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Psychosocial influences on help-seeking
behaviour for cancer in low-income and
lower middle-income countries: a
mixed-methods systematic review
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% Harriet Quinn-Scoggins,'* Anh Dao,?

Tom Downs,® Yunfeng Deng,® Ha Ho,® Lam Trung,” Jon Emery,® Kate Brain'

ABSTRACT

Introduction Starting cancer treatment early can
improve outcomes. Psychosocial factors influencing
patients’ medical help-seeking decisions may be
particularly important in low and lower middle-income
countries (LMIC) where cancer outcomes are poor.
Comprehensive review evidence is needed to understand
the psychosocial influences on medical help-seeking for
cancer symptoms, attendance for diagnosis and starting
cancer treatment.

Methods Mixed-methods systematic review registered on
PROSPERO (CRD42018099057). Peer-reviewed databases
were searched until April 2020 for studies assessing
patient-related barriers and facilitators to medical help-
seeking for cancer symptoms, diagnosis and treatment

in adults (18+ years) living in LMICs. Quality of included
studies was assessed using the Critical Appraisal Skills
Programme tool. Data were synthesised using meta-
analytic techniques, meta-ethnography or narrative
synthesis as appropriate.

Results 0f 3963 studies identified, 64 were included. In
quantitative studies, use of traditional, complementary
and alternative medicine (TCAM) was associated with
3.60 higher odds of prolonged medical help-seeking
(95% Cl 2.06 to 5.14). Qualitative studies suggested that
use of TCAM was a key barrier to medical help-seeking
in LMICs, and was influenced by causal beliefs, cultural
norms and a preference to avoid biomedical treatment.
Women face particular barriers, such as needing family
permission for help-seeking, and higher stigma for
cancer treatment. Additional psychosocial barriers
included: shame and stigma associated with cancer
such as fear of social rejection (eg, divorce/disownment);
limited knowledge of cancer and associated symptoms;
and financial and access barriers associated with travel
and appointments.

Conclusion Due to variable quality of studies, future
evaluations would benefit from using validated measures
and robust study designs. The use of TCAM and gender
influences appear to be important barriers to help-seeking
in LMIC. Cancer awareness campaigns developed with
LMIC communities need to address cultural influences on
medical help-seeking behaviour.

Key questions

What is already known?

» Most reviews/studies of influences on medical help-
seeking for cancer have focused on high-income
countries (HIC), and report barriers such as low can-
cer awareness and negative beliefs about cancer.

» Most relevant reviews that included studies only
conducted in low and lower middle-income coun-
tries (LMICs) (n=3) and reviews with a global focus
including studies conducted in both LMICs and HICs
(n=4) focused on specific tumour sites and/or syn-
thesised their data narratively.

» No mixed-methods systematic reviews with meta-
analysis and meta-ethnography have been con-
ducted to explore the patient-related psychosocial
influences on medical help-seeking for cancer
symptoms, attendance for diagnosis or the start of
treatment in LMICs.

What are the new findings?

» We found a relatively high prevalence of use of
traditional, complementary and alternative medi-
cine (TCAM) which was associated with prolonged
help-seeking.

» Women faced particularly high levels of barriers,
such as needing family permission to seek medical
help, and gender-related stigma (eg, for breast can-
cer treatment).

» Our review also identified critical research design
limitations reducing the utility of the literature (eg,
use of different time lengths to define ‘delay’ in can-
cer help-seeking).

INTRODUCTION

Early cancer diagnosis and treatment are key
to effective and efficient treatment.' Cancer
disproportionately affects low and lower
middle-income countries (LMIC) with rapidly
increasing incidence® and poorer survival'
when compared with high-income countries
(HIC). Earlier stage cancer at diagnosis has
a significant impact on survival, particularly
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Key questions

in LMICs where advanced technology critical for treat-
ment at later cancer stages is generally less available.” *
One factor related to access to early treatment is prompt
medical help-seeking for potential cancer symptoms.
Early cancer detection and treatment are seen by the
WHO as major public health and economic issues.”

Following the Aarhus statement,” ® the cancer early
diagnosis field has moved from describing the medical
help-seeking process in terms of ‘patient delay’, with
its connotations of blame, to using time intervals as set
out in the Model of Pathways to Treatment (MPT’; eg,
‘patient interval’). The MPT describes processes under-
lying medical help-seeking for cancer symptoms and
accessing treatment. The model delineates the time
between a person first noticing a change in their body
and the beginning of cancer treatment into four intervals
(figure 1919: (1) the appraisal interval (from noticing a

bodily change to perceiving a reason to seek help); (2)
the help-seeking interval (from perceiving a reason to
seek help to first contact with the medical professional);
(3) the diagnostic interval (from first contact with the
healthcare professional to diagnosis of cancer); (4) the
pretreatment interval (from formal diagnosis to the start
of cancer treatment). The patient interval combines
both the appraisal and help-seeking intervals. In the
current article we refer to longer and shorter intervals
for the patient (medical help-seeking for cancer symp-
toms), diagnostic and pretreatment intervals (atten-
dance for investigations or starting treatment). Although
the MPT was designed to be applicable globally,” there
are few examples of the model being applied to LMIC
contexts.'' ™

Most research on cancer symptom appraisal and help-
seeking has been conducted in HIC. In two previous
systematic reviews of psychosocial influences on help-
seeking for cancer symptoms, only 10%'* and 15%" of
studies were conducted in LMICs. Previous systematic
reviews conducted in LMICs have focused on under-
standing barriers to help-seeking for breast or head and
neck cancer using narrative data synthesis.w_19 To date,
no mixed-methods systematic review has investigated
patientrelated influences on medical help-seeking for
cancer symptoms, attendance for examination or the
start of cancer treatment in LMICs. Review of existing
evidence regarding the psychosocial influences on cancer
help-seeking in LMICs is essential, in order to develop
effective interventions to facilitate earlier diagnosis and
treatment." ®

Model of Pathways to Treatment

Perceives
Detection reason to
of bodily discuss
Events change(s) symptom

with HCP

Figure 1

First Start of

treatment
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Diagnosis

Model of Pathways to Treatment. HCP, healthcare professional. Reprinted with permission from Walter F, Webster

A, Scott S, et al. The Andersen model of total patient delay: a systematic review of its application in cancer diagnosis. J Health

Serv Res Policy 2012;17:110-8.
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How patients appraise and act on potential cancer symp-
toms varies by tumour site and symptom type.*’ *' The
current systematic review therefore included all cancer
types to examine the patientrelated psychosocial influ-
ences on help-seeking for cancer during the patient
interval and decisions to attend healthcare during the
diagnostic and pretreatment intervals in LMICs. Diverse
study designs were included to identify predictors of help-
seeking using meta-analytic techniques for the quantita-
tive studies, and to gain an in-depth understanding of
barriers and facilitators to help-seeking through a meta-
ethnography® of qualitative studies. Quantitative data
were analysed narratively to identify barriers and facilita-
tors, including data not able to be included in the meta-
analysis, to ensure results were comprehensive. Data
were synthesised to form overarching conclusions and
recommendations.

METHODS

This systematic review was conducted and reported
in accordance with the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses guidelines®
(online supplemental file 1).

Search strategy and selection criteria

We conducted a mixed-methods systematic review of
qualitative, quantitative and mixed-methods studies
to explore patientrelated barriers and facilitators to
medical help-seeking behaviour for cancer symptoms
and decisions to attend healthcare for diagnosis and start
of cancer treatment. The review protocol was registered
with the International Prospective Register of Systematic
Reviews (PROSPERO) prior to study selection (https://
www.crd.york.ac.uk/prospero/display_record.php?
RecordID=99057).

Inclusion criteria

Studies written in English that assessed (A) patient-
related (B) barriers/facilitators to medical help-seeking
for cancer symptoms, diagnosis and the start of treat-
ment (C) in adults (18+ years) (D) living in LMICs were
included. LMIC was defined as low-income or lower
middle-income countries as classified by the World
Bank (https://datahelpdesk.worldbank.org/knowledge-
base/articles/906519-world-bank-country-and-lending-
groups), correct at the time of protocol development
(May 2018). There were no limits on date of publication
or study methodology. Study designs that assessed and
reported observed help-seeking behaviour (retrospec-
tively reported actual help-seeking behaviour in patients
with cancer or symptomatic participants) or hypothet-
ical help-seeking behaviour (anticipated help-seeking in
asymptomatic community or population samples) were
included.

Qualitative studies that did not include time to help-
seeking but where participants described their reasons for
longer patient, diagnostic or pretreatment intervals were
included. Included studies were required to report the

contribution of one or more of the following influences
on help-seeking: symptom knowledge, symptom inter-
pretation, social influences, use of traditional or comple-
mentary medicine, cancer beliefs, competing priorities,
expectations/beliefs about care seeking, availability and
access to care, financial barriers, understanding/navi-
gating the health system, cultural barriers and cancer
treatment beliefs. Variables were selected based on our
previous review'” and extensive scoping searches.

Exclusion criteria

Studies that were not about cancer and/or were
conducted in high-income or upper middle-income
economy countries were excluded. Studies that were not
written in English, review papers, policy documents and
conference abstracts were excluded, although relevant
review papers were reviewed to identify studies for poten-
tial inclusion. Studies were excluded if they did not focus
on (1) barriers to cancer help-seeking, (2) adult partic-
ipants’ perspectives, or were (3) low-quality studies** as
evaluated by the Critical Appraisal Skills Programme
(CASP) tool.

Search strategy

Peerreviewed literature in the electronic databases
of Cochrane Library, MEDLINE (1946-2020), Global
Health (1910-2020) and PsycINFO (1806-2020) was
searched by TD and GMC up to April 2020. Initial searches
were conducted in May 2018, and updated in June 2019
and April 2020. A comprehensive search strategy was
developed by the study team and a subject librarian with
expertise in literature searching®* to retrieve all studies
relevant to the research question. Search terms relating
to LMICs, symptomatic help-seeking, decisions to initiate treat-
ment, cancer and barriers to help-seeking were used to search
for relevant studies (online supplemental file 2 for full
list of terms). Study authors were emailed by BW if addi-
tional information was required.

Titles and abstracts of studies were reviewed against
the inclusion and exclusion criteria by TD and GMC.
Full texts of included studies were reviewed for inclusion
or exclusion by TD and GMC (figure 2). Reference lists
of included studies were checked manually by GMC for
additional studies. Ten per cent of studies at each stage
were independently reviewed for inclusion by GMC, HQS
and KB, with good agreement (93%). All discrepancies
were resolved through discussion.

Data analysis

Data were analysed using a parallel results convergent
design,” where qualitative and quantitative findings were
analysed separately and integrated in the discussion.

Data extraction

Data from all included studies were extracted onto an
Excel sheet (online supplemental file 3 for full list of
extracted variables). Country classifications by income
group were determined by data collection year and the
World  Bank  (https://datahelpdesk.worldbank.org/
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Titles and abstract screened for

Records identified through Additional records
databases (OVID and Cochrane identified through
database) searching hand searching
(n=3,963) (n=13)
v
Records excluded (n=3,323)
Records after duplicates removed Not about cancer (n=487)
_ Conducted in HIC (n=221)
(n=3,511) Review paper (n=128)

Not about barriers to help-seeking (n=1,308)
Proxy views/case note review/ health
economics (n=145)

Focused on cancer screening, prevention or

eligibility (n=3,511)

\4

A4

self-examination (n=854)
Educational intervention (n=79)
Study about children (n=101)

Records excluded (n=118)
Duplicate (n=34)
Not about cancer (n=1)

Full-text articles assessed for eligibility (n=201)

Not about barriers to help-seeking (n=28)
Help-seeking behaviour not reported (n=20)
Proxy views/case note review/ health

A 4

Studies that met the criteria for

economics (n=9)

Focused on cancer screening, prevention or
self-examination (n=14)

Conference abstract/protocol paper (n=2)
About patients living with cancer (n=8)
About treatment adherence (n=1)

Not written in English (n=1)

inclusion (n=83)

!

Excluded due to low quality (n=19)

v

Total studies included (n= 64)
-Qualitative studies (n=24)
-Mixed methods studies (n=2)
-Quantitative studies (n=38)

Figure 2 Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) flow chart of study selection. HIC,

high-income countries.

knowledgebase/articles/906519-world-bank-country-
and-lending-groups).

Quality appraisal

The CASP (www.casp-uk.net) tools were used to assess
quality of studies in the following domains: validity of
results, research design, participant recruitment, data
collection, ethical issues, data analysis and reporting, and
consideration of the contribution of their research. The
tools were adapted to include questions to assess the quality
of the patient interval.”® When assessing the quality of the
reported patient interval the following were considered:
the length of time from cancer diagnosis to data collection;
whether self-report patient interval data were triangulated
with medical records; how the patient/diagnosis/pretreat-
ment interval was classified and how the patient interval
was amalysed.7 ® Quality was rated as low, medium or high.
Low-quality studies were excluded. The main reasons for
exclusion included insufficient information provided
about data collection procedures (n=18), or where inter-
vals were measured but not reported or defined (n=7).

Quantitative summarisation
All included quantitative studies were discussed in detail
during team meetings (BW, GMC, AD, YD, HH). Due

to the high level of heterogeneity in study measures
and research designs within the context of relatively few
studies, a formal meta-analysis was not feasible for most
variables. However, meta-analytic techniques were used
to quantitatively summarise study results regarding use
of traditional, complementary and alternative medicine
(TCAM) (eg, traditional healers, herbal medication,
prayer camps, spiritual healers) as a predictor of help-
seeking in the patient interval because TCAM use was
consistently reported between studies and a high propor-
tion of quantitative studies reported TCAM use. We first
summarised the proportion of research participants who
used TCAM in the patient interval, weighting studies by
the square root of their sample size (proportional to the
inverse of the SE for that sample’s parameter estimate).
We then assessed the proportion of participants who expe-
rienced significantly longer patient intervals, defined as a
patient interval of 3months or longer. Third, we summa-
rised within-study statistics of relations between TCAM
use and the probability of a longer patient interval. We
extracted from the report (or computed if not reported)
the OR for the effect of TCAM on ‘delay’, calculated as
the odds of having a longer patient interval if a partici-
pant had used TCAM, over the odds of having a longer

4 McCutchan G, et al. BMJ Global Health 2021;6:e004213. doi:10.1136/bmjgh-2020-004213
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Table 1

Noblit and Hare’s seven-stage meta-ethnographic approach

Stages in Noblit and Hare??

Activity

1. Development of the
research question

2. Scope of synthesis

Align with the overarching research question of the review: ‘What are the patient-reported
influences on medical help seeking in the patient, diagnostic and pre-treatment intervals in
LMICs?".

Define scope of the meta-ethnography to align with the overarching scope of the review:

(1) focus on medium and high-quality studies; (2) focus on data related to patient-reported
influences on medical help-seeking in the patient, diagnostic and pretreatment intervals; (3) do
not include data from proxies (eg, spouses, children healthcare professionals) due to the focus
on patient-reported influences.

3. Develop main concepts

Familiarisation with studies. Develop main concept grid with main and subconcepts and

description. Refine main concept grid.

4. Determine how studies are
related

Extract and separate first-order data (participant quotes) and second-order data (authors’
narrative interpretations) from included studies into NVivo (GMC). Code data under each of the

main concepts (GMC). Dual code at least 20% of included studies (HQS and KB). Discuss and
resolve discrepancies in coding (GMC, KB, HQS).

5. Translate studies

Create a matrix on Excel to summarise study characteristics, first and second-order data

under each of the main concepts and subconcepts (GMC).

6. Synthesise translations

Three researchers (GMC, KB, HQS) to independently review the main concept matrix of

included first and second-order data to generate an overarching summary of each main
concept (third-order data). Workshop-style analysis meeting to discuss how studies relate,
and to identify areas of accordance and discordance. Discuss overall interpretations and
conclusions and how main concepts relate with one another.

7. Dissemination

Express the synthesis through dissemination.

LMICs, low and lower middle-income countries.

patient interval given a participant had not used TCAM.
The mean OR, weighted by the square root of each
study’s sample size, was computed. Subgroup analyses
were conducted for TCAM use as a function of the region
in which the studies were conducted (Africa vs Asia) and
type of cancer (breast cancer vs non-breast cancer). All
other quantitative data were analysed narratively.*

Qualitative summarisation

Qualitative data from all qualitative and mixed-methods
studies were synthesised using Noblit and Hare’s™ seven-
stage meta-ethnographic approach (table 1). Meta-
ethnography reporting guidance27 was used.

Patient and public involvement
Patients and public were not directly involved in this
review.

RESULTS
Of the 3511 studies screened for inclusion in the review,
64 met the inclusion criteria (figure 2).

As shown in table 2, data were collected using quan-
titative survey methods (n=38), qualitative interviews or
focus groups (n=24) and mixed-methods (n=2) to assess
observed (n=46), hypothetical (n=16) and both observed
and hypothetical (n=2) help-seeking behaviours.

Thirty-five studies were conducted in sub-Saharan
Africa (Uganda, n=7; Nigeria, n=6; Ghana, n=5; Ethi-
opia, n=4; Kenya, n=3; Mali, n=2; multiple countries, n=2;
Cameroon, n=2; Rwanda, n=1; Burkina Faso, n=1; Malawi,

n=1; Sudan, n=1). Fourteen studies were conducted
in South Asia (India, n=6; Pakistan, n=5; Bangladesh,
n=2; Nepal, n=1). Ten studies were conducted in the
Middle East and North Africa (Jordan, n=5; Egypt, n=4;
Morocco, n=1). Four studies were conducted in East Asia
and Pacific (Indonesia, n=4). One study was conducted
in Latin America and Caribbean (Haiti, n=1).

Most studies focused on breast cancer (n=44). The
remaining 20 studies focused on the following cancer
sites: colorectal (n=3), multiple sites (n=6), cervical
(n=4), oral (n=2), ovarian (n=1), prostate (n=1), lung
(n=1), nasopharyngeal carcinoma (n=1) and Kaposi
carcinoma (n=1). Studies focused on the patient interval
(n=54), diagnostic interval (n=10) and pretreatment
interval (n=21).

Of the included studies, 11 were high quality and 53
were medium quality.

Quantitative studies

TCAM. Frequency of TCAM use in the patient interval
was reported in 11 studies (n=2415 participants; 10
breast cancer studies, 1 non-breast cancer study), and
the mean proportion of TCAM use across the studies was
0.20 (95% CI 0.09 to 0.31).** The mean proportion
of TCAM use in the patient interval in African studies
(n=7) was 0.23 (95% CI 0.07 to 0.40), and 0.17 (95%
CI -0.08 to 0.42) in Asian studies (n=4). Five studies
(n=953 participants; 4 African studies, 1 Asian study)
assessed the association between TCAM use and a longer
patient interval, with a mean OR of 3.60 (95% CI 2.06
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Table 2 Continued

Quality

Country (country

Intervalt appraisal

Tumour site Measures

classification*)

Study type

Population

Study

Medium

6.3 days)

Authors developed Tl (mean

survey measure

Oral

Pakistan (LM)

Observed;

71). Mean age: 48.3

119); women (n=

190 participants: men (n

Zahid et al®

cross-sectional survey of
patients with oral cancer

=54).

136); not married (n

years. Marital status: married (n

Education:<grade 5 (n

(n

19); >grade 10

161); grades 5-10 (n=

156); PKR10001-PKR20

10). Income (monthly): <PKR10000 (n:

=3),

31); >PKR20000 (n

000 (n

The symbol (-) refers to not applicable or data not available.

*Country classification in final year of data collection as defined by the World Bank (https://datahelpdesk.worldbank.org/knowledgebase/articles/906519-world-bank-country-and-lending-groups).

1The number of days/weeks in brackets denotes the cut-off for a long interval versus short interval and the % of participants with a long interval. Mean/median/binary interval times are given in some studies.

DI, diagnostic interval; GDP, gross domestic product; JD, Jordanian dinar; L, low-income economy; LM, low/middle-income economy; N/A, not applicable; NCE, Nigeria Certificate of Education; ; OND, Ordinary National Diploma; PI, patient interval;

PKR, Pakistani rupee; SES, socioeconomic status; Tl, pretreatment interval; UM, upper/middle-income economy.

t0 5.14). 2832343539 The mean OR was 4.32 (95% CI 1.54
to 7.11) for breast cancer studies (n=3) and 2.58 (95%
CI 1.39 to 3.77) for non-breast cancer studies (n=2).
Nine studies (eight African studies, one Asian study)
assessed the proportion of participants who used TCAM
who also had patient intervals greater than 3months,
with the mean proportion equal to 0.45 (95% CI 0.29
to 0.61).% 3394 The proportion of participants who
used TCAM who had patient intervals longer than
3months was 0.51 (95% CI 0.27 to 0.76) in breast cancer
studies (n=6) and 0.33 (95% CI 0.06 to 0.60) in non-
breast cancer studies (n=3).

Gender roles. In five female-only observed studies of
patients with breast cancer, competing priorities such
as housework or childcare were reported as a barrier in
the patient interval in Pakistan®® and in African coun-
tries”™ 1 2% (table 3). In three breast cancer studies,
women reported embarrassment about the medical
examination as an actual®® or anticipated®® *" barrier
to help-seeking in the patient interval in India** and in
African countries™ %’ (table 3).

Cancer knowledge. Lower cancer symptom knowledge
was associated with longer anticipated patient inter-
vals in three hypothetical studies with various cancers
in Jordan* * and lung cancer in Nigeria,” while one
hypothetical study found no association between ovarian
cancer symptom knowledge and anticipated time to help-
seeking in Jordan.”" In hypothetical studies, good lung
cancer symptom knowledge was associated with higher
educational attainment and higher income in Nigeria,”’
while good ovarian cancer symptom knowledge was asso-
ciated with higher income, but not educational attain-
ment in Jordan.” Living in an urban area in India was
associated with good breast cancer symptom knowledge
in one hypothetical study.*’

Misattribution of symptoms was associated
with a longer patient interval in seven observed studies of
patients with breast,?’8 4445 52 Colorecta1,40 cervical® and
oral®® cancers (table 3). Absence of pain was reported as
a barrier to help-seeking in the patient interval in four
observed studies of patients with breast cancer® **** or
Kaposi sarcoma® (table 3).

Emotional barriers to help-seeking. Fear of cancer was
a barrier to help-seeking in the patient interval in five
observed studies of patients with breast™* *** and oral
cancers® in African, Asian and Caribbean countries
(table 3). Fear of breast cancer surgery was not associ-
ated with longer patient intervals in one observed study
conducted in Uganda.” Concerns about escalation of
their cancer and a negative impact on relationships led
to refusal of treatment in two observed studies of patients
with breast cancer conducted in African countries.” *°

Access barriers. In four observed studies, long travel
times to hospital were reported in African countries™ ***’
and in Indonesia® (table 3). In two hypothetical studies
conducted in Jordan, participants anticipated difficulty
in arranging transport as a possible barrier in the patient
interval®* (table 3).

1232 34 40 44 45 52
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% of participants endorsed— % of participants endorsed —

Measure observed studies hypothetical studies

Cancer knowledge

Absence of pain 4% 17%5; 429%%; 48%2°

6% 6% 11%*; 38%*;
71%*

Fear of cancer

Anticipated difficulty in arranging transport - 29%*%; 49%1®

Anticipated medical costs - 42%%*; 68%*"; 83%*°

Cancer beliefs

Belief that breast cancer is incurable 63%%° 53%%7

Belief that cancer is caused by evil spirits 60%°%° 40%>°

Gender roles

Embarrassment about the examination 6% 7%, 15%*°

Fear of escalation 250438 _

Refusal of treatment due to emotional barriers 319%°%° -

2+ hours’ travel time to the hospital 19%%%: 50%°7; 69%°" -

Financial barriers

Reliance on family and friends to fund treatment costs 61%°; 75%% -

The symbol (-) refers to not applicable or data not available.

Financial barriers. In three hypothetical studies* ™ and  reported having to rely on gift/loans from friends and

15 observed studies of patients with breast®™ * *™*%* and
non-breast'? 28 36 39535758 4 cer conducted in African,
Asian and Caribbean countries, participants cited finan-
cial barriers as major contributors to longer patient
intervals or not seeking medical help for symptoms™ **
(table 3). In two observed studies conducted in African
countries, patients with breast cancer refused”® or post-
poned treatment®® due to financial issues (table 3). Partic-
ipants in observed studies conducted in African countries

family during the pretreatment interval to fund treat-
ment for various cancers>® %’ (table 3).

Cancer beliefs. Three hypothetical studies conducted in
India® and in African countries® * reported awareness
of the benefits of early breast cancer diagnosis. One hypo-
thetical breast cancer study conducted in Kenya® and one
observed study conducted in India with various cancers’
reported beliefs that cancer was incurable (table 3). Nega-
tive breast cancer beliefs were more prevalent in women

=1
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living in urban areas in Morocco in one observed study™*;
conversely, one hypothetical study reported higher nega-
tive beliefs about breast cancer among women living in
rural areas in India.”® Participants in an observed study
in India with various cancers believed that cancer was
caused by evil spirits and could be cured by rituals and
worshipping.”’ In one hypothetical study conducted in
Nigeria, women believed that breast cancer was caused
by evil spirits.” In an observed study of multiple cancers
conducted in India, over half of the sample thought that
cancer was contagious or were unsure, with those from
lower socioeconomic groups more likely to believe that
cancer was contagious.”

Social influences. In two observed studies of patients
with oral® and breast®® cancers conducted in Pakistan,
encouragement to seek medical help from their social
network promoted help-seeking in the patient interval®®!
and attendance for diagnostic appointments in the diag-
nostic interval.”’ However, one observed study conducted
in Pakistan found that patients with breast cancer who
disclosed symptoms to their social network experienced
longer patient intervals.”® One observed study conducted
in Uganda found that patients with breast cancer with
no social support experienced longer patient intervals.”*

Qualitative studies: meta-ethnography

Narrative summary data (third order) are presented
below. Supporting illustrative participant quotes (first-
order data) are presented in table 4.

TCAM. Most studies reported that the use of TCAM
lengthened the patient, diagnostic and pretreatment
intervals. In observed studies in Indonesia and in African
countries, TCAM was typically sought prior to modern
medicine in the patient interval,**™ after diagnosis in
the pretreatment interval®® ® or both™ highlighting that
help-seeking and accessing healthcare is a non-linear
process.

In hypothetical and observed studies mostly conducted
in African countries, it was common to believe that
breast!! #0679 717 31y d prostate” symptoms were caused
by evil spirits, a spell, or witchcraft or a benign cause (eg,
‘a boil’).%® 7 Beliefs about causality generally prompted
participants to visit TCAM healersin the patientinterval in
observed studies of patients with breast cancer in African
countries.® % 7247 Dye to causal beliefs, TCAM was
seen as a logical option to resolve symptoms and treat the
perceived underlying cause in the patient interval, and
was strongly influenced by cultural norms around TCAM
use in Indonesia® 7" and in African countries.”* % %77
In hypothetical” ™ and observed® ® ® studies conducted
in African countries and Indonesia, participants reported
beliefs that traditional medicine could cure breast,63 6673
nasopharyngeal® and cervical” cancers; whereas Egyp-
tian participants in a hypothetical breast cancer study
tended to believe that traditional medicine could only
cure non-cancer conditions such as coughs and colds.*

Help-seeking from TCAM practitioners after diagnosis
substantially lengthened the pretreatment interval. In

African countries and in Indonesia, TCAM was commonly
sought after diagnosis in patients with breast®%%%7 and
non-breast®® ® cancer. In these studies, use of TCAM in the
pretreatment interval was usually encouraged by friends/
family due to perceived affordability,” ®* % % © 7 eagier
access” ® and more trusted care® %™ when compared
with modern medicine. In observed studies of patients
with breast cancer conducted in African countries,
TCAM was sought in the pretreatment interval to avoid
mastectomy, thereby preserving breasts to avoid social
exclusion.” %7 In African patients with breast cancer,
biomedical cancer treatment was sought in the pretreat-
ment interval when symptoms did not resolve or wors-
ened, typically at an advanced cancer stage.” %% 7

Gender effects. In observed studies of patients with
breast® ® 8! and oral® cancers, and hypothetical breast
cancer studies”  conducted in African and Asian coun-
tries, it was common for women to require permission
from the family, usually their husband, prior to help-
seeking in the patient interval® %2 % 7 78182 anq for
husbands to make the final decision regarding treat-
ment in the pretreatment interval.”* In observed breast
cancer studies conducted in African and Asian countries,
husbands were a key influence on either prompting help-
seeking or refusing permission to seek medical help in
the patient interval or treatment in the pretreatment
interval 52 63 69 74 81 However, sometimes the husband’s
decision was overridden by the extended family.” ®
Breast examination by a male doctor was reported to be
a key barrier in the patient and diagnostic intervals for
Indian,” Egyptian®* * and Bangladeshi®" women due to
cultural beliefs about modesty.®” % #! 8

As primary caregivers, women in observed and hypo-
thetical studies conducted in Indonesia and African coun-
tries reported prioritising family and work commitments
over their personal health as barriers to help-seeking
for breast™ * %7 ™ and non-breast'® ® ™ cancer symp-
toms in the patient interval. Medical help was sought in
exceptional circumstances, typically if they were in pain
and could not carry out domestic or childcare responsi-
bilities.””* Limited financial resource meant that health-
care costs for women were often lower in priority, and
when women in breast cancer studies eventually sought
medical help/treatment in all intervals, some described
feeling guilty about usin% limited financial resources
towards medical costs.”? "

Cancer knowledge. Knowledge of breast
non-breast™ cancer was generally obtained from social
networks, although some participants in African'® % 7'="
and Egyptian® breast cancer studies described the influ-
ence of cancer awareness campaigns. The point of diag-
nosis for some African patients with breast cancer® * %
and Indonesian patients with nasopharyngeal® cancer
in observed studies was the first time they had heard of
cancer.

In observed and hypothetical studies conducted in
Asian and African countries, breast,80 81 cervical,13 pros-
tate” and oral® cancer symptom knowledge was poor

63 64 73 76 80 83 and
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Theme
Subtheme Example quotations

Knowledge of cancer

Self-examination behaviour/ ’Based on the education for frequent checks of the breast for cancer lumps, | developed the routine checks daily.
source of symptom knowledge It was during one of those checks for lumps that | identified the lump in my breast the very first month | had my
menopause.’ (Breast cancer, observed, Ghana”")

Pain as a motivator for help- ’l came with my sister. She told me she had a lump on her breast about two years back. We were not worried that
seeking much because it was painless. But, starting last year, the lump become painful and we took her to [a clinic].” (Breast
cancer, observed, Ethiopia84)

Lack of knowledge of cancer as 'l had absolutely no idea what breast cancer was or any knowledge about the disease and symptoms before my

a disease diagnoses. | was totally ignorant about what was going on in my breast. Therefore, | did not take any action earlier.’
(Breast cancer, observed, Ghana®)

Knowledge of cancer obtained "This disease is very dangerous; | have seen my relatives and my neighbor who had breast cancer. They did not
from social networks recover and finally died.’ (Breast cancer, observed, Indonesia’’)

Reliance on traditional,
complementary and alternative
medicine (TCAM)

Cease TCAM and seek medical "They [men] go first to the traditional healer because he or she is versed with the traditional treatment. If it doesn’t
help when TCAM was considered work, then they go to the hospital.’ (Prostate cancer, hypothetical, Cameroon’®)
ineffective

Fear of disownment/divorce if ’Maybe if a girl is known to have breast cancer, one may be divorced if she is married. If a girl gets cancer and one
diagnosed with cancer of her breasts is removed obviously that one will be rejected. One time...a woman had cancer. The husband'’s family
did not want her... They disowned her.’ (Breast cancer, hypothetical, Kenya®)

Cancer fatalism "When | hear the word cancer, | see death, | see a growth that leads to death.’ (Breast cancer, hypothetical and
observed, Kenya™®)

Belief that their cancer was a ’My cancer is a spiritual attack, it is caused by witches and wizards, | [knew] it would happen. | was told that cancer
spiritual attack arrow would be fashioned.’ (Breast cancer, observed, Nigeria’™)

Lay symptom disclosure facilitated ’After a year, | went to [Eastern Ethiopia] where my biggest child lives. | told him that | had a lump on my breast. |
symptom interpretation and think he heard about breast cancer. He immediately took me to nearby clinic.’ (Breast cancer, observed, Ethiopia®))
promoted medical help-seeking

Seek symptom advice from ’| told my pastor and then he recommended Dr. X.” (Breast cancer, observed, Ghana’®)
religious leader

Husband encouraged help- 'l told my husband. He told me that he has no money and that | should ask God for help and see a traditional healer.
seeking from TCAM His younger brother also said someone has put a spell on me.’ (Breast cancer, observed, Mali'")

Continued
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Theme
Subtheme Example quotations

Women prioritise family and work ’Women have no time for themselves. You take care of the children; you take care of the husbands, the shamba

commitments over their personal  [vegetable garden], and everything, even the [extended] family... In fact, there are few of us who take care of

health ourselves such as going for a walk or going for aerobics. If you take a holiday, people will look at you. You are seen
as somebody who is not okay. It is not in our culture.’ (Breast cancer, hypothetical, Kenya”)

Male health prioritised ’A woman can bear it if it is a serious disease but a man says “No | cannot, | must see a doctor quickly”.” (Breast
cancer, hypothetical, Egypt®)

Diagnostic interval

Power imbalance between doctor ’We listen to what the doctor says because the doctor knows, he was trained in many things. You don’t know
and patient anything. So if he tells you to do something, you have to do it.’ (Breast cancer, observed, Malawi’®)

System barriers It took three years for me to know that it was cancer because they took it [sample] to Blantyre. In the first year, it got
lost. They took another sample. It got lost again. During the third time, that was when they diagnosed cancer of the
breast.” (Breast cancer, observed, Malawi’)

Reliance on TCAM

Use of TCAM due to fear of 'l was really afraid of surgery, it was not wrong to try another treatment such as herbal medicine and another
surgery method of traditional treatment which were more comfortable for me.’ (Breast cancer, observed, Indonesia’’)

Stigma

Fear of cancer stems from social 'l felt it was the end of the world, because | had not seen anyone who recovered from it.’ (Breast cancer, observed,
networks Uganda’®)

The need to refocus the mind to  ’Everything is from the mind; this is what | always say. If you tune your mind, you will be okay.’ (Breast cancer,
cope with a diagnosis of cancer  observed, Ghana")

The need to maintain a positive "This cancer is painful, but I'm going to fight back. It is going to hurt me, but | am also going to fight back. | am not
attitude to cure cancer going to allow it to get over me. | decided to remain positive despite what has happened.’ (Breast cancer, observed,
Uganda’®)

Belief that modern medicine was  ’I was told that cancer medicine kills everything—good and bad inside you. | decided to keep living and not kill
ineffective and invasive myself with those dangerous medicines.’ (Breast cancer, observed, Ghana®)

Preference to die from cancer than ’A woman’s glory is her breast, so what is your use if one of your breasts is not there? | will rather die with my two
undergo mastectomy breasts than live with one.’ (Breast cancer, observed, Ghana’?)

Continued
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Table 4 Continued

Theme

Subtheme Example quotations

Removal of breasts considered to ’Some think that if you have no breast then your husband would not have something to hold; there are many places
diminish a woman’s sexual identity the man can play with; so one can still have a fulfilling relationship with a man.’ (Breast cancer, observed, Ghana’")

Modern biomedical medicine

Suspicion about modern medicine ’They say medicines given from hospital here [to the community] could be family planning pills given secretly, and
many of them are not ready to do family planning. Others even say that [community outreach] is an organization for
devil worshippers.’ (Breast cancer, hypothetical, Kenya®)

High financial cost of modern
medicine
observed, Mali'")

Reluctance to use government

’If you don’t have the financial power, neither you nor your husband, they don’t care for you, even if you cry; but
if they know you have money, they give you attention. That’s why | am using traditional medicine.’ (Breast cancer,

'l would like to pay no matter what, my son told me not to use BPJS they would treat us like less important.’

assistance for medical bills due to (Nasopharyngeal cancer, observed, Indonesia®®)

fear of mistreatment

Access problems
Malawi’®)

Economic hardship

High transportation costs

'l was worried about transport [...] If it was near, | could have been coming sooner.’ (Breast cancer, observed,

"We rely on farming in order to find money for transport...[we were] waiting until we sell tobacco to find money to

use for transport to go.’ (Breast cancer, observed, Malawi’®)

Did not accept treatment due to

’Immediately | went to the lab and came here, they immediately scheduled me for surgery. | didn’t have money so |

cost went home and never came back because | didn’t have money... | run away because of the money.’ (Breast cancer,

observed, Ghana™)

Prioritising educational bills over
medical bills

"At the time | discovered this lump in my breast, my daughter had just been accepted into [university] to study
nursing... | didn’t come [follow up with treatment] because | wouldn’t have been able to work to provide [financially]

for my child and | would have destroyed her life... so | wanted to her to go because | knew that even if | had passed
away, she would have entered the University.’ (Breast cancer, observed, Ghana’®)

Social influences

Husband refused permission to
seek medical; family over-rode
decision

Husband refused permission for
mastectomy
cancer, observed, Ghana®®)

Accepting God’s will

’My husband was against mastectomy, but my mother and uncle prevailed upon me to have it. | obeyed my mother
and uncle and had the mastectomy even though | thought just removing the lump would be okay since the breast
looked normal.’ (Breast cancer, observed, Ghana®®)

’A day to the operation, my husband decided not to allow the operation to come on. | was subsequently discharged
even though the doctor wasn’t happy about it. | was taken to a(n) herbalist. In fact, | went through a lot.” (Breast

"According to the bible in Jeremiah 30:17; the word of God says that "I shall be whole again”, | believe that they will

not cut it and the lump will go.’ (Breast cancer, observed, Nigeria™)

and mainly restricted to lumps as a cancer symptom.* 77

In observed studies of patients with breast cancer, misat-
tribution of symptoms contributed to longer patient
intervals,'! 03 6466 7072 THT6 TTBI8284 1 o ok of pain was a key
barrier to help-seeking in the patient interval in observed
breast cancer studies conducted in African countries
due to misattribution %0456 70 2784 painless symptoms
and/or symptoms that did not hinder daily functioning
lengthened the patient interval in observed studies of
African patients with breast cancer® %78 3d Indo-
nesian patients with nasopharyngeal® cancer. Symptoms
that persisted, changed or became painful motivated
help-seeking in the patient interval in observed studies
of patients with breast®® 7 %8 3 cervical cancers.

Stigma. In hypothetical and observed studies conducted
in Asian and African countries, cancer was a source of
shame and stigma’ 7" # that influenced help-seeking
across all intervals due to fear of social rejection and
treatment, and presumed death after diagnosis.*” %27 8! 2
In Indonesia and in African countries, cultural norms
around cancer stigma and secrecy after breast™ 27470 77
and prostate” cancer diagnosis meant that there was a
lack of exposure to cancer, and negative illness synonyms

such as ‘the bad disease® %* 7% were used. Cancer taboo

was reinforced in hospital settings in African countries
where health professionals referred to cancer as ‘that
diseasé or “the sickness’,” and commonly withheld details
of the diagnosis from the patient.”

In observed and hypothetical studies conducted in
Asian and African countries, breast!! 62 6466 67697273 7778 81
and oral® cancer stigma stemmed from beliefs about the
causes of cancer in general, where cancer was mainly
viewed as a form of punishment, out of one’s control
or the patients’ destiny!! 2 64 6 67 69 72 73 77 8 8182 g
beliefs lead to fear of disownment or mistreatment from
family or the community in Asian and African coun-
tries.”” 772 7788183 participants in observed breast cancer
studies reported that seeking social support after diag-
nosis in the pretreatment interval was potentially risky
due to stigma associated with cancer.” ™ In observed
studies, strong religious beliefs facilitated acceptance of
the consequences of their cancer in Indonesian patients
with nasopharyngeal cancer® and Ghanaian patients with
breast cancer” leading to refusal of cancer treatment,
accepting God’s will or entrusting God to cure the cancer
without the need for biomedical treatment,**% 7772
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Financial barriers. In hypothetical and observed studies,
high medical and transportation costs were a major
barrier in Asian and African studies across all inter-
vals,!! 1% 02 63 6578 B0BL 85 o rticularly for patients living in
rural areas. Many participants did not have healthcare
insurance, or insurance coverage was limited to certain
treatments.” > ™ 77 8 The pretreatment interval in
Asian and African studies was lengthened while patients
with breast' 27 77 8 % and non-breast” ® * cancer in
observed studies obtained the financial means to cover
medical costs and/or transport, often using more afford-
able TCAMs. Patients in observed breast and non-breast
cancer studies conducted in Indonesia and African coun-
tries'! 7™ relied on relatives, the community and the
church for financial support for medical bills and trans-
port costs which shortened the pretreatment interval.

Social influences. Social networks—family, friends,
the local community, elders, the church—were found
to play a pivotal role in help-seeking at all intervals. In
observed studies conducted in African and Asian coun-
tries, typically spouses, close relatives or church leaders
were consulted on discovery of a breast™ ¢* 7072 78 81
non-breast'™ ® * symptom. Symptom disclosure could
lengthen or shorten the patient interval in observed
studies of patients with breast and non-breast cancer
conducted in Asian and African countries depending on
whether symptoms were attributed to cancer by friends
and family!! 1% 0365 6970 72 T4 T8 8284 5 ywhether patients
were encouraged to see‘k‘helk) from TCAM!! 0264097074 (5
modern medicine, 111364657072 7478 82 84

Beliefs about cancer. Most studies assessing fearful
and fatalistic cancer beliefs found that these length-
ened all intervals. In observed and hypothetical
studies conducted in Asian and African countries,
breast, 7 6264 6 6737476 7780 1o sharyngeal,” oral®? and
prostate” cancers were conceptualised as dangerous,
painful and deadly. Negative beliefs were usually based
on experiences of people within patients’ social network
with a cancer diagnosis.®®* % 778 % There were few
accounts of positive survival stories.”*

For women in observed breast cancer studies
conducted in African countries, the possibility of disfig-
urement lengthened the pretreatment interval or led to
treatment refusal.”* 2™ [n hypothetical and observed
studies conducted in Indonesia’” and in African coun-
tries,”” %712 the removal of a woman'’s breasts through
mastectomy was considered to diminish her sexual
identity, self-worth, personal relationships and value
in society. In hypothetical and observed breast cancer
studies, women recounted examples of cancer diagnoses
that resulted in divorce or social rejection,” 72776 7881

Modern medicine. One hypothetical breast cancer study
conducted in Egypt reported positive views towards
modern cancer treatment,”’ although few women in
hypothetical and observed breast cancer studies reported
knowledge about the benefits of early diagnosis for breast
cancer.® 778 [n most observed and hypothetical studies
conducted across African and Asian contexts, modern

biomedical treatment for breast® 646067 70-727781 5 d non-

breast®® ” ™ cancer was generally perceived as expen-
sive, invasive and ineffective, with harmful side effects
that destroy the body and/or lead to disfigurement
and shame. In some hypothetical and observed studies
conducted in African countries, breast cancer surgery
was believed to escalate cancer progression.®? 2777

Suspicion and mistrust of biomedical care in Asian and
African countries lengthened the patient and pretreat-
ment intervals in observed breast cancer studies, and
prompted visits to TCAM practitioners,' % 769707683 1y
hypothetical and observed studies conducted in African
and Asian countries there was a perceived imbalance
of power between doctors and patients, with reports of
health professionals dominating discussions about treat-
ment and lacking empathy,®=07 9 70 78 70 7779 83 pagien s
with breast” ™ " 77 and nasopharyngeal® cancers in
observed studies were reluctant to question their diag-
nosis or ask questions in Asian and African countries.
This power imbalance was most prominent in uninsured,
lower income, less educated and rural patients, where
some studies reported instances of mistreatment or
suboptimal treatment.'! ® 77" ™ In observed studies of
patients with breast'' 7" and nasopharyngeal® cancers,
some low-income uninsured patients who were eligible
for government assistance to cover healthcare costs some-
times described refusing the financial support due to
fear of differential treatment by medically trained health
professionals.

DISCUSSION

This was the first comprehensive review of psychosocial
barriers to medical help-seeking behaviour for cancer
symptoms and access to healthcare in LMICs. Use of
TCAM was a key barrier to prompt medical help-seeking
in LMICs. Consulting TCAM was influenced by causal
beliefs about symptoms, familial pressure to visit a tradi-
tional healer, ease of access, affordability and a prefer-
ence to avoid biomedical treatment. Biomedical treat-
ment was perceived as invasive, disfiguring, ineffective
and expensive, and in some contexts medically trained
doctors were perceived as untrustworthy and corrupt.
Fear, shame and stigma associated with cancer were a
barrier to help-seeking that prompted refusal of treat-
ment due to fear of social rejection. Women were seen
as having particular high levels of challenges and barriers
to prompt cancer help-seeking, such as needing permis-
sion from the husband or family to contact the medical
system, their health being seen as lower value and female-
specific stigma around breast cancer. The cost of travel
and healthcare appointments/treatment was a key
barrier across all intervals.

Consistent with previous narrative reviews and one
meta-analysis conducted in HIC and/or LMIC contexts,
low symptom knowledge,'* ' ¥ misattribution of symp-

10198 K egative beliefs about cancer' '* ¥ and fear of

toms,
treatment'”*® were associated with longer patientintervals,
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suggesting these are universal barriers to cancer help-
seeking. Findings from our meta-ethnography indicate
that cancer is highly stigmatised in LMICs partly due to
beliefs about causation and low knowledge of the disease,
and impacts help-seeking across all intervals. One review
of breast cancer studies in LMIC contexts found fair to
moderate evidence that the use of TCAM healers length-
ened the patient interval,'” while our updated review
covering all cancers found strong evidence that use of
TCAM was prevalent and a key influence on help-seeking
across all intervals. No review in HIC has reported use
of complementary medicines, suggesting that TCAM use
may be particularly important in LMICs.

Due to the predominance of breast cancer studies and
patient interval studies, we were unable to draw strong
conclusions in relation to help-seeking in the diagnostic
and pretreatment intervals, or for non-breast tumours
and male help-seeking. Additionally, some findings were
presented descriptively, meaning it was not possible to
assess their influence on time to help-seeking. Heteroge-
neity among the quantitative studies precluded a formal
meta-analysis® due to inconsistencies in help-seeking
thresholds (eg, definitions of ‘delay’ ranged from
2weeks” to 6months®) and the use of a wide range of
psychosocial measures, many of which were unvalidated,
increasing the difficulty of integrating findings. There
were additional inconsistencies in the reporting of statis-
tical results, for example, not reporting non-significant
findings and not providing full information needed to
interpret statistical results. The quantitative study team
met frequently to discuss each paper in detail and the
data set as a whole to agree on which variables could be
analysed using meta-analytic techniques. Due to consis-
tency of reporting and the high number of studies that
assessed TCAM use, TCAM use was the only variable that
could be analysed using meta-analytic techniques. Itis a
limitation of our review that other non-TCAM variables
could not be summarised using meta-analytic techniques
for comparison. Due to small sample sizes, it was not
possible to assess whether TCAM use varied as a function
of region. There are methodological limitations associ-
ated with measuring observed and hypothetical help-
seeking behaviour, with a possible intention-behaviour
gap in hypothetical studies and recall bias in observed
studies. We included both types of studies in our review
to balance the limitations associated with each study
design.

Future research on cancer help-seeking behaviour in
LMICs should consider using validated measures’ ® with
reporting of all statistical results (significant or not) and
use of ORs, to allow for summarisation across studies.
Freely available and validated measures include the
Cancer Awareness Measure,88 the Awareness and Beliefs
about Cancer Measure,” and the Cancer-Symptom
Interval Measure.” Pilot testing should be conducted
with a sample of potential participants to ensure cultural
relevance of translated or new survey items. A number
of studies in our review included limited assessment of

TCAM, and further research is required to understand
in depth the influences of TCAM on the patient interval.

Lack of symptom knowledge and negative beliefs about
cancer appear to be universal barriers to cancer help-
seeking behaviour, suggesting that elements of existing
awareness campaigns (eg, Be Clear on Cancer; https://
www.cancerresearchuk.org/health-professional /aware-
ness-and-prevention/be-clear-on-cancer) could poten-
tially be adapted for LMICs. Cultural and context-specific
barriers reflecting TCAM use and gender influences on
medical help-seeking are key barriers in LMICs that
would need to be addressed sensitively and in collabora-
tion with local communities.

CONCLUSION

With rapidly rising cancer incidence in LMICs, efforts to
improve early cancer diagnosis and treatment through
system-level interventions and individual behavioural
interventions are critical to reduce cancer mortality.
Interventions must address major barriers to medical
help-seeking for symptoms and decisions to access
healthcare for diagnosis and treatment in LMICs by
raising cancer awareness, modifying negative beliefs
and addressing cultural barriers such as TCAM use and
barriers for women.
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