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Background: Perceptions of families who take care of patients suffering from advanced illness are rarely 
considered in Kinshasa medical practices; nevertheless, these families are the main actors involved in 
such care. The objective of this present study was to illustrate, in a Congolese context, the perceptions of 
families on the care of patients suffering from advanced illness, and to identify the possible aids provided by 
healthcare facilities. 
Methods: A qualitative study was performed among focus groups in six hospitals in Kinshasa. Each group 
included eight members. 
Results: We gathered factors that could negatively influence the care of a patient suffering from advanced 
disease. Such factors included: scarcity of and inaccessibility to painkillers, economic resilience, poor quality 
treatment, lack of psychological counselling, seeking alternative solutions and poor communication between 
caregivers and patients. In contrast, the study also showed that relatives caring for these patients often receive 
support from the wider family and from cult members.
Conclusions: This study focuses on the miscommunication between healthcare workers and patients, poor 
management in advanced illness as well as a lack of psychological support from caregivers. The findings can 
serve as basis for further research in palliative care.
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Introduction

Palliative care is support provided to patients whose 
disease does not respond to treatment anymore (1); such a 
pathological stage is also called “advanced illness” (2).

Care can be provided in healthcare facilities, at 
home or in reference centers, relatively simply and  
inexpensively (1). It is an approach based on holism, 

singularity and proportionality of care. Palliative care 
represents an undoubted support for patients and family 
members, but to date, only one person out of ten in need 
benefits from it, at the world level (3). The low level of 
awareness on these therapeutics and their advantages 
among the general public seem to be major barriers. To this 
can be added cultural and social barriers such as beliefs on 
death and how to die (1). Investigations carried out in Africa 
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among patients suffering from advanced illness highlight the 
lack of palliative care as well as the significant increase of 
non-transmissible chronic diseases. In addition, mismatches 
between request and accessibility to care have been reported 
(4,5). As a result, families and community agents are among 
the main actors (1) for palliative care, providing support to 
patients with advanced illness. 

In low-income countries, families care for the hygiene 
and nutrition of patients in almost all hospitals. Their 
participation in the implementation of palliative care 
significantly reduces the patient’s psychological distress (6). 
Their support is seen as a social duty, but also contributes to 
the morale and hope for remission. 

In the Democratic Republic of Congo (DRC), the 
incidence of poverty is very high (71.34%) compared to 
other countries of Central Africa (7). About 70% of patients 
have no access to modern healthcare due to the lack of 
financial resources; the poor quality of services is also 
influenced by the lack of national resources (7). Healthcare 
expenses of Congolese families are mainly achieved through 
direct payments to healthcare providers, which means 
covering as much as 94% in 2010 to 97% in 2011 of the 
bill (8). In addition to cultural reasons and geographical 
accessibility, these high costs are an incentive for preferring 
traditional medicine rather than consulting the modern 
health system in approximately two families out of ten (9). 
Consequently, the majority of patients arrive at healthcare 
facilities in advanced stages of disease (10-12). The present 
study aimed at documenting the perceptions of families 
on the care of patients suffering from advanced illness and 
identifying support provided by healthcare facilities, in a 
Congolese context. 

Methods

A qualitative study based on focus groups was carried out 
among families of patients suffering from advanced illness 
and hospitalized between August and September 2015, in 
six Kinshasa hospitals; the characteristics of these hospitals 
are described in Table 1. They were selected because of their 
urban environment, offering perceptions of people from 
different social classes. 

According to our experience and observations, 
confessional (or “religious”) hospitals are well structured 
and equipped, and provide care with a certain degree of 
compassion. 

Their supply in medications is better compared to public 
and private hospitals. In addition, private hospitals are more 
expensive compared to public and confessional institutions 
in terms of care and hospitalization expenditures. 

A patient’s family is represented by the person at his/
her bedside. The nurse responsible for each hospital 
ward where surveys were performed pre-selected eligible 
participants. The eligibility criteria were the following: age 
≥18 years old, physical and mental capacity to participate 
in a focus group and consent to participate in the survey. 
Participation was on a voluntary basis. Investigators were 
professors and trainers of the Kinshasa Higher Institute of 
Medical Engineering “ISTM/Kinshasa”. Before starting 
focus groups, a clear explanation on the aim of the study was 
provided to all participants. Authorizations were obtained 
through verbal informed consent of each participant, 
with guarantee of anonymity and non-dissemination of 
recordings. Initially, almost all participants refused that the 
discussions be recorded, the voice recorder being regarded 

Table 1 Characteristics of hospitals

No. Hospital Status Situation No. of beds

1 General Provincial Hospital of Kinshasa Public Urban 2,000

2 Kinshasa University hospital Public Peri-urban 600

3 Monkole Hospital Private Rural 96

4 Nganda Hospital Private Peri-urban 200

5 Kimbanguistes Hospital Confessional Rural 300

6 Bondeko Clinic Confessional Peri-urban 300

Status means belonging to this hospital (owner of this hospital): the state = public; private and confessional belonging to churches. 
Situation is relative to the location (zone) geographical hospital (urban, peri-urban and rural).
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as journalistic equipment. Following a clear explanation, 
supported by hospital caregivers, an agreement allowing for 
recordings was reached.

To help lead the discussion, an interview guide, with 
various questions outlining specific themes, was provided. 
With this guide, the participants shared information 
on the clinical signs and diseases affecting hospitalized 
patients, communication between care provider and patient, 
transport of patients to hospitals, painkillers consumed, as 
well as the care and support provided to the families during 
hospitalization. After translation in Lingala, the interview 
guide was validated by two family members who were not 
included in the study. 

In each hospital, each participant was free to express 
him/herself, either in French, or in vernacular (Lingala) 
language. Such options prevented discrimination towards 
anybody and actively included each person in the discussion. 
Sociodemographic data collected for participants included 
the following: sex, marital status, education level, family 
relationship to the patient, duration of illness, residency area 
and religion. Each focus group included eight participants 
(males and females). Discussions lasted about 90 min and 
were recorded, then integrally transcribed. Coordination 
was ensured by the main investigator, who was in charge 
of clarifying questions when necessary and keeping the 
dialogue directed at the objective of the study. Apart from 
the main investigator, four health professionals, two doctors 
and two licensed nurses with experience in investigation 
and , previously trained in qualitative methods, participated 
in data collection; these professionals, along with the nurse 
responsible for each hospital ward, observed and enrolled 
participants, took note of participants’ reactions and 
ensured that the discussion was recorded. They also helped 
transcribe recorded discussions. Upon ending each focus 
group, a debriefing between the main moderator and other 
members of the investigation team was held. Analysis of 
the content was performed on the transcriptions and on 
notes taken during focus groups. A thematic analysis of 
the verbatim conversation was carried out according to 
the hospital in which the discussion was recorded and 
according to the characteristics of participants (residency 
area and sex).

The present protocol was approved by the Ethical 
Committee of the School of Public Health, University of 
Kinshasa (approbation number: ESP/CE/084/13), as well as 
by the committee of administrative authorities in selected 
hospitals.

Results

The main sociodemographic characteristics of studied 
families are summarized in Table 2.

More than three-quatrters of participants (79%) were 
women, aged about 60 years old; 52% were married, 
42% had reached the secondary education level and 48% 
reported that the illness of the relative lasted for more than 
3 years. About one participant out of two lived in a rural 
municipality. Most participants (90%) were Christians. 

During interviews, participants expressed their perceptions 
on the main themes related to the care of patients. 

Clinical signs and diseases affecting hospitalized patients

In general, participants declared that hospitalized relatives 
(patients) showed clinical signs of illnesses such as diabetes, 
hypertension, cancer, long-lasting wounds, aches in lower 
limbs, backache, diarrhea, fatigue, anemia and heart 
complications (e.g., “My mother has been suffering from 
complications of high blood pressure and diabetes for a 
long time”, or “My mother has reached an advanced stage 
of cancer”). Most patients had been suffering for more than  
10 years and had reached an advanced stage of illness (e.g., 
“My father has been suffering from a heart condition for 
more than 10 years”). 

However, some participants were unaware of what 
their hospitalized relative was suffering from, but reported 
several hospitals stay (e.g., “So far, we do not know about 
our mother’s illness”). 

Communication between care provider and patient 

Participants mentioned a lack of communication between 
care providers and patients, especially regarding doctors 
(e.g., “I ask the doctor if my mother is fine, but he answers 
to me that a lot of money is necessary”). Participants 
mentioned a regular lack of contact with doctors and 
nurses (e.g., “We do not see the doctor after the clinical 
round”). Some doctors prefer communicating in French 
with families, even though they can speak Lingala (e.g., 
“The doctor knows Lingala, but he often prefers speaking  
French with us”).

Transport of patients to the hospital

Participants described that many paths and roads leading 
to the hospital were destroyed. Some families must travel 
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Table 2 Sociodemographic characteristics of families

Characteristics n %

Sex

Women 38 79

Men 10 21

Marital status

Single 8 17

Widow 4 8

Divorced 11 23

Married 25 52

Education level

Without education 4 8

Elementary 14 29

Secondary education 20 42

Higher education 10 21

Family relationship to the patient

Mother 3 6

Father 4 8

Husband/wife 25 52

Son/daughter 5 11

Brother/sister 2 4

Grandparent 2 4

Uncle/aunt 7 15

Duration of illness

6 months to 1 year 10 21

2 to 3 years 15 31

More than 3 years 23 48

Residency areas

Urban municipalities 10 21

Peri-urban municipalities 18 38

Rural municipalities 20 41

Religion

Christian 43 90

Muslim 4 8

Others 1 2

Mean age =60.4±8.4 years old.

more than 1,000 km (east of the country) to seek care in 
Kinshasa (e.g., “We come from the eastern part of the 
country, which means more than 2,000 km of distance, so 
far, only complementary clinical examinations have been 
performed”). Means of transportation differ according to 
the family’s social environment and financial resources. 
Some of them travel long distances on foot (sometimes 
carrying the patient on one’s back), by bike or by canoe to 
reach healthcare facilities (e.g., “We transported our father 
on our back, then we found a bike to reach the district 
hospital, then after a vehicle to go to Kinshasa”).

Cost of painkillers and other health expenditures 

Among all residency areas (urban, peri-urban and rural), 
participants reported that painkillers were scarce and 
expensive (e.g., “Painkillers are scarce and expensive, we 
need a miracle!”; “We have had the prescription for two 
weeks, but…”). They say they have sold everything, they 
do not have any savings (economic resiliency) because 
everything needs to be paid (e.g., “We do not have savings, 
we have to pay for everything, such as syringes and 
gloves”). Some participants were expecting money from 
abroad (Europe, America, Angola and South Africa) to 
buy medicine and other supplies (e.g., “Since yesterday, 
we have been waiting for money from Belgium to buy 
painkillers and pay the bills”). Participants also mentioned 
the exorbitantly expensive expenditures in reference 
centers (e.g., “My father must undergo a heart surgery, 
but it must be done in Belgium and we have to find  
25,000 euros for the surgery, but what can we do?”).

Care of patients

Participants described the care as being largely inaccessible 
and of poor quality. Circumstances and requirements to 
benefit from care were a source of anxiety and fear. They 
specified that payment was required before being allowed 
access to nursing care and other forms of care (e.g., 
“Healthcare is of a poor quality; there are buildings, but no 
care!”; “Some patients are located at the end of the hallway: 
what does this mean? Isolation, negligence?”). The use of 
bribes for rapid and correct care was also admitted (e.g., “I 
pay bribes so that people take good care of my mother”). 
Moreover, according to all participants, psychological 
support is lacking even though it is a particularly important 
aspect in the care of advanced illness (e.g., “We totally lack 
psychological support; we are the poor, the weak!”; “We 
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also suffer from seeing him suffer!”). Participants were not 
satisfied with the care provided by hospital staff; they even 
suggested that some staff members should go back to school 
to better learn how to take care of patients. The behavior of 
caregivers does not inspire confidence. Families come for 
healing (e.g., “For me, some caregivers should go back to 
school”). 

Reactions to the prognosis of the advanced stage of 
illness varied (e.g., “We are ready for just about anything if 
it is necessary to go back home”; “With my uncle’s disease, 
we just have to pray”). 

Some participants mentioned being able to take loans 
or pay in several installments when consulting traditional 
practitioners. The desire for an alternative solution was 
also raised by participants (e.g., “When at the traditional 
practitioner’s, he first gave us the product, and the money 
was considered after; but here, money before care!”; “The 
traditional practitioner does not set the price to pay, we can 
pay little by little”; “The most important thing is to cure 
the patient someday”). 

Financial support provided to families during 
hospitalization

Participants mentioned support and other resources 
helping them face health expenditures of the hospitalized 
relative. They received external financial support coming 
from Europe, America, Angola and South Africa, as well as 
from the religious cult. Through African solidarity, some 
participants benefited from support for the care of the 
hospitalized relative from family members abroad (e.g., “We 
have support through family members who are in Europe”; 
“Our support, ah! They only come from our religious 
brothers!”).

Discussion

In DRC, few studies have tried to document through a 
qualitative approach family perceptions and potential 
support provided by healthcare facilities to patients 
suffering from advanced illness. Such care is of great 
importance in the context of the epidemiological 
transition of chronic diseases in a low-income country 
(13,14). A more recent study from Kenya identified 
pal l iat ive care and hospice services  as  important 
components in the management of chronic illness (15). 
Notes and observations collected in focus groups allowed 

investigators to elucidate different elements that were 
divided into three groups. 

Perceptions by families on organizational problems in the 
care of patients

A preoccupation reflected by participants in the study 
was the lack of communication between caregivers and 
patients, which mainly involves doctors who do not 
clearly communicate information on the stage of the 
disease. Such results corroborate the observations of  
Glogowska (16) regarding the conversation on advanced 
illness of patients. In palliative care, communication is an 
efficient therapeutic resource (17-19). It must account for 
differences in perceptions (1,20). It is essential that adequate 
means (dialogue between partners, meetings gathering 
caregivers and family) and the right moment (after the 
clinical round, the care or the meals) are identified (21,22). 
Several families do not accept the fact that death is a part of 
every human’s reality. Indeed, ideas and thoughts of death 
are interpreted differently across various cultures, and the 
absence of knowledge of the disease trajectory and what to 
expect down the road with their physician (23).

When talking with illiterate families, some doctors 
prefer speaking French, which negatively influences 
the care of the patient and confirms the observations of 
Yeo (24). Language barriers are associated with a poor 
comprehension of the doctor’s message (24). We need not 
only more communication, but especially novel sensitive 
cultural means of the communication (25).

As observed in several African countries (26), lack of 
psychological support was underlined by many participants. 
This is strongly correlated with the quality of life (27). 
Regardless of the residency area, participants mentioned 
the scarcity and expensive cost of painkillers, which 
confirms information compiled in the narrative report 
on DRC pharmaceutical profile (28). In Africa, families 
have poor financial resources, which are not sufficient to 
support health expenditures associated with the care of a 
patient suffering from an advanced illness, generating late 
admission to the hospital (29). Patients feel guilty for having 
used all of the family’s resources (30). 

Family situations and potential support provided by 
healthcare facilities 

Economic resiliency appears to have motivated belief in 
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religious healing among participants, which corroborates 
previous African studies (31). Instability seems to create 
obstacles to the implementation of palliative care (21).

As reported in Tanzania, access to hospitals is difficult for 
families as means of transportation are scarce and the road 
network is of a poor quality (32).

It is well known that, in numerous low-income countries, 
families search for alternative solutions to fight and reduce 
the pain of a patient undergoing a chronic treatment. Other 
studies have shown similar results in cases of advanced 
illness, for which the decision-making process is dynamic 
and complex (33). This may include quality of life and other 
subjective aspects (34,35).

Any suffering end-of-life patient wishes to die peacefully 
and to be taken care of at home, without feeling dependent 
upon others; she/he will then privilege home-based care (36). 
Nevertheless, strong religious beliefs relieve the pain and 
give hope for the future (37).

Our study also highlighted that relatives taking care 
of a patient were receiving support from the wider family 
and from members of the religious community. These 
observations are linked to the socioeconomic context 
of DRC. As shown in previous demographic surveys 
performed in DRC (38) and in Powell’s study (39), virtually 
all participants displayed a religious affiliation, which 
is linked to an inherent feeling of mutual assistance. In 
addition, the report on national health counts showed that 
the DRC budget allocated to health was very low in 2011 
(4.45%) (8). Households remained the main financial source 
of the DRC health system (i.e., 40% in 2010) (8). 

Illnesses affecting patients and characteristics of families 

Symptoms and s igns  of  complicat ions  re lated to 
cardiovascular diseases, diabetes, cancer and acquired 
immune deficiency syndrome (AIDS) were the most 
commonly referred to in the present study. Such results 
confirm the observations of previous studies carried out 
in Sub-Saharan Africa (4,40-42). The epidemiological 
transition may partly explain such trend. Most participants 
were women (79%), which is in accordance with African 
tradition. Within African families, women rarely have jobs. 
They are often stay-at-home mothers while men work to 
meet daily financial and material needs of household. In 
our context, about one participant out of two was married 
at the time of the study. Such findings are similar to the 
observations of the second DRC demographic and health 

survey (EDS-RDC II 2013-2014), where almost one of 
two women and men were married (38). This observation 
reflects the cultural importance of marriage in this 
country. 

Almost 50% of participants lived in a rural municipality, 
in line with previous data reported in Kinshasa and 
highlighting that rural  municipal it ies  were more  
populated (43). Rural exodus due to armed conflicts and the 
consequent lack of work in affected provinces could justify 
such a situation. 

Limitations of the study 

The main limitation of the study is that it only focused on 
families whose relative was hospitalized, which prevents the 
possibility of extrapolation to all families whether at home 
or in the hospital setting.

Conclusions

In the present study, through personal interviews, 
families revealed elements that may negatively influence 
the care of a patient suffering from an advanced illness. 
These elements include, among others: scarcity of and 
inaccessibility to painkillers, economic resiliency, poor 
quality of care, lack of psychological support, the quest 
for an alternative solution and poor communication 
between caregivers and patients. In addition, the study 
highlighted that relatives who take care of a patient often 
received financial support from the wider family and from 
members of the religious community. These observations, 
particular to Kinshasa families, must be considered in the 
sociocultural Congolese context for the policies of care to 
persons suffering from advanced illness. The inclusion of 
families who care for a patient in the home setting and in 
other social contexts would contribute significantly to the 
widening of results.
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