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Abstract

Introduction Non-Communicable Diseases (NCDs) place a significant burden on India’s healthcare system,
accounting for approximately 62% of all deaths in the country in 2017. The southern Indian state - Kerala - has some
of the highest rates of NCDs. Within the state, the fisherfolk community has a high prevalence of risk factors such

as tobacco use and alcohol consumption. Working in the fisheries industry demands physical exertion, night shifts
alongside extended periods of time at sea (for seafaring fisherfolk). Evidence is scant on how these conditions relate
to the health-seeking experiences of fisherfolk, particularly in the context of NCDs. We conducted a qualitative study
in two districts of Kerala to fill this gap.

Methods In-depth individual and small group interviews— as per participant preference — with male and female
fishing community members living with NCDs were conducted between October 2022 and February 2023 in two
districts of Kerala. Interviews were conducted to explore community members’ experiences with health-seeking

for NCDs. Transliterated English transcripts were coded using ATLAS ti software and analysed using thematic analysis
with inductive generation of codes, with indexing against Levesque, Harris, and Russell’s 2013 access to healthcare
framework.

Results Thirty-three interviews with 42 participants were conducted. We found that NCDs were usually diagnosed
late- either when admitted/consulted for other illnesses or when the symptoms became unbearable. Health-seeking
patterns differed between seafaring and inland fishing subgroups, who were sampled from two districts in the state.
Seafaring fisherfolk preferred public facilities for reqular checkups and medicines while in-land fisherfolk relied

on private facilities, although it was considered expensive. Ability to seek care was impacted by the working hours
of the health centre which did not suit their working hours. Health constaints and related expenses also impacted
their financial status and occupation, with some opting for less strenuous jobs.

Conclusion This study highlights the NCD-related health-seeking experiences of the fisherfolk community in Kerala,
India. Fisherfolk reported self neglect, delayed diagnosis, cost and livelihood constraints owing to the onset of NCDs,
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even as dual practice and medicine access in the public sector were appreciated. Overall, larger studies and policy-
making processes should consider in depth the experiences faced by particular economic groups like fisherfolk, who

may face unique health and care-seeking challenges.

Keywords Fisherfolk, Non-Communicable Diseases, Healthseeking

Introduction

The World Health Organization (WHO) defines Non-
Communicable Diseases (NCDs) as conditions that
develop over an extended period of time resulting from
a combination of genetic, physiological, environmen-
tal, and behavioural variables [1]. NCDs are frequently
linked to unhealthy dietary habits, lack of physical activ-
ity, and the consumption of excessive salt, tobacco, and
alcohol [2, 3]. Living with NCDs could end up in sudden
life-threatening health issues, for example, heart attacks,
stroke, and cancers. The financial consequences of NCDs
are dramatic: people end up exhausting their savings [4],
losing their jobs [5], and ending in long-term debts [6].

NCDs pose a significant burden to India’s health-
care system; as per an analysis published in 2017, they
accounted for approximately 62% of all deaths in the
country [7]. As per the report, around 90% of premature
deaths in the southern Indian state of Kerala were attrib-
uted to NCDs, which is among the highest levels of NCD
burden in the country [7]. According to another study
conducted in 2019, 82% of individuals aged 18—64 in Ker-
ala had one or more risk factors for NCDs, and almost
half had multiple risk factors [8].

Recognizing the growing incidence of NCDs, various
initiatives have been introduced by the Indian government.
This began with the National Programme for prevention
& control of Cancer, Diabetes, Cardiovascular diseases &
Stroke (NPCDCS), which was launched in 2010, giving
thrust to secondary prevention in particular. By 2013, with
the introduction of National Action Plan and thereafter
Multisectoral Action Plan for NCDs, there was an increase
in screening and early detection efforts while decentral-
izing NCD programs [9, 10]. Primary Health Centres
(PHCs) in Kerala serve as the primary point of contact for
individuals seeking healthcare services for NCDs. These
centres offer consultations and diagnostics at a nominal
price, making healthcare accessible to all socioeconomic
groups. Additionally, medicines are provided free of cost,
ensuring affordability and equitable access to essential
healthcare resources for the community. In 2017, the Ker-
ala government introduced a package of health reforms
called Aardram, under which PHCs were renamed Fam-
ily Health Centres (FHCs), with substantial service and
human resource expansion [11, 12].

As per figures from 2020, Kerala hosts 335 fishing vil-
lages with over 185,000 seafaring fishermen and 51,000

inland fishermen active in the state [13]. Kerala’s fish-
erfolk community has been found to have high preva-
lence of risk factors such as tobacco use and alcohol
consumption [14, 15]. Across India, studies suggest that
this community possesses unique characteristics such
as physical exertion, night shifts alongside extended
periods of time at sea [16, 17]. Not only do these occu-
pational exigencies set them apart from other workers,
they specifically add to the NCD risk for this occupa-
tion group [15]. The effects are acute, but understudied:
news coverage suggests that fisherfolk are frequently
prone to heart attacks and injuries while at sea [18-21].
Along with other factors, early diagnosis and manage-
ment of NCDs such as high cholesterol and blood sugar
levels are crucial for the prevention of these fatal health
challenges [22].

The health status of the community is compounded
by income inequality and reliance on debt [23]. With
reduced income and no alternative job opportunities,
the fisherfolk are forced to continue to live in poverty
[24]. Studies have traced the economic struggles of this
community as the state has marched on a path towards
globalized capitalism, broadly relying on a model of
‘accumulation by dispossession, with workers’ move-
ments and the Catholic church offering some solidarity
and resistance [25]. The unequal distribution of income
and reliance on debt create additional stressors, which
may lead to poorer health outcomes and limited access
to healthcare resources [23]. One study found that in
2016, the Human Development Index value for Kerala’s
marine fisherfolk was 9% points lower than that of the
general population of the state, much closer to the aver-
age HDI of India (Kerala marine fisherfolk: 0.68, Ker-
ala general population: 0.77, India general population:
0.64) [26]. Notwithstanding the introduction of vari-
ous social security, welfare and direct benefit schemes
for this occupational group, awareness, enrollment and
impact of these appear to be low [27].

That said, across India as within Kerala, the fish-
erfolk community is quite heterogenous : seafaring
fisherfolk work long hours in the sea, far away from
the land, devoid of any facilities except for basic sup-
plies like food and water, while inland fisherfolk spend
their night fishing for their livelihood in their boats.
Women in the fisherfolk community are involved in
fish processing and selling activities [28]. They are also



Surendran et al. BMC Primary Care (2024) 25:354

involved in other fishery-related labour such as repair
of fishing nets, which is typically unpaid, rendering
these workers unrecognised and unsupported as part
of the fisheries sector [29]. The patriarchal structure
prevalent in India, including Kerala, extends to fisher-
folk communities, where traditional gender roles often
designate the husband or son as the head of the fam-
ily, with women playing a subsidiary role in household
decision-making [30], notwithstanding the launch of
several training programmes targeting women and
women’s groups [31, 32]. This often can have implica-
tions for health — although this is not directly studied.
For example, a study conducted among seafaring fish-
erfolk found that women were excluded from beach-
front recreational activities, having instead to spend
their time in commercial and familial tasks [30]. The
role such socialising, physical activity, and leisure time
may play in mitigating stress and risk factors for Non-
Communicable Diseases (NCDs), was unexplored in
this study.

More broadly, although the prevalence of NCD risk
factors among the fishing community has been estab-
lished in the literature [15, 33], a phenomenon also seen
in a parent study (see Table 1) we conducted in the state
from 2017 to 2022, there is little or no exploration of how
the community seeks medical help, manages the NCDs
and how it impacts them. We therefore conducted a sub-
study to understand the healthcare experiences of the
fisherfolk community living with NCDs with the scope of
identifying opportunities to embed their needs into the
existing healthcare system reform process.

Methods

Study setting and information about participants

A qualitative study was conducted with fisherfolk com-
munities residing in Alappuzha and Kollam districts
of Kerala. Both districts are home to large populations
of fisherfolk — seafaring and inland. In Alappuzha, we
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interviewed seafaring fisherfolk living by the seashore.
This site was located near a National Highway (NH), pro-
viding relatively convenient access to both public and pri-
vate hospitals. The FHC was approximately 3 km away,
while the Community Health Centre (CHC) was 6 km
away. Numerous private clinics were in close proximity,
with several private secondary hospitals clustered around
the CHC. The NH location also allowed participants to
use public buses for direct transportation to the medi-
cal college, about 10 km from the study site. Study par-
ticipants from Kollam were engaged in inland fishing and
resided near the lake. A private secondary hospital was
within walking distance, and the FHC was 3 km from the
study site. Similar to Alappuzha, participants in Kollam
had access to nearby private clinics, some within walk-
ing distance from their homes. Kollam district is home
to many private secondary and tertiary hospitals at the
district centre which is more than 20 km away from the
study site.

Male members of the fisherfolk community who were
still engaged in the profession and were living with
an NCD were considered eligible for the study. Their
female counterparts who were living with an NCD were
included irrespective of their profession. The selection
of participants for this study involved careful considera-
tion of specific NCDs for inclusion in the study. NCDs
that have been found to be associated with acute health
outcomes or risks such as diabetes, high blood pressure,
high cholesterol, hyper/hypo thyroid, and asthma were
considered as these were also commonly seen NCDs in
the study sites. To capture the specific living conditions
experienced while actively engaged in fishing, individu-
als who had retired from fishing as an occupation were
intentionally excluded from the study. Individuals who
had been diagnosed with an NCD within one month
prior to the data collection period were excluded from
the study, as we felt their experience living with an NCD
may be short/nascent.

Table 1 Understanding health equity in Kerala in the context of Universal Health Coverage: a five-year mixed methods research study

The study reported in this manuscript was conducted as a result of findings from our larger study exploring equity of Universal Health Coverage (UHC)
reforms in Kerala [34]. As part of this study, we conducted Focus Group Discussions (FGDs) with various identified “vulnerable” groups in four districts
of Kerala [35]. Among the identified vulnerable groups were inland and seafaring fisherfolk, in different districts of the states. Through the course of our
fieldwork, we developed a number of methodological insights and also research findings that were striking.

Regarding methodological insights, we found that creating FGD size groups of 8-10 persons was quite difficult, given their working hours and the need
to rest during the day. While in some cases, fisherfolk were able to assemble in smaller groups of 2 or 4, doubling or quadrupling the number proved
to be impractical and an imposition on the time and goodwill of our participants. We therefore decided that any further fieldwork, if undertaken

with this group, would have to be 1:1 or in small groups.

Interestingly, we learned that many more study participants in these groups (than we were expecting and than we had seen in other groups) were liv-
ing with NCDs and in need of regular medical attention. Women often were the caretakers of their families. Apart from this labour in the care economy,
we learned that women were engaged in income-generating activities in the form of daily wage labour in the Mahatma Gandhi National Rural Employ-
ment Guarantee Act or at prawn peeling sheds. Since seafaring fisherfolk spend most of their lives in the sea, they reported not having regular access
to healthcare, a finding also seen among fisherfolk in nearby Puducherry [17]. Inland fisherfolk showed resistance to use of public healthcare facilities,
suggesting a preference for private facilities. The need expressed by this group, and the apparent gaps in the system'’s ability to meet them, drove our
interest in a more in-depth study with this community in particular.
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Data collection

Data was collected between October 2022 and Febru-
ary 2023. In-depth interviews were conducted either
individually or in groups as per the preference of par-
ticipants. Initially, participants were identified using
purposive sampling with the help of system actors who
were known to and trusted by the community members,
such as Local Self Government (LSG) and community
health workers, popularly known as ASHAs; and com-
munity leaders with whom we had established rap-
port through our larger study. Since it involved visiting
participants’ houses to whom we were unknown, hav-
ing system actors helped in availing a formal acknowl-
edgment of the conduct of the study in their area and
ascertaining the denominators of our intended popula-
tion, helping us identify potential participants for the
interview. In such a situation, their presence during the
interview could not consistently be avoided. Mindful of
the Hawthorne effect and other biases introduced due
to the presence of system actors, further recruitment
was done through snowballing techniques from par-
ticipants interviewed. Face-to-face in-depth interviews
were conducted by a trained qualitative researcher
with postgraduate training in anthropology (SS) using
the local language, Malayalam, at a place convenient
to the participant. An interview guide modified from a
previous similar study [36] was used for data collection
(Interview guide attached as supplementary file 1). The
guide covered a range of questions about their NCD
health status, their preferred healthcare facility and the
drivers of their choice, and their (and their family’s)
healthcare journey and experiences related to the man-
agement of NCDs. Each participant was interviewed
once and interviews were audio recorded with consent.
During interviews, participants were assured of their
comfort and right to refuse questions they weren’t com-
fortable with. When needed, the recording was paused
to respect their privacy, and data was not included in
the analysis. In five cases, family members, usually the
spouse/son/daughter, who were also caregivers for the
participants, joined the interview and provided details
of the participants’ healthcare journey. Given that the
interviews took place in their homes, this involvement
was unavoidable. Interviews were conducted until data
saturation was attained from all subgroups identified
(seafaring fisherfolk community- male and female, in-
land fishing community- male and female).

The audio files were outsourced to a paid, empaneled
transcription company to transcribe and translate verba-
tim to English, with appropriate and verified assurances
of privacy and confidentiality of the data. The English
translation was cross-checked by SS for accuracy with
the original audio in Malayalam.
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In addition, field notes were taken during the inter-
views. We also field-noted informal conversations with
other stakeholders including the Medical Officer (MO)
of FHCs, LSG leaders, and community leaders who were
contacted on a regular basis during the study.

Data analysis

Data analysis in this study employed a thematic analysis
approach [37]. The data was meticulously coded line by
line using ATLAS.ti software by SS and GB. Initially, a
set of codes and code groups was established by modi-
fying the codebook used in the previous study and using
the topic guide of this study. The code book was subse-
quently discussed and refined based on inputs from other
team members (DN, JJ) and finalized to facilitate further
coding. Regular discussions were held to deliberate on
the emerging codes resulting from additional analysis
(major codes used have been provided in supplementary
file 2). Findings were shared back with the community for
member checking. Weekly meetings with the principal
investigator and team were held throughout the duration
of the study which facilitated widened perspectives and
feedback for improving the study.

We used Levesque, Harris, and Russell’s 2013 frame-
work on accessing healthcare [38] for access to healthcare
to summarise our results. This framework offers a com-
prehensive and dynamic understanding of access to care,
identifying relevant determinants that impact access
from a multilevel perspective. While the framework also
considers factors related to health systems, institutions,
organizations, and providers, our focus was on the indi-
vidual, household, community, and population levels, so
we included only these aspects in our analysis.

Ethics and consent

The Institutional Ethics Committee of the George Insti-
tute for Global Health approved this study with ethical
clearance (Project Number 05/2019). Before initiating
fieldwork, the LSG leaders and Medical Officers (MOs)
at FHCs were informed about the study and the pro-
posal was shared for their approval. Prior to participa-
tion in interviews, informed verbal consent was obtained
from all participants, ensuring their understanding and
voluntary involvement in the research. Confidential-
ity measures were strictly upheld, as only researchers
were granted access to participants’ identifiable infor-
mation, thereby safeguarding their privacy and data
confidentiality.

Results

We conducted a total of 33 interviews with 42 partici-
pants in the age group of 42-72 years. Of the total, 24
were with inland fishing community (15 men and 9
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women) and remaining 18 with seafaring community (8
men and 10 women). Hypertension (N=22), high cho-
lesterol (N=17) and diabetes (N=16) were the most
common ailments experienced by participants. Hypo/
Hyperthyroidism (N=5) was also prevalent among
women, more so in the seafaring community. Two par-
ticipants had asthma. Table 2 provides detailed demo-
graphic details of the participants. Other ailments noted
for the participants were stroke, disability, kidney issues,
and injuries. Of 42 the participants, 26 had multimorbid-
ity. We detail the healthcare experiences of inland and
seafaring fisherfolk along their NCD management trajec-
tory, using Levesque, Harris, and Russell’s 2013 frame-
work on accessing healthcare (see Fig. 1).

Ability to perceive

Low awareness, mixed outreach for awareness-raising
Although highly prevalent in the community, NCDs
were not conditions people proactively got checked for
and diagnosed. Most of the participants did not know
they had an NCD until they visited the hospital (OP/IP)
owing to an acute health event. A male inland fisherman
shared his experience- ‘I had an operation for hernia... It
was then that I got to know that I have blood pressure and
cholesterol. Since then, I have been undergoing treatment.”
(I15M&F, high BP and high cholesterol).

There were also a few participants who consulted a
doctor due to symptoms they faced early on. One partici-
pant was conscious of the impact of his alcohol intake on
his health and hence would keep testing for NCDs.

There was greater outreach from the FHC in areas
where seafaring fisherfolk lived. Participants reported
that ASHAs and other field workers frequently visited
their homes to monitor their health and urged them to
visit the FHC if any issues were identified. A female par-
ticipant from the seafaring community said: “They come
every month and enquire if there are people with fever or
any other health issues. If we say yes, they ask if we have
medicines, even if it is for children. And they bring us
medicines.” (SO1F, high BP and high cholesterol). Con-
versely, this was not the case for inland fisherfolk, who
rarely saw ASHAs or received such visits.

Preference for home-based care and remedies

Even when diagnosed, a few participants chose not to go
for treatment at the hospital and treated it on their own
based on knowledge passed down from elders or peers. A
seafaring fisherman said-

When 1 first checked [for diabetes], I told them that I
would do naturopathy (use of natural herbal medi-
cines prepared at home). So we decided not to take
allopathic medicines. We left the hospital fighting. 1
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did not care about this for about 10 years. Then a
check-up camp was conducted here... I was the first
person to check... It was 400. (SOOMEFE high BP and
diabetes)

Homemade/home grown herbal preparation were also
preferred by inland fishing community members for
treating NCDs. The knowledge of homemade herbals was
known by word of mouth, often passed down from pre-
vious generations. While many took these preparations
alongside prescribed NCD medicines, others depended
solely on herbal preparations, as mentioned by one of the
inland fishermen,

When I started having sugar issues someone gave
me some leaves and this plant. Since then, every
morning, after brushing my teeth, I have one of those
leaves. The taste of the leaf is very bitter. The bitter-
ness stays in my teeth till the evening. Nobody eats
these leaves, I eat them just because of the disease...
These are medicines that are followed by our ances-
tors. The plant is here. If we plant just one, they will
grow into a garden. (I14M, diabetes and high cho-
lesterol)

Ability to seek

Delayed diagnosis, misdiagnosis

Since NCDs were typically checked for during acute
health events, the diagnosis was often delayed, result-
ing in elevated NCD levels at the time of diagnosis. They
were brushed off as a common ailment and neglected for
a long time before the participants were finally diagnosed
with an NCD. A woman from the seafaring community
said-

At first, I used to get headaches and feel uneasy. I
used to vomit. But we did not know that it was due
to [blood] pressure issues, so we used to go and buy
medicines for headaches from the store... We bought
the medicines assuming that the headache was
because of gas issues. Later we went to the hospital
and when we did a check-up, the pressure was in the
200-220 range. (S11FE high BP)

An MO serving the seafaring community mentioned
that there is a higher tendency for women to get diag-
nosed with NCDs early when compared to men in the
community as they tend to be more aware of the ongo-
ing symptoms. However, we did not see this distinction
among our participants.

Prioritisation of family needs over self

Despite the necessity of medical attention, some par-
ticipants admitted to neglecting their health due to car-
ing for other sick family members who had exacerbated
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Table 2 Demographic details of participants included in the study

Participant | No. of Age Occupation | Type of Duration | NCD*
ID participants sampling | (in Diabetes | High High Hyper/hypo | Asthma
used minutes) blood cholesterol | thyroid
pressure
Inland 103M 1 57 Inland Purposive | 22 v
fishing fishing
community | 104M 1 59 Inland Purposive | 14 v
fishing
105M 1 68 Inland Purposive | 21 v v
fishing
106M 1 64 Inland Purposive | 17 v v v
fishing
107M&F 2 52,42 | Inland Purposive | 29 v
fishing,
homemaker
108M&F 2 50,44 | Inland Snowball | 49 v v
fishing,
homemaker
109M 1 52 Inland Snowball | 20 v
fishing
110M 1 48 Inland Snowball | 32 v
fishing
112M 1 52 Inland Snowball | 44 v v
fishing
113M 1 52 Inland Snowball | 19 v
fishing
114M 1 67 Inland Snowball | 26 v v
fishing
115M&F 2 48 Inland Snowball | 47 v v
fishing,
homemaker
116 M&F 2 72,63 | Inland Snowball 35 v
fishing,
homemaker
117M&F 2 64,60 | Inland Purposive | 43 v v
fishing,
homemaker
118M 1 49 Inland Purposive | 38 v/
fishing
120F 1 46 Church Snowball 26 v v
choir singer
121F 1 63 Prawns Snowball | 15 v v
peeling
122F 1 72 Homemaker | Snowball | 19 v v
123F 1 78 Homemaker | Snowball 27 v v
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Table 2 (continued)
Seafaring SO1F 1 48 Prawns Purposive | 31 v v
fishing peeling
community | SO2F 1 56 Prawns Purposive | 18 v v
peeling
SO3F 1 46 Prawns Purposive | 20 v
peeling,
MNREGA®
SO04F 1 48 Prawns Purposive | 15 v
peeling
SOS5F 1 52 Prawns Snowball 25 v/
peeling
SO6F 2 62,39 | Prawns Snowball | 36 v
peeling
(both)
SO7F 1 68 Prawns Snowball | 11 v
peeling
SO8F 2 50,70 | Prawns Snowball 26 v
peeling,
bedridden
SOOM&F 2 66,70 | Seafaring Snowball 90 v v
fishing,
homemaker
S10M 1 66 Seafaring Snowball | 24 v
fishing
S11F 1 59 Homemaker | Snowball | 27 v
S12M 1 48 Seafaring Snowball | 22 v v
fishing
S13M 1 61 Seafaring Snowball | 45 v
fishing
S14M 2 47,75 | Seafaring Snowball 35 v
fishing
(both)
Total 42 16 22 17 5 2

2The tick-mark in green denotes first participant’s NCD, and yellow tick denotes second participant’s NCD

b MGNREGA (Mahatma Gandhi Rural Employment Guarantee Act) is an Act brought by the Government of India to provide 100 days of wage employment a year to

households in rural areas

health conditions. An inland fisherman who was diag-
nosed with NCD said:

I have not gone [for consultation] yet since she (wife)
is sick. She has uterus issues and cellulitis and has
had two silent heart attacks. Since I have to take her
to the hospital all the time, I have to suppress my
health concerns. (I08M&FE high BP and high choles-
terol)

Ability to reach

Public sector services available, but not timely, with indirect
cost

There was substantial reliance on public facilities, more
specifically FHC or CHC among seafaring fisherfolk.
Participants who were engaged in seafaring relied heav-
ily on the FHC in their area, as the treating doctor was
perceived to be the best they could get. A woman from
the seafaring community who visited the FHC said-

We go [to FHC] every month... For example, we
bought medicine on the 25th of this month, so we
have to go there on the 25th or 26th ... and consult

the doctor after which they will give us medicines.
Even if he doesn’t go, one of us can go on his behalf
and get the medicine (SOOIMEFE diabetes, high BB
and high cholesterol).

Participants engaged in inland fishing perceived gov-
ernment hospital treatment and facilities to be of sub-
standard quality. Additionally, it was time-consuming
and the operating hours of the FHC which were for
first half of the day, usually until 12 pm/2 pm, were not
matched with the times that fisherfolk could visit, given
that they slept during the day and were working nights
through early morning.

Visiting a public facility necessitated foregoing their
daily wages as they had to abstain from work on that par-
ticular day. This was either for their own health needs or
their family members for whom they were caregivers. A
male inland fisherman said,

We have to take her every week to consult ENT for
headache... Either I will take her or my son takes
her... I cannot go with her after not sleeping. So I
don’t go to work on those days. I cannot go out of the
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Fig. 1 Healthcare experiences across the NCD care-seeking pathway

house if I have not slept the previous day. It is very
difficult. — (I07M&FE high BP).

Owing to the private hospital’s relative proximity and
superior facilities compared to the FHC, respondents
expressed a preference for utilising the private hospital’s
services.

Dual practice as access enabler

Many seafaring fisherfolk preferred going to private clin-
ics run by public sector doctors in their homes. In fact,
dual practice was highly prevalent among doctors in
Alappuzha district and sought after for the treatment of
general ailments. Seeking care from a public sector doc-
tor’s private practice allowed for continued follow up and
saved time, as at-home clinics would in general be less
crowded than public facilities.

Some participants visited doctors in their private clin-
ics, because the quality of care was perceived to be better
than what they would receive at the public facility (linked
again, to overcrowding in these facilities). As another
male participant from the inland fishing community
explained:

After consulting with the hospital, we took the doc-
tor’'s number and found his address... That is how
we consulted there. The same was with cardiologists.

We got good treatment after consulting at the doc-
tor’s home. It is not about giving Rs.500 to the doctor.
We get good treatment. (I15SM&F high BP and high
cholesterol)

Ability to pay
Private sector timely, but unaffordable
Private facilities were available close to their places of
residence and they received prompt service; therefore,
they were less time-consuming. As a result, most pre-
ferred private facilities, even for non-emergency situa-
tions. However, visiting the private sector was expensive
for the participants; which meant that sometimes people
were forgoing treatment altogether or buying medicines
from a private pharmacy without a consultation.

A woman from the inland fishing community, who had
difficulty maintaining her and her husband’s medications
due to financial issues, said-

Sometimes, when we don’t have enough money to go
to the doctor’s, we buy the medicine from the local
medical store. But those medicines are of a differ-
ent brand and aren’t really effective... See, if it (hos-
pital) is somewhere near here, we could limit our
expenses... We didn’t even have the money to go
to the doctor since we would [also] have to pay for
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our consultation fees; we just showed his prescrip-
tion in the medical store and bought the medicine.
(I16 ME&E high cholesterol)

Receiving care in a private clinic would incur additional
costs, as drugs would have to be procured from private
pharmacies. When people could not afford this anymore,
some switched treatment to visiting FHCs where drugs
could be procured for free. This also happened in the
case of a woman from the seafaring fishing community:

Now we don’t go to their (doctors) houses anymore.
Two times we tried doing that but we cannot afford
the medicines they prescribe. Since we get the medi-
cines free of cost at the hospital, we prefer that... So we
stopped going there and we continued going to govern-
ment hospitals. (SO1E diabetes, high cholesterol)

Chronic ailments costly over time

Managing NCDs required continuous and expensive
care-seeking, particularly when seeking private health-
care. Some participants revealed having to borrow
money for their regular check-ups and the financial pres-
sures they faced in trying to keep up with their medica-
tions while also sustaining the health and wellbeing of
family members, as mentioned by a woman from inland
fishing community:

I have to buy my medicines monthly. Yesterday I
had to pawn my earrings to purchase medicines. We
were going through a difficult time, so we were forced
to pawn the earrings. We will take it back when we
get some money. That'’s how we manage. Nowadays,
it's tough. We can manage because of the ration
shop. (I16 M&E high cholesterol)

Another woman from the seafaring community said-

If we go to work for 10-15 days, we might get only
Rs.200-300 [in total]. How can we survive with that
money when we have to educate two children and
look after our old parents? We can’t survive with
that money. We also have to buy our medicines.
We need to have a substantial amount to purchase
medication for three months. And the rate for these
medicines increase or decrease by Rs.150 or Rs.180.
If our children fall ill, we must also take them to the
hospital. We somehow manage to survive with the
little we get. But we know that the sea goddess won’t
turn her back on us. (SO6F thyroid)

One strategy employed was refilling prescriptions at
the FHC as they would be free. This was drawing some
participants back to the public sector although they were
not satisfied with the quality.

Page 9 of 14

When we arrived at [name of private hospital
removed], the [blood] pressure was high. They gave
the medicines for asthma/breathlessness and [high
blood] pressure... We had a lot of liabilities. We
had a lot of financial liabilities after we married
off our daughters... and that is when I went to the
Government hospital... I thought that I would not
be going there again. The medicine they gave had
a very low dosage. (I05M, high blood pressure and
asthma)

Ability to engage

Difficulties accommodating lifestyle changes

Considering a lifelong impact of the NCD, several par-
ticipants shared how they changed their lifestyle after
being diagnosed with an NCD. They mentioned quit-
ting smoking, engaging in physical exercise, and alter-
ing their diet. For instance, an inland fisherman said,
“I asked them if it was because of alcohol. I drink a lot
of alcohol. And they told me to stop smoking, so I quit
smoking. I haven’t smoked at all this year” (105M, high
BP) Other participants reflected:

[My] cholesterol was slightly above the limit. I was
asked to walk 45 min in the morning... I walk at
five in the morning. After walking I will wait for
some time because of leg pain. (SOSE thyroid)

First thing is that because of the sugar issue, I can’t
eat anything properly. I would have rice for lunch
and two wheat dosas for breakfast and dinner. That
is the only food I have. When I went to the doctor
they said I shouldn’t eat anything [unhealthy]. So I
am not eating much these days. (I10M, diabetes)

Challenges with medication adherence

Medicines were sometimes not adhered to as pre-
scribed. One male participant from the inland fishing
community abstained from having the medicines, as it
required him to stop alcohol consumption.

So when I bought the prescription here, they said
that I should be having this medicine and while
having these medicine I shouldn’t drink [alcohol].
I bought the medicines but I never have them.
(114M, diabetes and high cholesterol)

A few participants reported that they take the medicine
along with them and consume it if they feel any uneasi-
ness. These were sometimes the medications prescribed
for NCDs to be taken every day but were not consumed
in the prescribed manner. Others also carried over-the-
counter prescriptions for these emergencies.
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Occupational restrictions

The nature of NCDs also affected their occupation within
the fishing industry; while some of their colleagues
stopped working altogether, participants narrated that
they took up less strenuous jobs or worked intermittently.
An inland fisherman living with diabetes mentioned-

I have diabetes and arthritis. I was told by two hos-
pitals that I should not work anymore. They told me
not to go fishing anymore... or do any physical jobs.
I took ayurvedic treatment for two months before
starting to work again. (I09M, diabetes)

Other respondents from the seafaring community
mentioned-

I used to go to work, but I quit after I was diagnosed
with this disease. It has been 8 years. I used to go to
peel prawn skin. Women who are older than me go
there. There is a stench in our workspace so if I get
dizzy or giddy it is hard to take me to hospital. So,
my son asked me to not go there anymore. Even my
husband won’t allow me to go there. (S11F high BP)

I worked on the boat for eight to ten years (where
fishermen worked for 10-15 days in the sea and
came back with a yield)... I stopped because of this
disease (Diabetes)... now I go on those small cata-
maran boats. (SOOMEE diabetes and high BP)

Those who continued to work often had to miss some
days of working on a regular basis when they went for
regular check-ups or if the illness worsened. An inland
fisherman said “I stopped going [for work] for the last
two weeks. [I had] diabetes, urinary infection, low level of
potassium in body — because of these issues I was in the
hospital for a week” (114M, diabetes and high choles-
terol). Another fisherman mentioned- “The frequency of
going to work is less nowadays because I am unwell. I go
to work whenever they call me. But still, I am not well”
(S13M, high BP).

Discussion

Studies indicate a high prevalence of NCDs among the
fisherfolk community in India [15, 16]. Through this
study, where we looked at the healthcare experiences
of fisherfolk communities when seeking care for NCDs,
employing Levesque and colleagues’ framework, which
assessed a series of abilities: to perceive, to seek, to reach,
to pay, and to engage. We found that many participants
were unaware of their NCDs while others relied on self
care or home remedies. When seeking care, delayed or
misdiagnosis was common, even as participants reported
prioritising family obligations and needs over their care.
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When finally seeking care, participants noted long delays
in the public sector, mitigated in situations where public
providers also had private practice. This created a kind
of continuum of provider for them as they traversed into
the private sector, where care, while costly, was seen to
require less time. Indeed, trajectories of diagnosis were
seen to be similar for both the communities but the
treatment seeking pathways differed. Sea-faring fish-
erfolk relied on public facilities like FHC for free medi-
cines, while inland fishing participants preferred private
clinics. Most concurred, though that private sector care
was expensive and for some, unaffordable. Diagnosis of
NCDs also led to difficult modifications in lifestyle, a host
of medication adherence challenges, and occupational
restrictions, which were seen as a major difficulty for the
community.

We found that late diagnosis of NCDs was common
among the community and at times, the presence of
NCDs was known at an advanced stage. Delayed diagno-
sis can have profound consequences, as it may lead to a
more advanced stage of the disease, complicating treat-
ment and reducing overall chances of recovery [39].

Within the context of our study, a subset of participants
openly acknowledged instances of neglecting their own
health. This lapse was often attributed to the compet-
ing demands of daily life, occupational pressures, or the
demanding responsibilities of caring for unwell family
members. It underscores the complex interplay of car-
egiving roles and individual health management.

The significant variation in facility preference (public or
private) was influenced by a multitude of factors. While
service quality played a pivotal role, considerations such
as service hours, availability, and timeliness also played
a contributing role. Although not directly related by the
participants, there seemed to be a direct relation to out-
reach activities by the ASHA workers and preference for
availing the public healthcare facility, as ASHAs regularly
visited and delivered medicines in Alappuzha, whereas in
Kollam, their activity was minimal. Studies have shown
that patient/public and health facility provider interac-
tions influence the perceived quality of healthcare ser-
vices [40]. It is possible, therefore, that the availability or
lack of outreach activities by the public healthcare facili-
ties influenced the perceptions of the community on the
quality of healthcare provided which in turn influenced
their preference for seeking healthcare. This was con-
sistent with the findings of our larger study where vari-
ous groups that were identified to be “vulnerable” by the
system actors preferred facilities with better resources
including outreach activities [36].

Our findings showed that seeking treatment in a pub-
lic hospital is time-consuming, primarily attributable to
the large number of patients in outpatient clinics. The
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existing infrastructure and human resources are unable
to adequately manage the patient influx, consequently
leading to prolonged waiting periods for individuals seek-
ing medical attention [41]. This is further compounded
by the limited working hours and facilities at the primary
and sub-health centres leading patients to use services
at higher facilities which already have a high traffic of
patients [42]. As a result, patients often experience feel-
ings of frustration and dissatisfaction due to the chaotic
and impersonal nature of care delivery in such settings
[41, 43, 44].

In an effort to avoid the overcrowded conditions, some
participants in our study opted to visit public healthcare
practitioners who maintained private clinics of their
own. This dual practice phenomenon is present through-
out the world in different forms. While some countries
allow such practices, viewing them as a means to alleviate
strain on public healthcare systems, others have imple-
mented complete bans raising concerns about equity and
resource allocation within the healthcare system [45]. In
the Indian context, while a complete ban is not in place,
such practice has been associated with negative impacts
such as non-availability of doctors in public facilities dur-
ing their working hours and lower quality of care [46, 47].
A novel finding of our study was that, notwithstanding
supply constraints and concerns, fisherfolk participants
saw dual practice as a kind of flexibility that gave them
wider access to doctors that could accommodate their
schedules, even if at some out of pocket expense.

Implications for research

The unique experience of dual practice in our study cer-
tainly warrants further study. Much research has focused
on the system level impacts of dual practice: positive
associations include improved access and range of ser-
vices, as well as doctor satisfaction [47]. Overall, there
appears to be little to no emphasis on how patients expe-
rience this phenomenon. Further, many of the conclu-
sions drawn about dual practice, a 2017 review has found,
are not empirical [48]. This is a ripe area for research.
The ways in which caregiving roles interfere with care-
seeking also requires further study. While it is conceiv-
able that all family members could be included in the
pursuit of a “healthy family,” there are likely to be gen-
dered restrictions and internal household priority-setting
that precludes such an approach. Understanding intra-
familial and community norms/dynamics related to care-
seeking would help shed light on this. Indeed in studies
elsewhere in the world, there are reports of feminization
of care-giving [49]. Yet, in our study, male members also
reported having to neglect their health, although further
study would be needed to more rigorously explore the
gender dynamics of NCD management and addressing
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health and well-being within households. A more robust
methodological approach, like ethnography, that can
examine the macro-level features of economic insecurity
and weathering, as well as meso and micro level risk fac-
tors for NCDs, would help to paint a more complete and
accurate picture of NCD risk and care-seeking among
various communities of fisherfolk.

Implications for policy

Our modest study revealed a convergence of self neglect,
delayed diagnosis, cost and livelihood constraints owing
to the onset of NCDs among Kerala fisherfolk. Such a
complex of factors necessitates targeted, but also com-
prehensive policy approaches. Policy interventions
directed towards working populations like fisherfolk
should prioritise not only immediate (and likely shared)
health concerns of the community such as improved
access to quality healthcare services but also provide sup-
port for those adapting their occupations due to health
challenges. The two communities involved in this study,
although fisherfolk, were different in the way they sought
care for their ailments. These differences could have been
influenced by how they were geographically placed or
other cultural factors in addition to the differences in the
availability and accessibility of public healthcare facili-
ties in the community. Further, other supply side policy
options — for instance related to human resources (where
it is recommended to restrict private practice altogether
or offer non-performing allowances for public provid-
ers [50]) would have to be weighed against the access
gaps this could introduce for fisherfolk. Upstream policy
interventions — related to welfare, livelihood, etc., could
be assessed for their health impacts and with greater
inputs from community members, could be prepared for
refinement and re-design.

Limitations

This was a pilot study conducted with limited resources.
For one, fisherfolk with NCDs who shifted away from
their occupation or transitioned to less strenuous roles
within the fishing sector were excluded from the sample,
as we were sampling those who were actively in fishing
at the time of interviews. However, this population may
offer important insights about how NCDs impact health
and livelihoods. During recruitment, reasons cited for
such transitions, including age and physical limitations,
were interconnected with the prevalence of NCDs,
as noted by a study which found association between
advancing age and the occurrence of NCDs among fish-
ermen, emphasizing the intricate relationship between
occupational factors and health outcomes in this com-
munity [15]. This, along with other factors such as cli-
mate change, have challenged the sustainability of the
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occupation [51]. Occupation and health related issues in
the fisherfolk community remain understudied and are a
critical area of further work. The unavoidable presence of
family members during interviews could have influenced
the participant’s responses in the interview due to exist-
ing family dynamics. However, considering that in the
Indian context family members have a major role to play
in care seeking for the patient, we found that they were
insightful with their presence. Therefore, at times this can
be a strength and other times it can be a limitation.

Conclusion

This study found significant challenges in NCD health-
care-seeking across the care continuum for two groups
of fisherfolk in Kerala. Fisherfolk reported self neglect,
delayed diagnosis, cost and livelihood constraints owing
to the onset of NCDs, even as dual practice and medicine
access in the public sector were appreciated. Demand
side explorations of the impact of dual practice warrant
further study, as does the role of intrahousehold decision-
making related to health. Upstream policy interventions
that could address the economic and livelihood related
impacts of NCD care-seeking require both research and
policy attention. Overall, larger studies and policymaking
processes should consider in depth the experiences faced
by particular economic groups like fisherfolk, who may
face unique health and care-seeking challenges.
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