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Abstract

Background: Tuberculosis (TB) care cascade analyses show large gaps at early stages, including care-seeking and
diagnostic evaluation, where promising interventions to decrease attrition are urgently needed. Person-centered care
is prioritized in the World Health Organization’s End TB strategy; yet little is known about how it is delivered and can
be optimized. Recommendations for counselling, a core component of person-centered care, are largely limited to its
role in improving TB treatment adherence. The role of counselling to close key diagnostic gaps in the care cascade is
poorly understood.

Methods: We conducted a scoping review to identify evidence on the use of counselling at TB diagnosis, for both
people with presumptive TB and index patients to promote patient retention and contact tracing. Using search terms
for TB, diagnosis and counselling, we systematically searched PubMed, EMBASE and Web of Science. Two independ-
ent reviewers screened all abstracts, full-texts, extracted data and conducted a quality assessment. We used thematic
analysis to identify key themes.

Results: After screening 1785 articles, we extracted data from 15 studies and determined that the major themes best
corresponded to the following gaps in the TB care cascade: care-seeking, pre-diagnosis, and pre-treatment. Studies
were conducted across varied settings including pharmacies, primary health centres, and clinics, primarily in high TB
incidence countries. No study directly evaluated the impact of counselling on outcomes such as treatment initiation
or retention in care. Included studies suggested counselling may play an important role in improving the uptake of
diagnostic testing and contact tracing. Barriers to counselling included time and personnel requirements. Stakeholder
consultation emphasized the importance of high-quality counselling as a core tenet of TB care.

Conclusion: Data on the impact of counselling to improve TB case detection are absent from the literature. The shift
towards person-centred care for TB presents an opportunity to incorporate counselling during earlier stages of the TB
care cascade; however, evidence-based approaches are needed. Implementation research is needed to operationalize
and evaluate counselling to strengthen high-quality TB care delivery.
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*Correspondence: mathavi@bidmc harvard.edu Tuberculosis (TB) remains remains a major cause of
? Division of Infectious Diseases, Beth Israel Deaconess Medical Center/ death due to an infectious disease worldwide [1]. In

Harvard Medical School, Boston, MA, USA
Full list of author information is available at the end of the article

©The Author(s) 2022. Open Access This article is licensed under a Creative Commons Attribution 4.0 International License, which
permits use, sharing, adaptation, distribution and reproduction in any medium or format, as long as you give appropriate credit to the
original author(s) and the source, provide a link to the Creative Commons licence, and indicate if changes were made. The images or

other third party material in this article are included in the article’s Creative Commons licence, unless indicated otherwise in a credit line
to the material. If material is not included in the article’s Creative Commons licence and your intended use is not permitted by statutory
regulation or exceeds the permitted use, you will need to obtain permission directly from the copyright holder. To view a copy of this
licence, visit http://creativecommons.org/licenses/by/4.0/. The Creative Commons Public Domain Dedication waiver (http://creativeco
mmons.org/publicdomain/zero/1.0/) applies to the data made available in this article, unless otherwise stated in a credit line to the data.

2020, an estimated 10 million people became sick with


http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://creativecommons.org/publicdomain/zero/1.0/
http://crossmark.crossref.org/dialog/?doi=10.1186/s12889-022-12556-8&domain=pdf

Foster et al. BMC Public Health (2022) 22:190

TB, of whom only 6 million were notified to national TB
programs, demonstrating an increase in the TB diag-
nostic gap as a result of the COVID-19 pandemic [1].
Patients being evaluated for TB are required to navigate
long, often circuitous [2], pathways of care which, when
compounded with low quality user experience, leads to
substantial disengagement from TB care services [3]. A
re-design of TB care service delivery is critical to curbing
transmission in high burden regions; expanding coverage
and utilization alone is insufficient [4, 5].

Cascade of care analyses based on national program
data from high burden countries show that TB care deliv-
ery is greatly impeded by three ‘gaps’ [6, 7]; (1) the care
seeking gap — the period during which patients or their
contacts may be infectious but have not been evaluated;
(2) the pre-diagnostic gap — whereby patients have been
tested but not yet diagnosed; and (3) the pre-treatment
gap — patients have received a positive TB diagnosis but
have not been registered for treatment. In addition to
efforts to strengthen active case finding to diagnose index
patients with TB, contact tracing is a high yield strategy
for identifying additional people with TB [8]. There is
an urgent need to identify promising interventions that
decrease patient attrition during early stages of the cas-
cade [9].

The WHO’s End TB strategy for 2015-2035 places
patient-centred care at the forefront [10]. Patient-cen-
tred care emphasizes that support programs must be
‘responsive to patients’ educational, emotional and mate-
rial needs’ [10] but the precise definition of services that
constitute people-centred care remains ambiguous [11].
To enable the provision of high quality care more broadly
at the health systems level, proper counselling and health
education has been described as an essential element of
evidence-based care [12]. While the WHO strongly rec-
ommends counselling as a component of comprehensive
patient-centred TB care, this is only discussed in the con-
text of improving treatment adherence rather than at ear-
lier stages in the care cascade [13].

Currently, little is known about the impact of counsel-
ling offered to people being evaluated for TB to improve
diagnostic yield or to people diagnosed with TB to
improve retention in care and facilitate contact investi-
gation. This precludes the formulation of precise ques-
tions on the effectiveness of such interventions that could
be assessed in a systematic review. There has also been
limited engagement with key stakeholders, particularly
from affected communities, to understand their per-
spectives on how the user experience of TB care services
can be improved. The purpose of our scoping literature
review and stakeholder consultation was to examine
existing data on counselling services offered to people
being evaluated for TB at the point of diagnosis or people
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diagnosed with TB to facilitate contact tracing, and iden-
tify practice and research gaps.

Methods

This scoping review follows the Arksey and O’Malley
framework [14] and the Joanna Briggs Institute 2015
recommendations [15]. The study involved five phases:
(1) identification of the research questions; (2) determi-
nation of relevant studies; (3) study selection; (4) data
charting, quality assessment, and stakeholder consulta-
tions; and (5) collation and summary of findings. We fol-
lowed the preferred reporting items for systematic and
meta-analyses extension for scoping reviews (PRISMA-
ScR) checklist (see Additional file 1) to report our study
findings.

Phase 1: refining of study scope and research questions
Our overall research question sought to understand how
counselling is delivered to patients being evaluated for
TB (irrespective of presentation with or without symp-
toms) and patients who are diagnosed with any form of
TB, and whether counselling increases the uptake and
yield of diagnosis and contact tracing compared to care
delivery approaches that do not include counselling. We
obtained input from stakeholders with lived experiences
of TB as well as clinician researchers to formulate this
question and to assist with identifying relevant research
and operational examples.

Phase 2: determination of relevant studies

As recommended by Arksey and O’Malley [14] a two-
step search strategy was used. An initial search of Pub-
Med was undertaken followed by an analysis of the text
words contained in the title and abstract of relevant arti-
cles, and of the index MESH terms used to describe the
articles. Based on the initial search, we refined our search
terms for TB, diagnosis, contact tracing and counselling
using identified keywords and index terms (Additional
file 2) and undertook a revised search across the fol-
lowing databases (PubMed, EMBASE, Web of Science).
All searches were conducted by a medical librarian and
results imported into Covidence [16].

Phase 3: study selection

This scoping review considered all studies that included
counselling offered to people being evaluated for or diag-
nosed with any form of TB (including drug resistant TB),
or contacts of index patients diagnosed with TB. Stud-
ies published in English were considered for inclusion in
this review and no restriction was placed on publication
year. Studies were not restricted based on any contextual
settings including geographic location, country income
status or TB incidence rate. We included studies that
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assessed interventions that included counselling along-
side other support services, and studies that assessed
counselling alone. We did not restrict by study type and
included any relevant quantitative, qualitative or mixed
methods studies, and reviews (systematic or other).

Articles were screened for relevance based on the title
and abstract. This was followed by a full-text review of
articles identified from initial screening. At each stage
of the screening process, two independent reviewers
screened and extracted data (IF and AS). Disagreements
were resolved through discussion with a third reviewer
(RRN).

Phase 4: data charting, quality appraisal and stakeholder
consultation

Data was extracted from the included papers using a
pre-piloted charting table (Additional file 3). The chart-
ing table incorporated data on study authors and year of
publication, country, health system context, study design,
target population, sample size, analysis methods, primary
study findings, impact of counselling, details about how
and when counselling was delivered and if this was spe-
cifically an intervention that was studied. Two reviewers
(IF and AS) extracted data independently. Any disagree-
ments that arose between the reviewers were resolved
through discussion with a third reviewer (RRN).

The quality rating of all studies included was graded
by two reviewers (IF and AS) using a modified ver-
sion of the 2018 mixed-method quality appraisal tool
(MMAT) [17]. Upon answering screening questions for
each study design (qualitative, quantitative, and non-
randomized control), a total percentage was calculated.
Studies which scored less than 50% were of low qual-
ity, between 51 and 70% average quality and above 70%
high quality.

To build on and contextualise our findings, we under-
took a stakeholder consultation with TB survivors, advo-
cates and clinician researchers. Using a focus group
format (conducted in English which was spoken by all
stakeholders) to facilitate knowledge transfer and group
discussion, we shared preliminary findings of the review
and asked them to discuss issues related to counselling
based on their expertise and experiences and to iden-
tify emerging priorities for research on counselling at
the point of TB diagnosis and contact tracing as part of
efforts to advance person-centered TB care. IF and RRN
took field notes during the focus groups, listened to the
audio recordings of the focus group and undertook inde-
pendent coding in Word to categorize data from the
focus groups inductively into themes. Themes were then
compared to develop a coding scheme which was applied
to the transcripts [14, 18, 19].

Phase 5: collation and summary of findings

We explored the role of counselling at different diag-
nostic stages of the TB care cascade which patients may
initiate through one of two pathways: patient-initiated
and provider-initiated (Fig. 1). Three reviewers (IF, AS
and RRN) used the principles of thematic analysis [14,
20], to identify common themes that emerged. Results
were organized by thematic categories. Findings related
to the implementation and impact (measured or
hypothesized) of counselling are presented narratively.

Results

The database search identified 1821 articles, of which
36 were duplicates. Of the remaining 1785 articles, 1674
were excluded. Of the 111 full texts assessed for eligibil-
ity, 96 were excluded, primarily due to not containing
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data on counselling, TB diagnosis or contact tracing.
Overall, 15 studies were included (Fig. 2).

Characteristics of the included studies

The characteristics of included studies and findings
related to counselling are in Table 1. Studies took
place in a variety of health contexts, including com-
munity pharmacies, ward-based outreach teams, TB
centres, chest clinics, households, tertiary care cen-
tres primary health centres, and out-patient clin-
ics. Most studies (87%, 13/15) were in countries with

a high incidence of TB [1]. Most studies reported data
on interventions that included counselling at the time
of diagnostic evaluation for active TB (87%, 13/15),
aside from two studies reporting data on counselling
at the time of diagnostic evaluation for latent TB. The
majority of studies (n =13) focused on drug-sensitive
TB (DS-TB), aside from two studies that focused on
people with drug-resistant TB (DR-TB). Counsel-
ling was used to improve a variety of outcomes such
as completion of diagnostic testing and improving
yield of sputum collection (Table 1). All studies were
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« Improved TB knowledge and reduced stigma
i.e. patients recognize symptoms may be due to
TB and are willing to seek care [22]

H Lt
' =55 « Health workers more likely to refer patients for
i ooo evaluation [21]
ooo i
1 « TB disclosure to contacts [28]

» Screening of contacts [23, 28, 24]

K « Referral outcomes [21] /

COUNSELLING TO PROMOTE \
@ @ INCREASED DIAGNOSTIC YIELD E
E « Higher quality sputum collection [26] i
« Increased return rate for interpretation of results [27] i
« Increased rates of return after symptom onset [29] E
) ’
\ '
Gap Ll step2: Step 3: :
Step 1: C ep Z: Gap 2: Pre- ep 3: Gap 3: Pre- Step 4:
.. are . . H : 7
Individuals " Access diagnostic Diagnosed treatment Registered in
with TB seeking to TB gap with TB gap treatment
gap q
i/ COUNSELLING TO PROMOTE \
K COUNSELLING TO PROMOTE \ ! PATIENT RETENTION
MORE TIMELY DIAGNOSIS : =

Fig. 3 A high proportion of patients disengage from care during three key gaps that occur before initiating treatment [6, 7]. The boxes demonstrate
specific examples for which counselling has the potential to decrease each of these gaps by increasing timely diagnosis, improving community and
individual knowledge, increasing diagnostic yield and improving patient retention in care

g@ » Decreased loss to follow up [33]

« More timely treatment initiation [34]
« Increased awareness that TB is preventable and
curable [28]

« Psychosocial support prior to treatment initiation
to decrease stigma and psychologic toll [28, 32,
33]

« Improved patient knowledge on reducing
transmission before treatment [24, 30, 31].

published between 1999 and 2020, with the majority
(73%, 11/15) published between 2015 and 2020. Most
studies used cross-sectional research designs (80%,
12/15); one used a case-study design and two used
operational research designs to assess the program
implementation. No study used a comparator group to
test the validity of findings.

Quality assessment

All included articles underwent methodological qual-
ity appraisal using MMAT [17]. The majority (73%)
scored 60% or below (range 20-100%), indicating low
quality, often due to unaccounted confounders in non-
randomized studies, high risk of non-response bias in
quantitative studies, and interpretation of results not
sufficiently substantiated by data in qualitative stud-
ies. Due to the limited data available, no studies were
excluded based on quality.

Primary review findings

We considered the role of counselling provided to peo-
ple being evaluated for or diagnosed with any form of TB,
including index patients and contacts. No studies directly
evaluated the impact of counselling on TB care cascade
outcomes. Based on thematic analysis, we determined
that the major themes of the scoping review best corre-
sponded to each gap of the diagnostic care cascade: care-
seeking, pre-diagnosis, pre-treatment (see Fig. 3). We
identified barriers to counselling across different cascade
stages for these respective pathways.

Care-seeking gap

Patient initiated pathway: referral of symptomatic
patients for TB evaluation When community pharma-
cists were trained in symptomatic screening and counsel-
ling to promote referral to general practice clinics for TB
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evaluation in rural Pakistan, 1901 patients who received
a referral from one of these trained community pharma-
cists visited GP clinics (referral uptake =63%, n =3025).
Of the referred, 547 were diagnosed with TB, resulting in
a positive referral outcome of 18% [21].

Provider initiated pathway: screening of high-risk
groups High risk groups present an important tar-
get population for screening interventions. A study
in Indonesia in which patients with diabetes present-
ing to public health centres who received counselling
from HCPs about pulmonary TB screening with chest
x-rays reported that support provided by HCPs, in the
form of information provided through counselling, was
associated with increased participation in pulmonary
TB screening [adjusted prevalence ratio=1.35, 95% CI
(1.06-1.70)] [22]. However, patient knowledge and atti-
tudes related to TB-DM comorbidity (84 and 61% respec-
tively, » =365) were poor, demonstrating a gap in the
delivery of quality counselling that can improve knowl-
edge and facilitate decision-making.

Provider initiated pathway: contact investigation Coun-
selling at the point of index patient diagnosis can facili-
tate the screening of pediatric contacts who may have
been exposed to infection. In a cohort of 80 patients with
smear positive pulmonary TB in India, index patients
who reported not receiving counselling were less likely to
have their children screened for TB (P =0.001, adjusted
OR [aOR] 19.7) [23]. Another study found that disclosure
is sometimes avoided to mitigate stress, whereby nearly
40% of patients (n =170) did not reveal their disease sta-
tus to friends and family for fear of stigma [26].

Pre-diagnostic gap
Counselling may facilitate completion of TB diagnostic
evaluation. In a nested cross-sectional cohort study in
Kenya, after receiving counselling from a research nurse,
95% of participants completed diagnosis, measured by
provision of 3 sputum samples. The validity of the results
are difficult to determine given that there was no control
group [27]. A qualitative study in Ghana reported that
HCPs thought that counselling could ensure that patients
were more likely to produce quality sputum and thus help
to obtain reliable results in a shorter time [28].
Counselling may facilitate the yield of TB diagnostic
evaluation. Counselling of patient groups with TB risk
factors presenting to an emergency department in the
United States was associated with a relatively high pro-
portion of patients (54%, n =203) who returned to have
their tuberculin skin test readings. Counselling was
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however noted to be the most time consuming aspect of
the programme [29].

Drug-resistant TB  South African patients with DR-TB
in a qualitative study reported feeling physically sick (but
not knowing the underlying cause of their symptoms)
and visiting at least two healthcare facilities prior to their
DR-TB diagnosis [25].

Provider initiated pathway: contact investigation An
analysis of a TB outbreak in the United Kingdom
reported high rates of return for evaluation by contacts
who had received counselling at the time of their initial
screening and re-presented when they later developed
symptoms consistent with TB. The authors suggest that
educational counselling using empowering rather than
coercive language helped contacts to engage or reengage
with the health system [24].

Pre-treatment gap

Several studies suggested that effective counselling dur-
ing diagnostic evaluation could educate patients with
presumptive or confirmed TB about TB transmission to
decrease community spread [26, 33, 34]. In one study,
participants with TB in Pakistan were found to have pro-
foundly poor knowledge about TB transmission, whereby
57% (n =96) of participants considered separating dishes
as the most commonly used method for preventing
spread of disease [26]. Just under 50% of patients in this
study reportedly did report not receiving any counsel-
ling from their health care provider about how to prevent
transmission [26].

Although some South African study participants with
MDR-TB qualitative study reported that they were told
their diagnoses in a sympathetic manner, others reported
that either minimal counselling was provided or nurses
evoked fear in the people being evaluated for TB [25].

..They did not explain very clearly what was hap-
pening. I had the paper with me and then they called
me to check the paper. They then said come here and
put a mask on me. They told me to sit outside and
wait there. They did not treat me well [25]’

Several studies reported that counselling could poten-
tially ease the transition from diagnosis to treatment
initiation [30, 32]. A study in Bangladesh demonstrated
that patients’ ability to follow instructions during coun-
selling was significantly associated with identification of
DOTS centres by patients who remained in the referral
system. However, only 12/30 (40%) of health workers
had experience of referring patients to Direct Observa-
tional Therapy (DOTS) centres for treatment initiation
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through counselling [30]. In a qualitative study among
HCPs in South Africa, the lack of patient counselling was
expressed as a primary reason for initial loss to follow up
prior to treatment initiation [32].

‘Patients are not counselled when they are tested ...
you know like in HIV. So the patients do not know
the importance of starting treatment soon. So they
just go home. And are given a date when to come
back and this is where the gap is. They normally
don’t come back on their own [32]

A cross-sectional study of HCPs and contacts in
Uganda reported that patients mentioned counselling by
lay health workers helped them to better understand the
link between treatment initiation and cure, motivating
them to seek care more promptly [35].

1If they have explained very well like the commu-
nity worker told us if you have the sickness and you
start the medication early, you get better faster... I
wouldn’t wait... I would want to get healed and
wouldn’t want to be sick for a long time. I would
run to the health unit for treatment because she
explained [that] very well to me... [35]..

A study from the Philippines that analysed question-
naires from both patients recently diagnosed with TB
and HCPs showed that while 77% (7 =330) of providers
reported discussing the duration of treatment, only 33%
of patients (n=428) reported knowing the anticipated
duration of treatment [33]. Importantly, when patients
reported lower scores on an assessment of HCP inter-
personal counselling and communication skills, patient
recall of key information covered during counselling was
lower, highlighting the need for institutionalized training
of HCPs in effective counselling techniques [33].

Several studies highlighted the threat that TB poses to
patients’ mental health and wellbeing. Qualitative stud-
ies from South Africa and Ghana reported few patients
received emotional support from family members after
diagnosis [25] and patients struggle to cope with their
TB diagnosis [28]. Counselling post diagnosis by ancil-
lary staff including peer support networks was suggested
as a strategy to help patients address fears about upcom-
ing treatment [25]. HCPs in Ghana reported counselling
patients about TB being curable and preventable could
help them accept their diagnosis and address the mental
and emotional burden that a TB diagnosis often gener-
ates [28].

An individual diagnosed with TB may feel con-
demned to death. There must be counselling to work
on their mental and emotional state and let them
know that anybody in the world can be infected with
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TB. We also let them know that TB is curable and
preventable so we let them go through this, to under-
stand gradually and accept their present state of
condition [28]

Drug-resistant TB TB-related stigma was discussed as
a known barrier to care within a cohort of South Afri-
can patients with DR-TB, who mentioned that messages
about DR-TB were often delivered with the goal of evok-
ing fear including terms such as ‘most dangerous [form of
TB]’ [25]. Study participants also reported that disclosing
one’s TB status to close contacts can be associated with
high personal costs, including feelings of guilt and stress
and that little support to manage these was provided by
the healthcare system.

A qualitative study in Peru that interviewed both HCPs
and MDR-TB patients, found that effective education
is an important factor that enables patients to come
to terms with their diagnosis. An MDR-TB diagnosis
affected patients and their families significantly. Sup-
port, both within families and the healthcare setting, was
important to enable patients to overcome the impact of
an MDR-TB diagnosis [31].

Barriers to counselling

A combination of system and HCP-related barriers to
counselling such as high staff turnover [32], lack of train-
ing [23] and shortage of appropriate spaces [31] were fre-
quently reported amongst the included studies (Fig. 4).
HCPs and patients in Peru reported the lack of rooms
available for private conversations and adequately venti-
lated space [31]. Patients often see multiple care provid-
ers across different facilities, hindering continuity of care
[25]. High staff turnover makes it difficult for TB patients
as they often have to reacquaint themselves to new staff
who may have variable attitudes toward both the dis-
ease and counselling [32, 34]. Several studies reported
that improving the delivery of effective counselling was
contingent on improving the knowledge, attitude and
willingness of HCPs [27, 29, 35]. Training of staff also
presents a barrier to counselling. Studies showed that
staff are not familiar with protocols for counselling TB
patients [29, 35], including discussion of the risk posed to
their contacts [23].

Furthermore, the necessary workforce is often not in
place or existing health providers have competing com-
mitments that compromise the implementation of effec-
tive counselling [27, 29, 35]. The buy-in required from
medical staff presents a barrier to counselling, due to the
time it consumes amidst busy schedules [24]. In a study
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A) Systemic Barriers
« Lack of well-ventilated space
« Staff shortages resulting in the
limited time available to counsel
« Lack of time for HCPs to dedicate
to counseling
« Lack of training to counsel

Systemic
Barriers

B) HCP Barriers
« Counselling is not a prioritized task
« Buy-in is required from HCPs requiring
training about the benefits of counseling
« Stigmatizing attitudes towards patients
« HCP fears of contracting TB while
counselling

HCP barriers

A+B) High staff turn-over
« Difficult to establish a rapport between community
members and HCPs
« Re-training in counseling is required
« HCP's have misconceptions/knowledge gaps
about the disease i.e risk posed to contacts

Fig. 4 Systemic and health care provider related barriers impact the delivery and likely success of counselling interventions. This review found
more systemic barriers than HCP related ones, suggesting a need for national TB control programs to place greater priority on policy, guidelines,

and resources to facilitate the implementation of counselling

in South Africa, 35% (n =87) of nurses reported not
having sufficient time to counsel patients [34]. HCPs in
Uganda mentioned that tasks such as TB education and
counselling were considered to be of low priority and
thus were ignored [35].

HCPs’ misconceptions around the disease also hin-
ders commitment to providing counselling. Stigma
towards patients was reported in a cohort of HCPs in
South Africa in which 62% of the sample (95% CI: 50.0,
71.0N =87) believed that ‘poverty stricken patients just
need treatment as they cannot do anything to improve
their health’ [34]. Fear of infection of TB may also affect
the care delivered by HCPs. The same study reported that
19.5% (95% CI: 12.0,29.0) of nurses were concerned about
contracting TB while counselling patients [34].

Stakeholder consultation

While stakeholder opinions closely reflected the find-
ings of the review, they also yielded additional recom-
mendations. Our stakeholders reiterated that based on
their experiences in South Africa, counselling during
diagnostic evaluation is not standard practice across dif-
ferent TB types, such as differences in the approach to
care for drug-sensitive TB versus DR-TB, with the latter
group more likely to receive counselling, and care set-
tings. They perceived that TB counselling tends to be
prioritized for outpatients but was also important for

inpatients. They also recommended that patients test-
ing negative for TB should receive counselling to under-
stand under what circumstances they should return for
diagnostic evaluation and emphasized the importance of
community based advocacy about TB testing to encour-
age community members to present for evaluation when
they have TB related symptoms. The stakeholders drew
comparisons to HIV and mentioned the need for coun-
selling to cover specific information beyond the need
to take treatment, which should include guidance on
the likelihood and duration of infectiousness, modes
of transmission and the need for contact tracing, and
address mental health and wellbeing.

Stakeholders mentioned the heavy reliance on infor-
mal support networks, NGOs or the discretion of indi-
vidual HCPs. As such, many TB patients fall through
gaps and receive little support or guidance. Stakeholders
emphasized the importance of language, both in terms of
providing counselling in a language that patients under-
stand and the need to avoid stigmatizing language. Rec-
ommended research priorities included implementation
research to understand how, when and where counselling
can best be performed. The counselling agenda should
be directly informed by people affected by TB and per-
spectives from community leaders and traditional heal-
ers. To operationalize counselling as a standard practice
during diagnosis, stakeholders recommended national
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TB programs should strive for a holistic, person-centered
care that moves beyond only measuring quantifiable out-
comes (such as adherence and cure rates) to evaluating
outcomes that are meaningful to people affected by TB.

Discussion

No studies included in this review directly evaluated the
impact of counselling as an intervention to improve TB
diagnostic care cascade outcomes. Studies included in
this review and stakeholder consultation suggest that that
counselling can address three key hurdles that need to be
overcome to decrease care seeking and diagnostic gaps
in the TB cascade of care. Firstly, counselling provided
at the initial point of diagnostic evaluation may improve
diagnostic yield and promote retention of patients who
enter the TB cascade through both provider and patient-
initiated pathways of care. This is important in the con-
text of 50% of people with TB being lost to follow up
between presenting for TB evaluation at a health centre
and initiating TB treatment [6, 7, 11]. Since these patients
have already presented for evaluation, this represents an
easy to utilize opportunity that is currently often missed
[36] to engage them by providing individualized, holistic,
empowering and respectful care [37]. Secondly, studies
showed that TB remains a heavily stigmatized disease.
As such, disclosing TB status, particularly with regard
to DR-TB, presented a significant personal and societal
cost to patients. Counselling is one potential component
of support that could help to overcome this barrier how-
ever, this should be provided in combination with other
interventions that target the drivers and manifestations
of stigma across all socio-ecological levels [38]. Thirdly,
counselling could improve awareness and reduce stigma
at the community level, leading to patients presenting
for evaluation earlier and being empowered to decrease
community transmission. Moreover, counselling can play
an important role in improving patient experience, which
may also improve mental wellbeing. Low-quality care is
associated with approximately 50% of TB deaths [4] and
poor user experience contributes to this statistic [4]. TB
survivors, including those who participated in our stake-
holder consultation, have identified the need for coun-
selling to understand diagnostic testing options and to
explain the implications of diagnosis as part of efforts to
improve the quality of TB care [3, 39]. Interventions that
improve user experience should be prioritized as part of
the WHO's shift toward person-centred care.

Although studies included in this review highlighted
the potential role that counselling can have before test-
ing, we found significant heterogeneity across studies in
terms of their approach to implementing counselling,
including reporting of how and by whom it was provided.

Page 150f 18

We note that studies found that HCPs often do not pro-
vide counselling [30], and that HCPs recalled providing
counselling more often than patients reported receiving
it [33], highlighting important discrepancies between
patient and provider perspectives on the quality of care
delivery. Studies emphasized the barriers that stigmatiza-
tion of TB presents, highlighting a practice and research
gap to understand whether and how counselling could
improve TB related knowledge and attitudes [25, 32, 35].
We also note that studies showed limited support (not
restricted to the lack of counselling alone) is currently
offered from local health systems to augment the supple-
mental efforts of family members [23, 25, 31] or volunteer
support (as underscored in our stakeholder consultation).

Our study findings have implications for practice.
Guidelines from the WHO and International Standards
for TB care (ISTC) only refer to counselling in the context
of patients on TB treatment or for those being evaluated
for HIV. Although we chose not to include unpublished
data as part of our review, as part of our stakeholder con-
sultation we identified programmatic and policy docu-
ments pertaining to counselling at the time of diagnosis.
The objectives of training curriculum developed by the
global non-profit PATH for the Ukraine Tuberculosis
Control Partnership Project [40] were aligned with the
findings of this review. The curriculum identified pre-
test counselling as an ideal point to introduce patient
support, develop trust and to provide patients with
basic information to protect household members before
treatment initiation [40]. Other identified documents
focused on counselling for HIV and/or limited TB related
counselling to treatment adherence. More recently, the
International Union Against Tuberculosis and TB Alert
released a guide ‘Psychological Counselling and Treat-
ment Adherence Support for People with Tuberculo-
sis. The ‘Barriers in Diagnosis’ section provides some
guidance on providing psychosocial support for people
being screened or tested for TB [41]. While there were
few studies on DR-TB and none that compared counsel-
ling for DS-TB to DR-TB, our stakeholder consultation
highlighted that services for counselling and follow up,
although primarily in the context of treatment rather
than diagnosis, are often more robust for DR-TB. We
did not restrict study inclusion based on country income
status and note that although there are likely to be more
resources for counselling in richer countries with a lower
TB incidence, we were not able to find evidence of stand-
ardized diagnostic counselling practices. It is likely that
gaps in the TB care cascade vary by country and prac-
tice settings; thus emphasizing the importance of local
TB care cascade evaluation to guide the development of
interventions such as counselling [9]. The limited num-
ber of heterogeneous studies across different settings do
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not enable comparison of resource or cost implications
for incorporating diagnostic counselling into practice.

Strengths of our scoping review included conducting a
systematic search of the literature, that was not limited
by country setting or date, in consultation with a research
librarian, followed by screening, extraction and evidence
grading by at least two independent reviewers. By includ-
ing only peer-reviewed articles, ensuring that our eligi-
bility criteria were rigorously applied, and performing
methodological quality appraisal at the individual study
using the MMAT tool, we have endeavored for this scop-
ing review to uphold similar quality standards to a sys-
tematic review and maximise our ability to evaluate the
potential impact of counselling on TB care outcomes.
Through the stakeholder analysis that we undertook as
part of this review, we were able to incorporate key per-
spectives from people directly affected by TB. Limita-
tions include only examining studies in English.

Our review demonstrates the need for well-con-
ducted operational and implementation research to
evaluate and optimize the role of counselling within
TB care, which was also emphasized during our stake-
holder consultation (Table 2.). Quantifying the research
gap is an important first step that can facilitate inter-
vention design. This raises an important question to be
addressed in future research; how often is person-cen-
tered care (including counselling) provided to patients?
Multi-countries studies using standardized patients
have highlighted how diagnosis of TB is a key hurdle
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to overcome for effective care [42]. These studies, how-
ever, use safety and efficacy indicators to measure the
“correct” management of presumptive patients. Indica-
tors to assess the degree of user experience should also
be used in such types of studies (i.e. provider’s attitude,
communication, explanations received etc. [4]). Mixed
methods approaches that include qualitative data col-
lection from in-depth interviews and focus groups
with key stakeholders can help to identify contextual
barriers and facilitators. We suggest that quasi-experi-
mental or randomized controlled trials should be used
to evaluate the impact of counselling on TB care out-
comes. Future studies should compare the effectiveness
of counselling provided by different HCPs and examine
the acceptability and feasibility of scaling up different
approaches, as well as the differential needs for people
with DS-TB compared to DR-TB. Barriers to improving
TB care through counselling, such as TB stigma [11],
must be addressed as part of any strategy to improve
TB care.

Conclusions

Our scoping review is the first to comprehensively
explore the potential role of counselling during TB diag-
nostic evaluation. Although there are no studies dem-
onstrating the impact of counselling to decrease gaps
related to diagnosis and screening in the TB care cascade,
data from both quantitative and qualitative studies sug-
gest it may play an important role and merits further

Table 2 Recommendations for research studies: a) to quantify whether and how counselling is being delivered, b) to understand
patient and HCP needs that could be fulfilled by counselling and c) to evaluate the impact of counselling on patient-important TB care

outcomes

Type of research

Examples:

Operational or Implementation research

To quantify the extent to which diagnostic counselling is currently offered
and evaluate delivery strategies, which could be incorporated as part of
programmatic efforts.

Qualitative studies

Interviews and/or focus groups with patients with TB, caregivers of
people with TB and health workers to determine which topics should be
addressed by counselling.

Intervention studies
Rigorously designed and conducted studies to test the impact of diagnos-
tic counselling with a comparator group.

Standardized patient studies that include indicators regarding diagnostic
counselling (for patient support, explaining procedures, disclosure coun-
selling etc.) that quantify whether, how and by whom counselling is being
delivered as well as the quality of counselling.

Studies to test different approaches to the delivery of counselling, includ-
ing assessment of by whom the counselling intervention should be imple-
mented e.g. health workers (and type) versus peer navigators.

Pre-post studies using tools such as Knowledge, Attitudes, and Practices
surveys to assess gaps in patient and health worker understanding and
practice.

Evaluating the optimal approach to training HWs on counselling and
interpersonal communication skills.

Use of explanatory frameworks to understand drivers of loss to follow up
and potential roles for counselling including different types of behavioural
change techniques.

Quasi-experimental or randomised controlled trials to evaluate the impact
of diagnostic counselling on TB cascade of care outcomes.

Translating insights from counselling research conducted for other stigma-
tized illnesses (i.e. HIV, mental illness) to TB and developing integrated care
models.
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evaluation. The poor overall quality of evidence identi-
fied highlights the need for high quality implementa-
tion research. As global and national guidelines attempt
to operationalize person-centred TB care, counselling at
the early stages of the cascade of care must be consid-
ered, not only to increase diagnostic yield and patient
retention, but as a means to introduce holistic care from
the outset, that fulfils the right to high-quality care, as
endorsed by TB survivors. While this review is focused
on TB, we hope that the insights on counselling as a core-
tenet of person-centred care may also be of relevance to
other diseases, particularly other stigmatized infections.

Supplementary Information

The online version contains supplementary material available at https://doi.
0rg/10.1186/512889-022-12556-8.

Additional file 1.
Additional file 2.
Additional file 3.

Acknowledgments

We are grateful to Megan McNichol and Diane Young with the Beth Israel
Deaconess Medical Center Library Services, who helped design and conduct
the searches for this scoping review.

Authors’ contributions

I.F.and AS. screened abstracts for inclusion. Disagreements were settled

by RRN.. I.F. and A.S. extracted data from included studies. Disagreements
were settled by RRN..I.F.and AS. conducted a quality assessment. .F. and
R.RN. wrote the main manuscript text and |.F. prepared Figs. 1, 2, 3 and 4. All
authors reviewed the manuscript. The author(s) read and approved the final
manuscript.

Funding

IFis supported by an International Development Research Centre

(IDRC) Scholar Award. The views expressed herein do not necessarily represent
those of IDRC or its Board of Governors.

HvdW is supported by a Rhodes Scholarship.

GT is supported by a grant from Harvard Medical School, Center for Global
Health Delivery-Dubai.

RRN is supported by National Institutes of Health Career Development Award
(NIAID K23 Al132648-04) and an American Society of Tropical Medicine and
Hygiene Burroughs Wellcome Fellowship.

Availability of data and materials
Interview guide used for the stakeholder consultation for this is available from
the corresponding author on request.

Declarations

Ethics approval and consent to participate
Not applicable.

Consent for publication
All contributing authors grant consent for this publication of this manuscript.

Competing interests
The authors have no competing interest.

Author details
'International Development and Research Centre, Ottawa, Canada. “TB
Proof, Cape Town, South Africa. >Division of Infectious Diseases, Beth Israel

Page 17 of 18

Deaconess Medical Center/Harvard Medical School, Boston, MA, USA.
“Department of Primary Care Health Sciences, University of Oxford, Oxford,
UK. °DSI-NRF Centre of Excellence for Biomedical Tuberculosis Research, South
African Medical Research Council Centre for Tuberculosis Research, Division

of Molecular Biology and Human Genetics, Stellenbosch University, Cape
Town, South Africa.

Received: 16 July 2021 Accepted: 5 January 2022
Published online: 28 January 2022

References
1. Global Tuberculosis Report 2021. Geneva: World Health Organization;
2021.

2. Sreeramareddy CT, Panduru KV, Menten J,Van den Ende J. Time delays
in diagnosis of pulmonary tuberculosis: a systematic review of literature.
BMC Infect Dis. 2009;9:91.

3. Mehra C, Lokhande D, Chavan D, Rane S. What quality of care means to
tuberculosis survivors. J Clin Tuberc Other Mycobact Dis. 2020;19:100157.

4. Arsenault C, Roder-DeWan S, Kruk ME. Measuring and improving the
quality of tuberculosis care: a framework and implications from the
lancet Global Health Commission. J Clin Tuberc Other Mycobact Dis.
2019;16:100112.

5. Pai M, Temesgen Z. Quality: the missing ingredient in TB care and control.
J Clin Tuberc Other Mycobact Dis. 2019;14:12-3.

6. Subbaraman R, Nathavitharana RR, Satyanarayana S, Pai M, Thomas BE,
Chadha VK, et al. The tuberculosis Cascade of Care in India’s public sector:
a systematic review and Meta-analysis. PLoS Med. 2016;13(10):21002149.

7. Naidoo P, Theron G, Rangaka MX, Chihota VN, Vaughan L, Brey ZO, et al.
The South African Tuberculosis Care Cascade: Estimated Losses and
Methodological Challenges. J Infect Dis. 2017;216(suppl_7):5702-13.

8. Fox GJ,Nhung NV, Sy DN, Hoa NLP, Anh LTN, Anh NT, et al. Household-
contact investigation for detection of tuberculosis in Vietnam. N Engl J
Med. 2018;378(3):221-9.

9. Subbaraman R, Jhaveri T, Nathavitharana RR. Closing gaps in the tuber-
culosis care cascade: an action-oriented research agenda. J Clin Tuberc
Other Mycobact Dis. 2020;19:100144.

10. The End TB Strategy. Geneva: World Health Organization; 2015.

11. Furin J, Cox H, Pai M. Tuberculosis. Lancet. 2019;393(10181):1642-56.

12. Kruk ME, Gage AD, Arsenault C, Jordan K, Leslie HH, Roder-DeWan S, et al.
High-quality health systems in the sustainable development goals era:
time for a revolution. Lancet Glob Health. 2018;6(11):e1196-252.

13. Guidelines for treatment of drug-susceptible tuberculosis and patient
care, 2017. update ed. Geneva: World Health Organization; 2017.

14. Arksey H, O'Malley L. Scoping studies: towards a methodological frame-
work. Int J Soc Res Methodol. 2005;8(1):19-32.

15. Peters M, Godfrey C, Mclnerney P, Soares C, Khalil H, Parker D. Methodol-
ogy for JBI scoping reviews; 2015. p. 1-24.

16. Covidence systematic review software, Veritas Health Innovation, Mel-
bourne, Australia. Available at www.covidence.org.

17. Hong QN, Fabregues S, Bartlett G, Boardman F, Cargo M, Dagenais P, et al.
The mixed methods appraisal tool (MMAT) version 2018 for information
professionals and researchers. Educ Inf. 2018;34:1-7.

18. Levac D, Colguhoun H, O'Brien KK. Scoping studies: advancing the meth-
odology. Implement Sci. 2010;5:69.

19. O'Brien K, Wilkins A, Zack E, Solomon P. Scoping the field: identifying key
research priorities in HIV and rehabilitation. AIDS Behav. 2010;14(2):448-58.

20. Braun VCV. Using thematic analysis in psychology. Qual Res Psychol.
2006;3:77.

21. Ullah W, Almansour H, Fatima R, Saini B, Khan GM. Engaging com-
munity pharmacies in early detection of missing tuberculosis patients
through public-private mix intervention in Pakistan. Am J Trop Med Hyg.
2020;103(1):221-30.

22. Putral, Astuti PAS, Suarjana IK, Mulyawan KH, Duana IMK, Kurniasari NMD,
et al. Factors associated with participation in pulmonary tuberculosis
screening using chest X-ray among diabetes mellitus type Il patients in
Denpasar, Bali, Indonesia. Tuberc Res Treat. 2018;2018:9285195.

23. BelgaumkarV, Chandanwale A, Valvi C, Pardeshi G, Lokhande R, Kadam D,
et al. Barriers to screening and isoniazid preventive therapy for child con-
tacts of tuberculosis patients. Int J Tuberc Lung Dis. 2018;22(10):1179-87.


https://doi.org/10.1186/s12889-022-12556-8
https://doi.org/10.1186/s12889-022-12556-8
http://www.covidence.org

Foster et al. BMC Public Health

24.

25.

26.

27.

28.

29.

30.

32.

33

34

35.

36.

37.

38.

39.
40.

41.

42.

(2022) 22:190

Kumar K, Shorten RJ, Capocci S, Solamalai A, Goodburn A, Cropley |, et al.
The value of "inform and advise" guidance in a case of extensive tubercu-
losis transmission. J Infect. 2013;67(2):158-60.

Furin J, Loveday M, Hlangu S, Dickson-Hall L, le Roux S, Nicol M, et al. "A
very humiliating illness": a qualitative study of patient-centered Care for
Rifampicin-Resistant Tuberculosis in South Africa. BMC Public Health.
2020;20(1):76.

Khan JA, Irfan M, Zaki A, Beg M, Hussain SF, Rizvi N. Knowledge, attitude
and misconceptions regarding tuberculosis in Pakistani patients. JAMA J
Pak Med Assoc. 2006;56(5):211-4.

Kivihya-Ndugga L, Van Cleeff M, Nyamwaya J, Miheso B, Ndalo E,
Odhiambo J, et al. Determinants of tuberculosis diagnosis and the role of
counselling. East Afr Med J. 2007,84(2):77-82.

Bonsu F, Afutu F, Hanson-Nortey NN, Ahiabu M-A, Amo-Adjei J. Satisfac-
tion of tuberculosis patients with health services in Ghana views of
healthcare professionals. Int J Health Care Qual Assur. 2017;30(6):545-53.
Kirsch TD, Chanmugam A, Keyl P, Regan LA, Shahan J, Hexter DA, et al.
Feasibility of an emergency department-based tuberculosis counseling
and screening program. Acad Emerg Med. 1999;6(3):224-31.

Islam S, Hirayama T, Islam A, Ishikawa N, Afsana K. Treatment referral
system for tuberculosis patients in Dhaka, Bangladesh. Public Health Act.
2015;5(4):236-40.

. McNally TW, de Wildt G, Meza G, Wiskin CMD. Improving outcomes for

multi-drug-resistant tuberculosis in the Peruvian Amazon - a qualitative
study exploring the experiences and perceptions of patients and health-
care professionals. BMC Health Serv Res. 2019;19(1):594.
Mwansa-Kambafwile JRM, Jewett S, Chasela C, Ismail N, Menezes C. Initial
loss to follow up of tuberculosis patients in South Africa: perspectives of
program managers. BMC Public Health. 2020;20(1):622.

Colvin C, De Silva G, Garfin C, Alva S, Cloutier S, Gaviola D, et al. Quality of
TB services assessment: the unique contribution of patient and provider
perspectives in identifying and addressing gaps in the quality of TB
services. J Clin Tuberc Other Mycobact Dis. 2019;17:100117.

Mntlangula MN, Khuzwayo N, Taylor M. Nurses perceptions about

their behavioural counselling for HIV/AIDS, STls and TB in eThekwini
municipality clinics KwAZulu-Natal, South Africa. Health SA Gesondheid.
2017,22:52-60.

Ayakaka I, Ackerman S, Ggita JM, Kajubi P, Dowdy D, Haberer JE, et al.
Identifying barriers to and facilitators of tuberculosis contact inves-
tigation in Kampala, Uganda: a behavioral approach. Implement Sci.
2017;12(1):33.

Subbaraman R, Nathavitharana RR, Mayer KH, Satyanarayana S, Chadha
VK, Arinaminpathy N, et al. Constructing care cascades for active tubercu-
losis: a strategy for program monitoring and identifying gaps in quality of
care. PLoS Med. 2019;16(2):e1002754.

Odone A, Roberts B, Dara M, van den Boom M, Kluge H, McKee M.
People- and patient-centred care for tuberculosis: models of care for
tuberculosis. Int J Tuberc Lung Dis. 2018;22(2):133-8.

Macintyre K, Bakker MI, Bergson S, Bhavaraju R, Bond V, Chikovore J,
Colvin C, Craig GM, Cremers AL, Daftary A et al: Defining the research
agenda to measure and reduce tuberculosis stigmas. 2017(1815-7920
(Electronic)).

Chavan D. Fighting TB requires empowered patients. BMJ. 2017;356:16344.

PATH: Interpersonal communication and counseling for clients on tuber-
culosis and HIV and AIDS: Part II. 2009.

Sah S, Craig G, Mandelbaum M. Psychosocial Counselling and Treatment
Adeherence Support for People with Tuberculosis. 1st ed. France, and
TB Alert: Published by the International Union Against Tuberculosis and
Lung Disease(The Union); 2021.

Daniels B, Kwan A, Pai M, Das J. Lessons on the quality of tuberculosis
diagnosis from standardized patients in China, India, Kenya, and South
Africa. J Clin Tuberc Other Mycobact Dis. 2019;16:100109.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub-
lished maps and institutional affiliations.

Page 18 of 18

Ready to submit your research? Choose BMC and benefit from:

fast, convenient online submission

thorough peer review by experienced researchers in your field

rapid publication on acceptance

support for research data, including large and complex data types

gold Open Access which fosters wider collaboration and increased citations

maximum visibility for your research: over 100M website views per year

K BMC

At BMC, research is always in progress.

Learn more biomedcentral.com/submissions




	The role of counselling in tuberculosis diagnostic evaluation and contact tracing: scoping review and stakeholder consultation of knowledge and research gaps
	Abstract 
	Background: 
	Methods: 
	Results: 
	Conclusion: 

	Background
	Methods
	Phase 1: refining of study scope and research questions
	Phase 2: determination of relevant studies
	Phase 3: study selection
	Phase 4: data charting, quality appraisal and stakeholder consultation
	Phase 5: collation and summary of findings

	Results
	Characteristics of the included studies
	Quality assessment
	Primary review findings
	Care-seeking gap
	Pre-diagnostic gap
	Pre-treatment gap
	Barriers to counselling

	Stakeholder consultation

	Discussion
	Conclusions
	Acknowledgments
	References


