

the loss of parents or older relatives. The children are therefore
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Anecdotal experience from our center revealed missed clinic
appointments by caregivers possibly due to some challenges and
competing needs. Hence, this study was conducted to critically
examine the experiences and burden of caring for HIV infected
children. This is expected to provide better understanding of
the challenges experienced by categivers and advise on coping
strategies.

Subjects and Methods

This analytical cross-sectional study was carried out at the Children
Outpatient Clinics (CHOP) and Children ward of the University
of Calabar teaching hospital, Calabar, Nigeria. The study was
conducted over a period of six months from January-June, 2017.
The study population comprised of the child’s parents, family
caregivers, which we defined as, any layperson, who was unpaid
and willing to patticipate, whom the patient himself/herself
identified as being in a close supportive role, and sharing most
of his/her illness expetience. The study process was explained
to the parents, guardian or caregivers of each child, informed
consent and ethical approval were obtained from caregivers and
the institution respectively. The interviewer administered semi-
structured questionnaire and the burden of care was measured
using the Zarit Burden data instrument. It is a 22-item Likert
scale, which assesses five main domains of burden namely health,
psychological wellbeing, finances, social life and relationship with
the patient. The final scores range is from 0 to 88. It is stratified
into four categories, that s, a score of 0-20 indicates no or minimal
burden, 21-40 mild to moderate burden, 41-60 moderate to severe
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burden and 61-88 indicates severe burden. Non-participation in
the study did not affect the care provided to the patient. The
ethical committee of the institution approved this study.

Data collected was analyzed using SPSS Version 22 statistical
software. For continuous variables, the mean, standard deviation
and degree of freedom were calculated. Categorical variables were
presented as simple proportions and percentages. The p-value
<0.05 was considered to be significant.

Results
Socio-demography

A total of 110 categivers were interviewed. Caregivers had mean
age of 35.92 (£10.18) years, with most of them in the age range
of 40-49 years. Women and men accounted for 81.8% and 18.2%
of the caregivers respectively. More than three-fourth of the
caregivers were married, 18.1% unmarried and 5.5% widows.
More caregivers (43.6%) had tertiary education and only 1.6%
without formal education. Ninety percent of the caregivers were
Christians and 71% of our study population tested positive to
HIV. Majority (83.6%) of the caregivers and the children lived
together. Approximately 87.3% of the caregivers were biological
patents of the children while the rest were grandparents(3.6%),
family relations (8.2%), and neighbors 0.9%. Most of the children
who received care were less than five years <3 years (54.5%); 4-5
years (32.7%); and >5years (12.8%). (Table 1)

Table 1. Caregivers socio-demographic characteristics.

Variables

Age (Years)

20-39

40-49

50-59

=60

Sex

Males

Females

Marital Status

Married

Single

Widow

Educational level

No formal Education

Primary

Secondary

Tertiary

Religion

Christians

Muslims

Other Religion

HIV status

Positive

Negative

Co-Residence

Yes

No

No of Care recipient

0-3

4.5

6-10

>10

Frequency | Total
16 14.5%
86 78.2%

8 7.3%
0 0%
20 18.2%
90 81.8%
84 76.4%
20 18.1%
6 5.5%
18 16.4%
12 11%
32 29%
48 43.6%
99 90%
1 10%
0 0%
78 71%
32 29%
92 83.6%
18 16.4%
60 54.5%
36 32.7%
12 11%
2 1.8%
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Zarit burden interview

Generally 76.4% of the caregivers had no or minimal burden
while 16.4% had mild to moderate burden. Approximately 1.8%
of the caregivers had severe burden. (Table 2)

Relationship of Variables with Severity of Burden

Majority (72.7%) of the caregivers who did not disclose their
status had little to moderate burden. Two of those who disclosed
their status had severe burden (p=0.096). More caregivers who
were absent from their places of work had moderate and severe
burden. In our study 64, 14 and 2 of the respondents who were
married, and 14, 6 and none of the unmarried respondents, had
none or minimal burden, mild to moderate burden and severe
burden respectively (p=0.157). The females have more burden
than males; also those caregivers who were educated showed
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more degree of burden. Among those who had given care for
more than 5 years, 6 of them had mild to moderate burden and
none had severe burden. On the other hand, 22 and 2, of those
who had given care for 5 years and below, had mild to moderate
and severe burden, respectively (p = 0.199).

The care givers who could not ascertain their monthly income
as well as those who earned <10,000 Naira wete more and they
had little or no burden compared to those with income ranging
between 10,000-20,000 Naira (p=0.199). The non-biological
patents of the children had severe burden compared to the rest.
The caregivers with support had less burden compared to those
who received support (p=0.157). In addition 39 and 2 of the
caregivers who had less than five children under their care had
mild to moderate and severe burden, respectively, compared to
9 and 3 of those who had more than 5 children in their care (p=
0.096). (Table 3)

Table 2. Burden on Caregivers using the Zarit Burden interview (N=110).

Score Level of Burden N [ Percentage
0-20 No or minimal burden 84 76.4%
21-40 Mild to moderate burden 18 16.4%
41-60 | Moderate to severe burden | 6 5.4%
61-88 Severe burden 2 1.8%

Table 3. Relationship of Variables with Severity of Burden.

Variables No or minimal Mild to Moderate | Severe X2 df P- value
Burden
Sex
F 64 20 2
6.000 4 0.199
M 20 4 0
Marital status
Married 64 14 2 2.000 1 0.157
Unmarried 14 6 0 2.773 1 0.096
Education
No Education 18 0 0 2.000 1 0.157
Formal Education 66 24 2 2.773 1 0.096
Duration of care (Years)
<5 76 22 2
6.000 4 0.199
>5 4 6 0
Monthly Income
0 - =10, 000 76 20 0
6.000 4 0.199
>10,000 11 3 0
Relationship with child
Biological child 59 17 1
- - - 2.000 1 0.157
Non Biological child 14 14 5
Support from people
No 52 12 4 2.000 1 0.157
Yes 32 10 0 2.773 1 0.096
Deserted by friend
No 84 20 2 2.000 1 0.157
Yes 0 2 2 2.773 1 0.096
No of care recipient
0-5 43 39 2 2.000 1 0.157
>5 12 9 3 2773 1 0.096
Absence from Work
No 60 10 0 2.000
4 0.199
Yes 40 14 2 2.773
Disclosure of Status
No 74 6 0 2.000 1 0.157
Yes 24 4 2 2773 1 0.096
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Discussion

Approximately 5.4% of the caregivers in this study experienced
moderate to severe burden. Singh et al, in South Africa
corroborated this low percentage. This is at variance with other
studies [0, 7]. Asuquo et al., [8] in Calabar Nigeria observed that
majority of the caregivers had moderate to severe and severe
burden to be 36% and 25% respectively though among caregivers
of adults PLHIV. Studies have shown that risk factors for
caregivers burden include female gender, low educational status,
residing with the patient, depression, social isolation, and lack of
choice in being a caregiver [9, 10]. The minimal burden observed
in our study may not be unrelated to the short duration of care,
few numbers of children under care. In addition, the majority of
the children were the biological children of the caregivers. Most
literatures have highlighted the physical, social and emotional
impact on caregivers of HIV infected children [11]. It is also
documented that caregiving have features of chronic stress
experience [12].

In Africa, the burden of caregiving is the traditional role of
women as social norms and expectations. However, various
studies have reported that men do not take the role of informal
caregivers except in situations where there are no women available
to do so. This is in keeping with our study where older women
compared with the younger age groups were mostly the caregivers.
This is may be due to the fact that observed age range may have
become grand mothers and step in as caregivers of relations’
children whose parents may have died of AIDS. The high burden
observed among married couples might not be unrelated to the
competing family needs that eventually put enormous stress
on the woman and family finances. Increased caregiver burden
and continued drain on the financial resources heightened the
perception of burden [13]. Caregiver characteristics that might
influence outcomes include age, gender, socioeconomic status,
duration of caregiving and family relationship between the patient
and the caregiver [14]. Though most of caregivers studied were
not literate and in low socioeconomic status, but in contrast to
other studies [15] had minimal burden that was not statistically
significant. This may be due to the additional support received
from their spouses. In addition, coping and adaptive skills by
African female caregivers may account for this observation [10].

The burden of care did not adversely affect the caregivers from
their workplaces and businesses. This can be attributed to the fewer
children in care as well as support rendered by family, relations
and friends. In Nigeria and Africa as whole communal living and
assistance is part of the African culture. Disclosure of status to a
close friends or relatives is expected to relieve or decrease burden
as well as provide better psychological adjustments on caregivers
[17]. In this study, 24% of the caregivers disclosed and this did not
decrease the burden experienced by caregivers. Conversely, 5% of
those who disclosed had severe burden, though not statistically
significant. This may be attributed to possible rejection from
stigmatization and discrimination [18, 19].

Conclusion

A minimal level of burden was observed among caregivers. The
variables studied did not have statistically significant effect on the
burden of caregivers.

https://scidoc.org/IJHR.php

Recommendations

Routine screening for caregivers burden by health care
professionals dealing with HIV infected children would help
expose existing caregiver burden and promote the provision of
appropriate need driven support. Establishment of caregivers
counseling and support groups in healthcare facilities would
mitigate some of the challenges. Further studies on this subject
with larger sample are recommended.
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