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Abstract

Objective: To determine the psychosocial problems, social acceptance and
the impact of the costs of parents whose child has cancer. Method: We car-
ried out a descriptive cross-sectional study over two-year periods (from Jan-
uary 3, 2018 to March 31, 2020) in the pediatric oncology unit of clinics at the
University of Lubumbashi, in DR Congo. Results: 129 parents of children
with cancer in the pediatric oncology unit were included in our study. Most
children with cancer (53%) were accompanied by their mothers who had a
low level of education (53.0%). Emotional shock was the most observed reac-
tion (68%) to the announcement of the disease (cancer). Retinoblastoma has
had a significant economic impact on families without medical coverage.
Only 38% received psychological support from parents. Sadness was the most
common feeling (77%) of households. Support workers consider their rela-
tionship with the medical profession acceptable in 67% and difficult in 11%.
The majority of parents (78%) felt that the time to provide medical care was
longer than expected. Conclusion: Parents of children with cancer had dif-
ferent feelings and reactions. This observation may be useful for the devel-
opment of a health policy, in particular that of pediatric cancer in DR Congo.
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1. Introduction

In general a diagnosis of childhood cancer can significantly affect the psycho-
logical well-being of patient and his family, in turn, it may also have an impact
on treatment tolerance and outcomes. Nevertheless, Cancer remains a chronic
condition and its medical care is always longer, increases the costs of health care
and affects the psychological state of patient and his entourage. Cancer world-
wide is a serious public health problem that incidence is characterized by great
geographic variability [1] [2]. Various studies conducted in recent decades have
revealed that the levels of pathological distress are very prevalent in oncology:
the figures range from 5% to 50%, depending on the characteristics and methods
of treatment of the disease, but also evaluation procedures [3]. Health care pro-
viders often fail to recognize the psychological distress of cancer patients or the
family environment [4]. As a result, referral to psychological service providers
occurs primarily when parents of children with cancer are seriously worried, an-
xious or depressed. In the Democratic Republic of Congo, no psychological
screening programs are in place to enable health care providers to identify par-
ents at high risk of psychological morbidity so that clinical interventions can be
initiated earlier and thus prevent serious cases. Psychological disorders occur
during the course of the disease [5]. The therapeutic decision in children who
have been fortunate enough to have an early diagnosis must be made quickly in
agreement with parents. Cancer management remains a special experience for
the child, his entourage and caregivers. After an initial study on the epidemio-
logical and histological profile of childhood cancer in Lubumbashi, DR Congo
[6] this survey attempts to assess the psychological barriers to the management

of childhood cancer in our country.

2. Material and Method

The study area covers the city of Lubumbashi in the Democratic Republic of
Congo. The study was conducted over two-year period, from January 2018 to
March 2020 at the Clinics University of Lubumbashi, in the Department of Pe-
diatrics in the Pediatric Oncology Unit. This study was based on a main role of
psychosocial lived experience of parents with children affected by cancer, in ad-
ditional to assess the costs of managing different childhood cancers. We have
retained 129 children that parents or legal guardians had given a written docu-
ment to admit their consentient. The study was focused on children under the
age of 18 living with previously diagnosed cancer. Note that the pediatric oncol-
ogy unit is a unit of the Department of Pediatrics which has internal organiza-
tions for the smooth running and follow-up of patients with cancer. These are

the reference services for children with cancer with an oncopedaitre working
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closely with pathologists, radiologists and others. The latter has a structure for
recording data relating to and monitoring each patient inpatient or outpatient
follow-up for a cancer case. Hospitalization records, surgical and anatomopa-
thological reports, patient records, death registry and diagnosis of each patient
were recorded after diagnosis was confirmed in the database at the pediatric on-
cology unit of both departments. Based on a fact sheet the data was collected.
Regarding the inclusion criteria, all parents of children seen in consultation for a
clinically and/or radio logically confirmed cancer case, histologically and who
agreed to respond to our questionnaire with informed consent, were included in
our study. However, a questionnaire was sent separately to parents of sick child-
ren and to medical staff in the pediatric oncology unit. The investigators were
trainee physicians and physicians specializing in general pediatrics of CUL. He
had the questionnaire completed to the households during the pre-consultation
wait. The questionnaire for physicians was made available at the pediatric level.
This questionnaire included items related to the socio-demographic characteris-
tics of children with cancer as well as the psychosocial aspects of households. The
data was entered using Excel software and their analysis using SAS 9.4 software
(Institute Inc., Cary, NC, USA). The characteristics of the group of children and
their guardians were summarized by descriptive statistics especially with central
trend measures and proportions. The Wilcoxon test was used to compare the me-
dian types of cancer in both sexes (male and female). The analyses were considered
significant at the p < 0.05 serving threshold. The study was approved by the medi-
cal ethics committees of the University of Lubumbashi (UNILU/CEM/135/2018).

3. Results

One hundred twenty nine child’s tumors were diagnosed during the period of
our study, which we identified during one of the consultations for a confirmed
cancer case, out of a total of 3024 pediatric visits to CUL, which corresponds to a
hospital prevalence of 3.27% and an incidence of 47 new cases per year.

Male predominance was observed (57.4% male versus 42.6% female) with a
sex ratio of (H/F) of 1/4. The average age was 5.47 - 3.41 years (0 - 17 years). As
many boys as girls were affected in the 0-9 age group and 10 to 17 years. We
noted that nearly 69.8% of children were between the age of 0 and 9.

In (91.4%) in cases, children’s households had a low socio-economic level and
fully cared for children (96.04%). For all socio-demographic characteristics,
there was no statistically significant difference between the two sexes. Most of
children consulted with a confirmed cancer diagnosis were at an advanced stage
often with metastasis (64.9%). Of these, 54.4% were stigmatized and a significant
number rejected the diagnosis outright at the announcement (11.7%).The the-
rapeutic protocol followed in our environment was chemotherapy (82.1%) de-
pending on the type of cancer following the GFAOP protocol adopted in our
oncopediatric services. On the other hand, some others patients just benefit from

surgery (5.8%). Most of our patients were accompanied by one of the guardians
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(98.3%) and in (58.8%) they were female or the direct mother of the sick child.
In several cases caregivers or guardians that accompanied sick children had a
low schooling level (53.0%) and their religious beliefs, majority were Christian
(72.8%). Childhood cancer was perceived by guardians as a serious and fatal
disease (73.9%) and in general, households had already heard of cancer (88.3%)
but did not think, in (94.8%), that children could also suffer from it. Some
households used healers and traditional practitioners (42.1%). In our environ-
ment post-diagnosis counselling is almost non-existent (82.1%) and after the di-
agnosis was announced, we found no sense of revolt and guilt among parents
(Table 1). On the other hand, advertising conditions were found to be poor
(71.2%) characterized by reaction such as emotional shock that was the most
common direct reaction in some tutors (67.7%). On the socio-economic level of
households, cancer has had an impact on the working life of households with

absenteeism rates (79.3%) and an increase in resource to rent to care at (100%)

Table 1. Parent characteristics (n°129).

Parameters Frequency Percentage (%)

Lived at the announcement of the diagnosis

Emotional shock 82 63.6
None acceptance during the Diagnosis 31 24.0
Violent reaction 16 12.4

Type of support that family has received

Psychological 49 37.9
Social 54 41.8
Financial 26 20.3

Reaction with people around

Indifference 81 62.7
Rejection 35 27.2
Mockery 8 6.2

Other 5 3.9

Relationship with the medical profession

Acceptable 76 58.9

Hard 24 18.6

Good 29 22.5

Schema therapy chirurgical 19 14.7
Chemotherapy 73 56.6
Radiotherapy 8 6.2
Palliative care 25 19.3

Other 4 3.1
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in all households. There was also a lack of medical coverage in (57.5%). House
loan (26.1%) households believed in their child’s recovery after talking about the
cancer diagnosis, but most (77.3%) had accepted the treatments and the others
because of lack of financial means the rest for lack of financial means could not.
Sadness was the most common feeling after the onset of chemotherapy in some
tutors (69.5%). The entourage remained indifferent to the condition of a child
living with cancer (71.7%) and the child was rejected in (22.2%) (Table 1). The
relationship of households with medical personnel was considered acceptable in
(66.7%) (Table 1). The therapeutic path of households was long in the majority
(83.9%). The delay in care was also considered to be long in (78.1%). Family
suggestions for improving the care of their sick children were mostly related to
material and financial assistance (95.6%) and in only (8.1%), alluded to a more

appropriate space for the announcement of the diagnosis.

4. Discussion

Cancer is a disease that connotation is commonly associated with death. This
perception may explain why attention is often focused on the patient, his suffer-
ing and his experience. The family is often put in the background. However, the
illness raises many questions, it is often difficult to accept and represent a mo-
ment of crisis for the family. The onset of a serious illness in a person threatens
and alters the balance of his or her family system [7].

Being diagnosed with cancer is ruff to accept for both patients and their loved
ones, as it puts the patient to the test not only as a person, but also the entire
emotional and social context from which he is born. Furthermore, during the
period of our study we selected 99 guardians of children with confirmed cancer
with a hospital prevalence of 2.4%. Kamate et al, in 2014 had found a prevalence
of 3.5% in Mali.

Assumptions about the increase in the incidence of childhood cancers in our
country are to be elucidated by other studies. In Africa, the rate is 2.4%
(137/5758) in Cote d’Ivoire; 5.8% in Brazzaville [5]; 7.3% (193/2647) in Guinea;
17.5% (162/926) in The Gambia [6] [7]. For WHO [8], Sommelet et al [9] noted
the proportion of pediatric cancers at about 2% to 3%. This difference could be
sought either in sources of information or in etiological factors such as infec-
tious and environmental. In our study, male gender predominated (57.4%) with
sex ratio of 1.4. This confirms the sex ratio figures observed elsewhere in Africa
1.7., Nigeria; 1.3, in Algeria and Brazzaville [10] [11]. Assumptions about the
boy’s improved access to care [19], the role of genetic [9] and environmental
factors need to be explored [11], needless to say the level of parental awareness
and the financial means for access to care that are quite expensive for house-
holds.

In our study, the average age reported in our study was (5.47 - 3.41 years). In
sub-Saharan Africa, the average age was 6.7 - 4.3 years, which is slightly higher

than the age found in our environment [12]. The age group most affected is
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under 9 years of age and accounts for 69.8% of cases, but the age-related
case-to-population curve indicates a gradual increase with age. This is approx-
imately a decade younger than patients in developed countries, and similar to
developing countries. This could be favored by the late stage of discovery of the
disease, which is consistent with Yao’s work in the Ivory Coast and Traoré in
Mali [13] [14].

Cancer management in our community has evolved considerably with the
avenue of the pediatric oncology unit of the CUL and the development of re-
search. In Europe and as in all developed countries, rapid treatment is increa-
singly being implemented with a cure rate of around 80% [15] [16] [17] due to
early diagnosis of the disease. In our exercise context, a therapeutic protocol put
in place by the Franco-African pediatric oncology group (GFAOP) remains a
good compromise [4]. Unfortunately, diagnosis often at a late stage (64.9%), lack
of equipment and lack of a qualified hand frequently results in a large number of
misbehavior on treatment which results in a stigmatization found in 54.4% of
cases.

The level of education of the guardians accompanying children was in most
cases secondary or low 50.3%. This average level of schooling is found in other
African studies, notably Traoré in Mali [18]. The level of education could have
an impact on understanding and accepting the disease as well as on adherence to
treatment. A low level of education, coupled with the lack of medical coverage,
would contribute to more frequent use of traditional practitioners. However, the
therapeutic pathway of families often reveals a high rate of ignorance among
health workers, as childhood cancer is generally unknown by health profession-
als [4] [8] [19].

Would religion play a role in accepting care? We found that in 72.8% cases,
households had their religious beliefs for Christianity. However, the role of reli-
gion as a refuge for cancer patients is not specific to a religious group. Several
studies in the West reveal that religion alleviates the distress and despair of the
sick and allows them to accept illness as the destiny God has reserved for them
[20] [21]. Support through religion is generally beneficial for patients’ quality of
life, especially in overcoming anxiety and depression.

It should be noted that parents or caregivers had heard of cancer in 88.3% of
cases, but 94.8% thought that children were spared, hence perhaps the lack of
guilt observed in this survey. This same trend was found in a Yao [12] study
conducted more than 13 years ago in Ivory Coast.

Announcing a serious illness such as cancer is never an easy situation for both
patient and doctor. For this reason, cancer announcement system has been set
up as part of the Cancer Plan in France [22]. This scheme has improved the con-
ditions for reporting cancers in France in particular and also in developed coun-
tries in general [14] [15]. In Africa, GFAOP has made a significant contribution
to improving the management of childhood cancers and has recently imple-

mented an announcement guide [16]. However, our survey shows that in more

DOI: 10.4236/jct.2020.1112065

754 Journal of Cancer Therapy


https://doi.org/10.4236/jct.2020.1112065

C. K. Mjumbe et al.

than half of the cases, parents reported that the advertising conditions were not
appropriate. These announcement conditions aggravate the distress of the fami-
lies [23]. The announcement of the cancer diagnosis, nowadays, must follow
very specific rules. It requires an ability to understand the information given (li-
teracy but also the use of local languages or images), the patient's involvement as
an actor in his health, a desire of the patient to be better informed, his involve-
ment in the choice regarding medical decisions and possible treatment options.

Cancer has a significant impact on the quality of life of households. In fact, the
average expenditure during this condition was USD (1932-322) or nine times the
minimum income (Smig) and 95.7% of households had no health coverage.

In our case, 23 parents of the patients had refused the therapeutic protocol for
lack of financial means. The lack of social security, the high cost of treatment,
the irregular availability of anti-cancer drugs, the lack of specialized hospital in-
frastructure, contribute to the deterioration of the quality of life of our patients.
In this context of difficult care, households had received very little psychological
support (42.5%) from the relatives. Lack of financial resources, on the one hand,
the non-adherence of parents to care, on the other, are the main causes of the
long delay in the care of children and a large number of lost sight.

The vast majority of attendants felt that they had an acceptable relationship
with medical staff in 77.2% of cases. Our results are similar to those of Grenier et
al. with 77% satisfaction rate of the doctor-sick relationship [24] [25].

The child’s illness was frequently responsible for absenteeism of co-workers at
work in 79.3% of cases; often a source of professional conflict, resulting in in-

creased family suffering.

5. Conclusion

Psychosocial lived experience of parents with children diagnosed with cancer in
the DR Congo mostly in Lubumbashi has to be improved in multiple ways. The
study has showed that majority of parents have low level of knowledge in child-
hood cancer even if they have heard about it before, besides the costs of health-
care still a big issue for caregivers or parents with children diagnosed with can-
cer, moreover the lack of materials, specialists as in developed countries don’t
allow to go under the process as in developed countries and there is no assistant
for parents neither guardians. According to researchers opinion or our time we
think parents need some emotional support and children could benefit some fi-
nancial help in order to get the treatments and help they need. All in all many
African countries still have the same issues which impact the way of giving
health care to patients and provided emotional supports and enhancing parents

knowledge in childhood cancer.
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