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Abstract  Noncommunicable diseases (NCDs) remain insufficiently integrated into surveillance and response
functions in the areas covered by the Butembo provincial health division branch, North Kivu, RDC.
This study aimed to explore stakeholders' perceptions, expectations, and suggestions for
improvement. A descriptive qualitative study with an exploratory focus was conducted among 25
stakeholders selected through purposive sampling. Data were collected through semi-structured
individual interviews and subjected to manual inductive and deductive thematic analysis.
Participants’ accounts converged on recognizing the growing burden of NCDs while lamenting the
limited consideration given to these diseases in health priorities. Surveillance was limited to the
reporting of incomplete indicators that were rarely used locally. According to participants, out-of-
pocket payments, poverty, insecurity, supply shortages, limited diagnostic capabilities, and
inadequate longitudinal patient follow-up undermined clinical response. The lack of referral
pathways, dedicated resources, supervision, and structured community involvement exacerbated
these difficulties. Participants recommended increased commitment from the health system toward
NCDs, a more inclusive information system, and the effective integration of referral, longitudinal

follow-up, and community participation into primary health care.
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Introduction

Noncommunicable diseases (NCDs) are on
the rise worldwide in terms of mortality and
morbidity and are believed to be responsible for
premature deaths, most of which occur in low-
and middle-income countries [1] in the context
of demographic transition, the burden of these
diseases may continue to weigh heavily on the
countries in fragile contexts [2, 3]. The leading
causes of these diseases are primarily
cardiovascular  diseases, various cancers,
diabetes, and chronic respiratory diseases
associated with four risk factors: tobacco use, a
sedentary lifestyle or physical inactivity,
harmful use of alcohol, and an unhealthy diet
[4-6].

In the WHO African Region, health systems
are under severe strain due to the coexistence of
health emergencies and NCDs [7, 8], which
complicates the supply chain for essential
medicines and modern treatment technologies.
The shortage of adequately trained human
resources and systems to ensure continuity of
care for chronic conditions further illustrates
the fragility of health systems in addressing the
challenges associated with NCDs [9, 10].

In the Democratic Republic of the Congo
(DRC), data—though still incomplete—reveal
an alarming increase in the contribution of
NCDs to mortality among the Congolese
population [11]. However, the lack of reliable
data limits the understanding of the scale of the
crisis and, consequently, the ability to
implement urgent and appropriate response
measures; this is particularly true for North
Kivu Province, which has never undergone a
WHO STEPwise-type population-based survey
to assess the extent of the problem [12].

In the field of NCDs, surveillance goes
beyond the compilation or periodic reporting of
data to instead incorporate information on risk
factors, morbidity, health system capacity, the
social determinants of health, and the quality of
health care services [13-15]. Promoting
surveillance at all levels of the health care
pyramid would contribute to early detection
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with a view to an appropriate response to public
health events [16]; hence the need to establish
integrated indicator systems capable of
simultaneously measuring the dimensions of
structure, response, and outcome as suggested
by Zhang et al. [17].

In the 17 health districts of Butembo
provincial health division branch, a previous
quantitative study found that certain reporting
indicators, namely, completeness, timeliness,
feedback, and quality of data entry were more
relevant than other surveillance indicators,
including the monitoring of risk factors. The
survey also highlighted major shortcomings in
the area of response to NCDs [18].
Nevertheless, it could not determine, in
particular, how decision-makers perceive and
interpret seemingly favorable indicators when
the scope of surveillance remains limited, why
NCDs are less prominent in the concerns of
certain coordination bodies, or how providers,
patients, and community actors cope with
supply shortages and gaps in follow-up.

International experience in humanitarian
settings shows that organizational, relational,
and informational mechanisms shape the
continuity of chronic care in ways availability
indicators do not fully capture, as demonstrated
by Akik et al. [19]. A qualitative approach is
therefore necessary to understand the meanings
attributed to shortcomings, the constraints
encountered, perceived responsibilities, and
acceptable solutions. To our mind, these
dimensions have not yet been studied
collectively among leadership teams, data
managers, providers, community liaisons,
patients, and partners in the health districts of
the Butembo Provincial Health Division
Branch.

This study aimed to explore stakeholders’
perceptions and experiences of NCD
surveillance and response, analyze their
expectations, and identify areas for
improvement relevant to the local context.
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Materials and Methods
Study Design and Approach

To understand the stakeholders’ perceptions,
expectations, and proposals regarding NCD
surveillance and response, a descriptive
qualitative study with an exploratory focus was
conducted; this allowed a deep examination of
the participants’ experiences, practices,
organizational constraints, and the meanings
they attribute to the functioning of the
established system. Interpretive analysis was
used to understand surveillance and response to
NCDs based on the stakeholders’ experiences,
in accordance with the recommendations of
Braun and Clarke [20].

Study Setting

The North Kivu Butembo provincial health
division Branch in the DRC serves as the setting
for this study. This provincial health division
covers 17 health districts, which, within the
Congolese health system, represent the
operational levels of and planning,
coordination, and supervision of as well as
health facilities, health information
management organization of the response to
priority health issues, while the health facilities
located within these health districts serve as the
structures for NCD surveillance and response
through the services provided by the various
actors in the health system.

Selection of Participants

The participants in this study were primarily
stakeholders directly or indirectly involved in
the surveillance, coordination, prevention,
diagnosis, management, or community-based
follow-up of NCDs, as well as recipients of
these services. Participants were selected
through a reasoned selection process based on
their experience, their role in NCD surveillance
and response, and their ability to provide
relevant information on the subject [21]. The
group comprised 25 individuals, including 5
supervising nurses, 3 data managers (DM),
2 district  management officers (MDO),
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2 clinicians, 2 head nurses (HN), 2 Community
Health Workers (CHWSs), 2 community
facilitators  from the health districts,
2 representatives of chronically ill patients,
2 technical and financial partners,
2 nutritionist-dietitians, and 1 traditional healer.

The final number of interviews was
determined based on the principle of thematic
saturation, defined as the point at which new
data no longer contributed any new insights
relevant to the study’s objectives. The principle
of analytical sufficiency was also applied, to
obtain a sufficiently rich understanding of the
organizational and contextual mechanisms
under study [22-24]. Starting with the 18th
interview, an increasing redundancy of
information was observed; the following seven
interviews did not reveal any new major
themes.

Data Collection

Data were collected between June and July
2026 by the principal investigator through
individual semi-structured interviews lasting an
average of 50 minutes, conducted in French and
Kiswahili. An interview guide was developed
based on the study’s objectives and the main
conceptual dimensions of NCD surveillance
and response. The interviews were recorded
with the participants’ consent and then
transcribed in full by the principal investigator.
Throughout the interviews, field notes were
used to document certain nonverbal elements.
No refusals to participate were recorded, and no
interviews were excluded from the analysis.
The researcher’s familiarity with the local
context was an asset for data collection.
However, a reflective approach and
consideration of divergent viewpoints helped
minimize the researcher’s influence on
interpreting the results.

The following dimensions were explored
through the interviews:

1. Perceptions of the importance and
prioritization of NCDs;
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2. The organization of surveillance at the
health district and health facility levels;

3. Surveillance of risk factors, morbidity,
complications, and mortality;

4. The availability and use of data collection
and reporting tools;

5. The analysis and local use of data;

6. The availability of human resources,
equipment, medications, and diagnostic
tools;

7. The organization of prevention, screening,
care, and follow-up for patients;

8. Referral and counter-referral mechanisms;

9. Coordination, supervision, and community
participation;

10. Participants’  expectations and their
suggestions for improvement.

Data Analysis

The interviews were transcribed and then
subjected to thematic analysis. Coding was
guided by emerging themes from the field,
using both deductive and inductive approaches.
Units of meaning were identified, grouped into
codes, and then organized into themes and
subthemes corresponding to the main
dimensions of NCD surveillance and response.
The thematic analysis was particularly relevant
since the aim was to study experiences,
perceptions, and the institutional mechanisms
put in place [21, 25, 26]. Data analysis was
conducted manually and began concurrently
with data collection to allow for a progressive
deepening of insufficiently explored issues
[27]. It followed six interdependent steps based
on a practical approach presented by Naeem et
al. and Saunders et al. [28, 29].

1. Familiarization with the data through
repeated reading of the transcripts.

2. Generating initial codes from relevant
segments.

3. Grouping related codes into provisional
categories and themes.

4. Examining the themes in light of the coded
excerpts and the entire corpus.
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5. Defining, delimiting, and naming the
themes.

6. Writing an analytical report linking the
themes, interpretations, and illustrative
verbatim quotes.

To illustrate the results, the most
representative verbatim quotes from certain
participants were chosen based on their ability
to shed light on the topic at hand. However, the
study also considered divergent or minority
viewpoints to avoid reducing the results to a
single, uniform position. Participants were
asked to verify the accuracy of their statements
and ensure their interpretations aligned with the
corresponding subtheme. Targeted validation
with certain participants (member checking)
allowed verification of the accuracy of the
transcription of their comments and the
consistency of the interpretations with the
corresponding subthemes. This process led to
the correction of certain transcription
inaccuracies and, where necessary, to the
refinement of the interpretation of the collected
comments [30].

Ethical Considerations

Ethical approval was sought and obtained in
advance from the Ethics Committee of Lukanga
Adventist University (CER/UNILUK/CER-
FRIDI-UNILUK/2026/0028). The study also
received written authorization from the Head of
the North Kivu Butembo Provincial Health
Division (No. 251/178/DPS-NK/BN/2026).
Participation in the study was voluntary and
informed. Participants signed a consent form
describing the research objectives,
confidentiality and anonymity guarantees, and
the option to refuse to answer certain questions
before data collection.

Results

A total of 25 stakeholders from various
professional, institutional, and community
backgrounds participated in the study, enabling
the collection of diverse perspectives on the
surveillance and response to NCDs.
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Stakeholders’ Perceptions of Prioritizing
NCDs

The majority of participants acknowledged
that NCDs are a priority given the high
incidence of cases and deaths linked in
particular to diabetes, strokes, asthma,
hypertension, cancers, and many other
conditions, both in healthcare facilities and in
the community. While acknowledging the scale
and consequences of NCDs, the majority of
participants are aware that these diseases do not
receive as much attention from the health
system as communicable diseases, some of
which are relatively mild. A supervising nurse
stated: “All it takes is for a single case of Mpox
to be reported in the area, and you’ll see a
major mobilization in terms of cascade training
for a disease with a very low case-fatality rate;
yet noncommunicable diseases that claim more
lives do not receive as much attention” (NS-01).

It also became apparent that not all NCDs
receive the same level of attention. Diabetes
and hypertension are the two NCDs that are
monitored relatively more closely than others.
Another key informant stated: “In analysis
meetings, only diabetes, high blood pressure,
and strokes seem to capture the attention of the
district management team (NS-02). The limited
involvement of technical and financial partners
specifically committed to working alongside
the health districts to support NCD surveillance
and response was cited as one of the challenges
of the system in place, as highlighted by a
district officer: “Currently, when a program
lacks financial support, its results remain mixed
at the operational level... Similarly, at the
central and intermediate levels, progress in this
area is slow due to a lack of financial support...
Entire programs remain shelved due to a lack
of funding...” (DMO-01).

Regarding NCD coordinators at the DMO
level, the reality is that this role is not formally
defined at the district level. Activities related to
NCDs are considered “secondary activities” of
the supervising nurse in charge of curative care:
“In reality, the health district does not officially
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have an NCD coordinator: the supervising
nurse in charge of curative care handles it. It
goes without saying that, given their many
responsibilities, it is difficult for them to fully
assume this role” (NS-03).

From a technical standpoint, the majority of
participants cited the lack of support for local
stakeholders in a context where virtually all
capacity-building activities are primarily
focused on communicable diseases: “In any
case, training on surveillance and response to
NCDs is almost nonexistent. In the field,
community health workers do not receive
enough specific training on these diseases,
apart from a few rare training sessions—mainly
on community-based screening for diabetes and
high blood pressure” (IS-04).

At the community level, participants
highlighted the lack of training for stakeholders
on risk factors, case definitions, preventive
measures, screening, continuity of care, and
community-based follow-up for patients with
chronic diseases. Under the current NCD
management framework, the contribution of
Community Health Workers is limited. One
CHW stated: “...we only monitor the diseases
on the list we were given; we don’t monitor
these diseases [NCDs], perhaps because they
aren’t transmitted from person to person; yet
they continue to cause many deaths in the
community” (CHW-01).

Perceptions Regarding the Quality of
Surveillance

Participants  from  various categories
acknowledged that NCD surveillance in its
current format amounts to passive case
registration without any focus on monitoring
NCD risk factors. The reporting templates
currently in use do not allow for in-depth data
collection on NCDs. This could affect the
quality of the data produced and its analysis at
the operational level: “One need only analyze
the data presented in our annual activity
reports to see that NCDs are not sufficiently
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documented, unlike communicable diseases or
perinatal issues” (NS-01).

Added to this is the challenge posed by the
reliance of a segment of the population on
traditional medicine and even certain non-
integrated modern health facilities that operate
in isolation from the established surveillance
system: “In any case, we do not have control
over information regarding NCDs in
traditional-modern health facilities and those
operating illegally without being integrated
into the reporting system” (DM-01).

Regarding the paradox of both high
timeliness and high completeness observed in
the analysis of data extracted from DHIS2,
participants believe that these data should be
viewed with caution: “These DHIS2 reporting
indicators are merely apparent performance,
as they only reflect that the partially collected
information on NCDs was reported promptly
and from a sufficient number of health facilities,
while obscuring the reality surrounding
important details about a phenomenon that is
insufficiently monitored...” (NS-04).

Perception of the Clinical Response

Several participants acknowledged that the
clinical response in the North Kivu Butembo
provincial health division faces the challenge of
a health system based on household income in
a context of poverty and insecurity.
Furthermore, the inadequate supply of quality
medications, reduced d access to care in certain
areas—especially rural ones—healthcare staff
not supported by the government, limited
diagnostic resources, untrained and
unsupervised community health workers,
demanding nutritional care, and a lack of
supporting partners... are among the challenges
raised by providers. A member of the district
management team states: “Frankly, managing
NCDs is beyond our capabilities given the
many challenges involved; the Ebola
experience [2018-2020] has shown us that as
long as an initiative isn’t financially supported
by partners, nothing can work. Current
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performance is clearly good in the health
districts supported by partners” (DMO-02).
The clinical response is thus compromised;
one patient stated: “We face the challenge of
long-term treatment, periodic follow-up exams,
and a very demanding diet; sometimes we are
forced not to report health concerns because we
don’t want to be a burden to our children, from
whom we must receive everything” (PAT-01).

Perceptions of Coordination and

Supervision

Given the lack or limited nature of budget
lines dedicated to NCDs, these conditions are
rarely the focus of specific discussions at the
DMO level, unlike communicable diseases,
vaccination activities, maternal and child health
issues, nutrition, and other activities directly
supported by partners. A nutritionist-dietitian
noted: “The district management team is
overwhelmed by vertical programs: the
Expanded Program on  Immunization,
integrated management of childhood illnesses,
etc. If there is no focal point, no budget for
NCDs, no coordination, no specific meetings,
no standardized case reporting... ” (ND-02).

Perceptions of Referral and Long-Term
Follow-Up of Patients

A recurring observation in the interviews is
that, even though referrals and counter-referrals
are handled satisfactorily between health
facilities, it is the long-term follow-up of these
patients that poses a problem. Chronic patients,
who are not well organized into associations,
manage on their own to meet their care needs,
and healthcare providers do not have enough
time for this follow-up. A head nurse stated:
“We don’t have enough time to provide home
follow-up for patients we 've lost track of. They
may move from one facility to another, but there
isn’t always someone to support them in their
follow-up...that’s why they re left to their own
devices” (HD-01).
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Expectations and Areas for
Improvement

Participants’ expectations were expressed in
several ways. First, the allocation of sufficient
resources dedicated to NCDs, and the effective
involvement of health authorities and
community  stakeholders. Regarding the
involvement of health authorities, one IS stated:
“Surveillance doesn’t always work well due to
a lack of clear instructions from higher-ups...
all it takes is a simple letter from the provincial
health division instructing local stakeholders to
report specific information, and everything will
automatically run smoothly” (SN-01).

Participants proposed several other areas for
improvement, including:

1. Appoint an NCD coordinator in each health
district and allocate a budget to them.

2. Create standardized reference and cross-
reference sheets for NCDs.

3. Train health care providers at all levels on
NCD surveillance and response.

4. Use community health workers for active
case finding.

5. Expand and integrate NCD-related
indicators into the health information
system.

6. Ensure a continuous supply of essential
medicines.

7. Promote associations for people with
chronic diseases.

8. Organize regular integrated supervision
sessions that include NCDs.

Discussion

This study highlighted a discrepancy
between participants’ recognition of the
growing burden of NCDs in terms of morbidity
and mortality and the limited extent to which
this is reflected in the operational priorities of
health districts. Participants described a health
system more concerned with communicable
diseases, perinatal issues, humanitarian crises,
and other programs receiving clearly identified
external funding and support, to the detriment
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of NCDs, which currently do not appear to
constitute an epidemiological priority. The
absence of a formal NCD focal point, a
structured community- a -based approach,
specific budget, dedicated NCD meetings, and
ongoing capacity-building for stakeholders
clearly illustrates this lack of
institutionalization.

This finding is consistent with analyses
conducted in the WHO African Region, where
programmatic progress on the ground remains
uneven and where the level of preparedness of
primary health care facilities remains generally
insufficient for NCDs in a context where
humanitarian crises are the health system’s
primary concern [8, 10]. This finding had also
been highlighted by Kabir et al. [31], who, in a
systematic review , demonstrated an overall
low level of preparedness among countries in
fragile contexts to address NCDs; with only
diabetes and hypertension showing more or less
satisfactory levels of preparedness, whereas
these levels are significantly low for the other
major NCDs, namely cardiovascular diseases,
cancers, and chronic respiratory diseases.

A second major finding of the study
concerns the essentially non-comprehensive
nature of this surveillance. Although reporting
was notably prompt and complete, these figures
should be viewed as apparent administrative
achievements that do not guarantee the
comprehensiveness or validity of the data, nor
their use for action. This interpretation follows
the paradox highlighted in a study conducted at
the Butembo provincial health division Branch
[18]: reports are submitted on time yet
document only a fraction of relevant events,
whereas functional surveillance of NCDs
should integrate risk factors, morbidity,
complications, mortality, quality of care,
clinical outcomes, and the system’s capacity to
address NCDs; it should then translate this
information into local decisions[13-15]. A
Vietnamese study has indeed shown that data
collection is insufficient when the system lacks
the analytical and coordination capabilities,
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resources, and a culture of using data for
decision-making [32].

The study also cited the case of non-
integrated health facilities and the use of
traditional medicine as factors that may
increase the risk of underreporting of NCDs
despite apparent completeness and timeliness.
This situation is consistent with the findings of
a study conducted by the DRC’s Ministry of
Public Health, Hygiene, and Prevention [33], in
which an analysis of DHIS2 data revealed that
of nearly 16,010 health facilities surveyed, only
12,050 were recorded in the system.
Approximately 25% of health facilities,
primarily private facilities, were therefore not
reporting their data to the system. This finding
suggests a coverage bias and, consequently, a
likely underestimation of the problem’s scale,
given that satisfactory timeliness and
completeness can coexist with the exclusion of
a significant volume of data from non-
integrated facilities. A study conducted in
Lubumbashi by Mutombo et al. [34] showed
that 79.4% of respondents had previously
sought treatment through traditional African
medicine, either alone or in combination with
modern medicine. Although this result cannot
be directly applied to the context of Butembo, it
underscores the potential importance of health
data that may fall outside the formal reporting
system. Hence the need, according to the WHO
[35], to incorporate comparisons with other
sources into data analysis.

The third key finding of this study is the
difficulty in organizing an appropriate clinical
response. Participants linked the discontinuity
of care to the challenge of out-of-pocket
payments by households, poverty, insecurity,
drug shortages, limited diagnostic resources,
and a shortage of trained personnel. These
constraints are particularly severe for NCDs,
whose  management  requires  repeated
consultations, periodic examinations, and long-
term treatment. Under such circumstances,
patients are at risk of delayed care, interruption
of their treatment, or financial dependence on
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their families and friends. This lack of
preparedness in primary health care facilities
contributes to fragmented care pathways and
disruptions in continuity of care, against a
backdrop of poor coordination among
stakeholders [19, 31]. In such an environment,
there is an urgent need to accelerate the
integration of NCDs into emergency and
financial protection plans for affected
communities, in accordance with WHO
recommendations [36].

The lack of long-term patient follow-up,
despite the existence of a theoretically defined
referral system between facilities, demonstrates
that the one-time transfer of a patient does not,
in itself, guarantee continuity of care.
Continuity of care requires a documented
reverse referral, a registry to enable follow-up,
well-organized appointments, efforts to locate
patients who have been lost to follow-up, and a
functional link between health facilities,
communities, and families. This is where the
role of community health workers becomes
particularly important, especially in resource-
limited countries, provided they are sufficiently
trained, supervised, and integrated, as has been
documented in Uganda and Tanzania [37].
However, the community health workers
interviewed reported that they lacked both a
clear mandate and sufficient training to
effectively provide this type of care. This
finding is consistent with the study conducted
in Cape Town by Doresha et al. [38], who also
documented that community health workers
were not sufficiently prepared to provide high-
quality services in the area of NCDs; hence the
importance of strengthening their capacity to
ensure greater effectiveness.

Finally, participants proposed a range of
solutions, most of which focused on effectively
integrating NCDs into the normal functioning
of the health system. Designating a point
person, adopting more comprehensive
indicators, integrating supervision, ensuring
consistent medication availability,
standardizing  referral  procedures, and
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involving communities directly address the
challenges identified in the study. The
promotion of patient associations deserves
special attention because they are effective in
resource-limited African settings and have
enormous potential to strengthen mutual
support, therapeutic education, and continuity
of care without shifting the responsibility for
funding inadequate care onto patients [39, 40].

Conclusion

According to study participants, there is a
real disparity between the burden of NCDs and
their limited integration into the surveillance
and response system currently in place in the
health districts of Butembo provincial health
division Branch. Respondents believe that, at
this stage, surveillance is limited primarily to
reporting a small number of indicators that are
not very useful and are derived solely from
integrated health facilities. They also believe
that the response to NCDs is compromised by
the user-fee system, insecurity, and shortages of
supplies, low community participation, and the
fragility of continuity of care. The proposed
improvements focus on integrating NCDs into
health  district  priorities,  strengthening
stakeholder capacity, implementing ongoing
supervision, designating formal points of
contact, and expanding the information system.
They also include establishing functional
mechanisms for referral, counter-referral, and
community-based monitoring.

Recommendations

The Department of Public Health (DPS) and
the health districts should designate NCD focal
points and allocate budget lines specifically
dedicated to NCDs. The information system
should expand its indicators to include
complications, deaths, risk factors, and patient
follow-up; gradually integrate non-affiliated
private facilities; and regularly triangulate data
with other sources. Health facilities should have
protocols, diagnostic tools, essential medicines,
and documented mechanisms for referral,
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counter-referral, and tracing patients lost to
follow-up. Finally, providers and community
liaisons should be trained and supervised, while
patient associations should be supported and
guided by the health system.

Limitations

This study has certain limitations. Purposive
sampling and the small sample size do not allow
statistical generalization, but they align with the
study’s exploratory aim and enabled the
collection of diverse professional and
community perspectives. Self-reported data
may be influenced by memory bias or social
desirability; however, the inclusion of
divergent viewpoints and the use of verbatim
quotes strengthened the credibility of the
analysis. Finally, despite the absence of
systematic triangulation with official records
and the fact that the principal investigator
conducted the analysis, repeated transcript
readings, progressive analysis until saturation,
and cross-checking of testimonies helped
minimize the risk of subjective interpretation.
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