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ABSTRACT

Objective The aim of the study was to analyse

and understand meanings and senses of living with
tuberculosis for health professionals.

Method/design This is an interpretative
phenomenological study conducted from in-depth
interviews to analyse how health professionals understand
their personal experience of tuberculosis.

Scenario Two reference health institutions for
tuberculosis diagnosis and treatment located in a
municipality of the Eastern Brazilian Amazon.

Participants Intentional sample of 15 health professionals
with the disease or with a recent history of tuberculosis.
Results Regarding the personal experience of
tuberculosis of the participating health professionals, four
superordinate themes were identified: (1) experiencing
tuberculosis, (2) experiencing the diagnosis of tuberculosis,
(3) facing the treatment of tuberculosis and (4) signifying
tuberculosis.

Conclusion This study verified that health professionals
live the experience of tuberculosis similar to other people:
with fear, anguish, frustration, prejudice and health needs
not always met by the services and programmes for

the control of the disease. The lived experience has an
important impact on the health professionals’ ways of
understanding the kind of empathic and sensitive care that
should be provided to people with tuberculosis. In addition,
it is concluded that specific governmental strategies

are needed for tuberculosis prevention, diagnosis and
treatment among health professionals.

INTRODUCTION

Tuberculosis (TB) is among the communi-
cable diseases of greatest interest to world
public health, as its identification and control
persist as challenges to the health of the
populations, especially in poor countries
and with high levels of social inequality. The
disease monitoring indicators show that the
distribution of TB cases is worldwide, with a
decreasing trend in mortality and morbidity
rates in developed countries.'

Nevertheless, according to the WHO,
about 10million people are affected by TB
each year, which makes the disease one of
the top 10 causes of death on the planet and

.2 Antonia Margareth Moita Sa,’

Strengths and limitations of this study

» Using a qualitative approach, this study raised im-
portant questions about the care management for
patients with tuberculosis, from the perspective of
the health professional who also became a patient
and lived the experience of diagnosis and treatment
for the disease.

» The interviews analysed show similarities in the life
experiences of the health professionals who fell ill
with tuberculosis and, therefore, deserve further
investigation.

» The findings of the study are limited to a small num-
ber of interviews and may not be representative of
all the health professionals who fell ill with tubercu-
losis in the region.

the leading cause of death by a single infec-
tious agent among people living with the
HIV.?

Brazil ranks 20th on the list of 30 priority
countries for fighting TB in the world.? The
incidence of the disease in the country in
2018 was estimated at approximately 35 cases
per 100000 inhabitants. The highest rates
were registered in the states of Amazonas, Rio
de Janeiro, Pernambuco, Acre, Roraima and
Para. In Para, located in the Eastern Brazilian
Amazon, the incidence of TB was estimated
at approximately 41 cases per 100000 inhab-
itants. The state capital, Belém, registered
63 new cases per 100000 inhabitants. The
TB mortality rate in Belém was the second
highest among the Brazilian capitals (7
deaths per 100000 inhabitants).”

Among the most vulnerable groups for TB
in Brazil and worldwide are the health profes-
sionals. These professionals work in the provi-
sion of health services as individual workers
or as employees in health institutions and
health programmes, whether or not subjected
to public regulation. They should not be
confused with the term human resources in
health.™™
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According to the WHO, in 2016, 8144 TB cases were
registered in health professionals in 60 countries. China
accounted for 39% of these cases and Brazil for 13%. TB
notification rates among health workers in 54 of the 60
countries ranged from 0 to 701 cases/100 000 inhabi-
tants, with the highest rate observed in Mozambique.
Brazil was among the nations whose TB incidence rates in
health professionals could not be estimated.’

In this context, it is necessary to know about the occur-
rence of TB in health professionals in Brazil; however,
studies that focused on the subject are still incipient and,
in their majority, portray quantitative research studies,
which, although important, are not enough to under-
stand the complexity of the experience of living with
TB.”"® This research represents the first qualitative study
conducted in Brazil with health professionals who fell ill
with TB. This study aimed to analyse and understand the
meanings and senses of being a health professional with a
personal experience in TB and its treatment.

METHOD

This is an interpretative phenomenological study based
on the theoretical framework of philosopher Martin
Heidegger." This type of study allows analysing in detail
and case by case how different people reflect and signify
a certain similar experience in their lives. It is constantly
used in health research studies because it is an ideo-
graphic approach that allows for a rigorous exploration
of how diseases and healthcare impact on the individuals’
experiences.'*°

The study took place in two reference institutions
for the diagnosis and treatment of TB belonging to the
public health network of Belém, Para, in the Eastern
Brazilian Amazon. Fifteen health professionals partici-
pated in the research, whose profiles were as follows: six
nurses, six nursing technicians, two physicians and one
laboratory technician; 14 female professionals, between
38 and 59 years old. Three professionals reported home
contact with TB and one reported drug-resistant TB. No
participating professionals withdrew from the study.

To access the participants, 10 meetings were held in
order to disseminate the research in the reference institu-
tions, in April and May 2017, with information presented
by the lead researcher to any health professional who
accepted it, regardless of their TB history. At the meet-
ings, the professionals were informed about the study
and encouraged to participate voluntarily if they met
the inclusion criteria. Telephone contacts and email
addresses of the lead researcher were made available to
all meeting participants.

For those who voluntarily agreed to participate in
the study, individual and face-to-face interviews were
scheduled at dates and places chosen by the partici-
pants, according to their convenience. The interviews
took place mainly in the participants’ homes and in the
meeting rooms of the two health institutions, according
to the participants’ request.

The interviews were held in May and June 2017, lasted
from 20 to 65 min and were guided by a script containing
the following questions: How was your experience with
TB? How was living the diagnosis and treatment of TB?
How do you signify TB?

The meetings and interviews were closed when data
saturation was reached and no other topics emerged in
our analysis. A lead female researcher, trained in quali-
tative methods and with no prior relationship with the
participants, conducted the interviews, which were digi-
tally recorded, transcribed and made anonymous imme-
diately after each meeting.

The transcribed interviews were analysed in detail
by MNAS and AMMS. To balance the analysis and to
strengthen the reliability of the interpretations, the
researchers read the material more than once to familia-
rise themselves with the participants’ statements. Subse-
quently, they then made general and specific annotations
in each of the transcripts to document exploratory coding,
identify the emerging themes, the convergences and
divergences, and compare their annotations with each
other, with the aim of reaching consensus of opinion and
enabling a more rigorous interpretative understanding of
the speeches.

In the first analysis of the interviews, four units of
thematic significance were organised, which portray what
the health professionals think and speak about their own,
a prereflexive understanding that occurs in the daily life
of the experienced facts.'® Then, through an interpreta-
tive analysis based on Heidegger’s phenomenology, the
meanings of being a health professional with TB were
unveiled.'™

For this analysis, the main Heidegger’s concepts
presented in his work ‘Being and Time’ were considered.
According to the philosopher, the human sense of being
is often hidden by apparent meanings, which need to
be unveiled as possible ways of being and living in the
world.?!

Thinking human beings on the basis of the relation-
ship with their own beings, Heidegger used the expres-
sion ‘dasein (there-being)’ to designate not only the very
existence of each human being but also a privileged way
of being. Heidegger presents ‘dasein (there-being)’ as an
underlying principle of human ontology, since we are
sentient beings, we have an embodied understanding of
our sense of self, we can evolve learning, learn more from
each other. From this perspective, hermeneutic analysis
allows us to overcome any preunderstanding we have of
the world through a careful analysis of human experi-
ence, insofar as understanding the essential qualities of
an experience can illuminate that experience for others.*

In this study, the interpretative analysis of the speeches
was based on the phenomenological description of the
ways of being among the participating health profes-
sionals. Heidegger named this movement of analysis ‘a
hermeneutic circle’, which is composed of preunder-
standing, understanding and interpretation.” **** In this
way, to understand the experience of the participants, we
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carry out a ‘project’ in relation to the meaning of the indi-
vidual parts and the whole of the interviews, in the same
way that we start from our previous conceptions, that
are culturally, socially and environmentally constructed,
to carry out the interpretation. In a circular motion, we
interrogate the data, reflect and revise our preunder-
standings, perform interpretations and reach new under-
standings. This comprehensive movement considers that
the researchers are understanding the participants and
the participants are understanding their experience.”

All the phases of this study were carried out in accor-
dance with the ethical standards in research with human
beings. In addition, informed consent forms were
obtained from all the participants. We used the Standards
for Reporting Qualitative Research (SRQR) checklist
when writing our report.”

Patient and public involvement
No patients involved.

FINDINGS

Experiencing TB

According to most of the statements, at the beginning
of the clinical condition, and for some time, TB remains
imperceptible to the sick health professional because at
this stage the symptoms are scarce and may be confused
with other diseases. In the everyday life of these profes-
sionals, the initial signs and symptoms of TB were ignored
or tolerated, always to the detriment of the need to fulfil
an intense routine of daily tasks and occupations. In some
cases, the health professionals even realise that there is
something wrong, but they choose self-medication as a
strategy to minimise the clinical condition, so that they
do not become patients.

I thought it was a common cold... it never crossed
my mind that I had tuberculosis. (Interviewee No. 4)

I did feel some respiratory discomfort, but I'm asth-
matic, so I believed it was because of asthma... I didn’t
associate it with tuberculosis. (Interviewee No. 14)

The initial non-identification of the disease is almost
always due to the prevalence of non-specific signs and
symptoms. But the chores of daily life and the excessive
rush in which they stay most of the time lead to self-
medication as a strategy to minimise the clinical condi-
tion and to make it feasible to comply with the routine of
activities and occupations.

I had really characteristic symptoms like afternoon
fever, chest pain, weight loss... but health profession-
als have a habit of self-medication... I self-medicated
because life can’t stop! (Interviewee No. 9)

However, over time, TB becomes more and more
apparent, as signs and symptoms are more frequent,
uncomfortable and worrying, leading sick health profes-
sionals to reflect on the need to be aware of their own
health. When more severe signs of pulmonary TB are

presented, for example, they realise their condition
of clinical severity and, after recognising the possibility
of a positive TB diagnosis, understand it as something
disturbing.

It was fever every late afternoon, you know? A month
later came hemoptysis. So it was terrible! Because
when I saw that blood in the sink I said: ‘My God in
Heaven, it’s not possible!” And I tasted the blood ...
when I spat I said: ‘it’s TB!” (Interviewee No. 5)

Experiencing the TB diagnosis

TB diagnosis was sought at the very workplace almost
always, as it offers the human resources and technolo-
gies needed to investigate the disease. In addition, the
concern and daily support from colleagues allow the sick
health professional to have faster access to clinical eval-
uations and to carry out the complementary diagnostic
examinations.

However, when receiving a positive TB diagnosis, the
healthcare professional gets shocked, surprised, tearful,
nervous, frustrated and even desperate. Many live the
moment with sadness and non-conformity, as they did
not consider TB a real possibility for their lives. In this
perspective, TB diagnosis represents to health profes-
sionals the loss of their identity and of the set of char-
acteristics that have previously distinguished them from
their patients.

I was very shocked and I cried a lot that day ... I was
very anxious and very nervous. (Interviewee No. 2)

When I received the news the first thing I thought was
that at some point I was careless ... it was disappoint-
ing! It was frustrating! (Interviewee No. 6)

Sometimes, distressed and desperate, the health profes-
sional looks for reasons to understand and explain the
disease and does not always accept the TB diagnosis. Many
fear death or worry about not transmitting the disease to
their families and friends, so they choose to isolate them-
selves as a protective measure for others.

I then isolated myself in a small room ... I used to
say: ‘let me stay here quietly, at least I don’t bother
anyone.’ (Interviewee No. 4)

I said: ‘Oh, my God! If my mother gets this disease,
I'm guilty!” I got scared, I thought and wondered:
‘am I going to die?’” (Interviewee No. 15)

A positive TB diagnosis makes the sick health profes-
sional live as a patient and, for many of them, this means
feeling limited and depressed. Some remember unsuc-
cessful work environment experiences and may interfere
negatively in their own treatment.

I was supposed to take an exam, but I left! I was afraid
to put a drain because I saw a patient die with pneu-
mothorax and I was afraid ... I left! I left the hospital!
... at that moment I was no longer the caregiver, the
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professional, I became the patient so I became de-
pressed. (Interviewee No. 13)

Facing the treatment of TB

After experiencing the first impact of TB diagnosis,
some health professionals reflect on the epidemiology
of the disease and on the negative consequences of not
adequately taking the necessary drugs. They believe that
attitudes of persistence and self-care should prevail over
fear and over the occasional willingness to abandon the
treatment.

I knew the epidemiology of the disease, I knew that
if it was treated soon, it would have a greater chance
of cure, so I tried to do everything right. (Interviewee
No. 1)

I managed to get the treatment, but it’s cruel every
day (referring to the anguish of taking drugs for the
treatment of TB), there were days when I said: ‘ah! I
can’t take it!” Because we do (the treatment), but you
have to be very conscious and persistent. (Interviewee
No. 11)

During the treatment, two professionals decided to
refuse a specific therapeutic procedure (chest drainage)
due to fear of unsuccessful events that could lead to
death, recalling past professional experiences with other
patients who underwent unsuccessful chest drainages.

The treatment directly observed in health units was
indicated for all health professionals; however, it was
understood as a problem for some respondents, as they
needed to face queues, sometimes for hours, waiting to
be assisted. They felt wronged and requested the self-
administered drug treatment because, in their under-
standing, as they were health professionals they had a
lower risk of abandoning treatment and needed differ-
entiated care.

In this perspective, some professionals showed a limited
and ambiguous understanding on the need of a directly
observed treatment because they were experiencing a
battle between being ill and being a health professional;
thus, they did not recognise the importance of adopting
this strategy to qualify their own care. Moreover, super-
vised treatment is not limited to preventing discontinua-
tion of the anti-TB medications; it also seeks to strengthen
the bonds between patients and health services with the
aim of attaining health and disease control goals for all
population groups in different regions of the country.

I agree, I accept that (the treatment) has to be su-
pervised, because it is supervised, but I felt like some
irresponsible people who abandoned treatment,
you know? It wasn’t my case... so why didn’t they
give the drugs to me? [referring to the medications
not delivered for self~administered treatment]. ‘I'm
a health professional, guys! I want to treat myself!’
(Interviewee No. 15)

Another moment of conflict for some respondents was
the return to the work routines because they understand
that the mean period of 15 days of sick leave granted by
the occupational health services of the institutions where
they work is insufficient. They understand that not only
physical recovery is important but also psychic and mental
health.

The doctor advised me that from 15 days on taking
the pill I'd no longer transmit TB to anyone... but
I wasn’t fine yet and remained at home [referring
to the refusal to return to work after 15 days of ab-
sence]. (Interviewee No. 10)

I think the hospital has to support the employ-
ee’s mental health and to know what it’s like for
everyone... I was going to that hospital, but only God
knows how I was going to work! (Interviewee No. 15)

Signifying TB

Experiencing the disease has led some professionals to
understand that TB is inevitable because they are health
professionals and are at greater risk. Nevertheless, they
recognise the need and importance of specific care to
prevent further TB cases.

When it has to happen, it really happens... it’s no use
preventing, hiding. (Interviewee No. 4)

For me, TB is a disease that any of us can get because
it’s transmitted by droplets in the air. (Interviewee
No. 10)

Nowadays I use the most reinforced mask more than
ever! (Interviewee No. 12)

I believe we have to be more careful about our work
environment, we have to protect ourselves, take bet-
ter care of ourselves. (Interviewee No. 7)

Many health professionals decided to disclose their
TB disease status to distant relatives, but they experi-
enced judgement and prejudice, which intensified their
suffering and their desire to remain isolated in their
homes. Another negative consequence resulting from TB
was a reduced working capacity, which can cause sadness
and significant financial losses.

One thing that struck me a lot was prejudice... no
matter how much I said: ‘there’s no risk of transmis-
sion!” But nobody believed... I tried to understand,
but it’s hard for you to feel that way, discriminated in
some way. (Interviewee No. 2)

If there’s one thing that made me sad because of tu-
berculosis was losing Medicine... Medicine as I liked
to do... my body can’t take the shifts anymore [refer-
ring to the previous 12 hours workday in an intensive
care unit]. (Interviewee No. 6)

I had to give up a job, my debts multiplied, my salary
went down... there were several consequences due to
tuberculosis. (Interviewee No. 13)
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On the contrary, experiencing the disease allowed for
changes in understanding and behaviour and encouraged
the current strengthening of bonds among the majority
of the health professionals interviewed and their patients.

Nowadays I try to reinforce more (talk more to the
patient): ‘look, don’t abandon, you haven’t healed
yet!” (Interviewee No. 2)

Tuberculosis has changed my point of view... what
I'm trying to do now is to guide so that it’s not trans-
mitted. (Interviewee No. 3)

Nowadays, when I meet a patient who is diagnosed
with tuberculosis, I tell him/her: ‘don’t give up! Look
at me! I had tuberculosis and I'm here, you can do it
too!” Patients get impressed... they feel safer, more
understood. (Interviewee No. 14)

DISCUSSION

According to Martin Heidegger, authentic understanding
of the human phenomena must be sought and achieved
through phenomenological interpretation. In the philos-
opher’s proposal of theory and method, the circular
understanding movements (the comprehension, inter-
pretation and new comprehension triad) were described,
which allow revealing meanings and senses of being and
understanding the world and oneself. 2"

The disease caused by TB gradually changed the daily
life experienced by all the health professionals inter-
viewed. According to Heidegger, is in daily life that the
being-there lives and coexists as a being-in-the-world, and
from which it exists and articulates diverse other ways of
being." It is not a way of being lost, flawed or degraded.
On the contrary, it is the way of being that constitutes
us and ontologically allows us all the possibilities of
being.go_32

On being diagnosed with the disease, the health profes-
sional beings with TB may be shocked, sad, disappointed,
defeated and even guilty and seek reasons to understand
how and why they fell ill. For Heidegger, this under-
standing reveals itself as a way of existing of the being-
there, because itis understanding that they see themselves
as beings of possibilities. In any case, understanding can
take place in proper or inappropriate, authentic or inau-
thentic ways of being.”

In a way of being inauthentic, the health professional
beings with TB live in everyday life the phenomenon
called ambiguity because, if on one hand they say they
recognise the disease, on the other hand, by being
shocked and surprised with the diagnosis, they act as if
not understanding the modes of transmission and the
risks of TB determined by their own professional condi-
tions. Even when suspicious, they prefer not to recognise
the initial symptoms of TB, because they want to refute
any concrete possibility of the disease.

In certain cases, the health professional beings with TB
say they agree and accept that the treatment regimen be
supervised, but their understanding is ambiguous as they

accept and agree to supervised treatment for others and
not for themselves. They understand that being health-
care professionals makes them different, more respon-
sible and more willing to comply with the medication
scheme from start to finish without abandoning it.

It is in the face of the phenomenon of ambiguity that
everything seems to be understood, discussed and inter-
preted in an authentic way for us, when in fact it was not;
at other times, authentic understanding does not seem to
have happened, but it has in fact occurred. The phenom-
enon of ambiguity extends to the relations of being-in-
the-world, of being-with others and of being-oneself of
the being-there."”

For the health professional beings with TB, the disease
represents in everyday life the ontic possibility of death
and, therefore, they fear it. This fear is also revealed from
memories of unsuccessful work experiences lived during
the care of others with TB.

Under such circumstances, guided by the fear of death
and in order to escape from it, the health professionals
with TB may refuse a specific care or therapeutic proce-
dure that may be directed at them, thereby negatively
interfering with the recovery of health. When feeling
threatened by the possibility of death, what is at stake for
the health professional beings with TB is the being-with
and being-together with other beings in the world; they
fear the possibility of no longer existing, as physical death
would represent the finitude of their occupations and
concerns. Heidegger believed that it is still in the course
of existence that the being-there actually dies, when it
does not recognise its own being-toward-death and runs
away from itself, ceasing to relate to it as a may-be.**

In turn, when concerned about not transmitting TB,
health professionals seek to isolate themselves from living
with other people but, from an ontological point of view,
the intended isolation will never constitute a factual possi-
bility, since in the world we are always being-with, to the
extent that to exist is always to coexist and to live is always
to live with."” By expressing concern not to transmit the
disease, the health professional beings with TB seek to
escape the guilt that would feel if those who are close also
fell ill.

These health professional beings with TB experience
in their daily life the phenomenon called chatter, which
translates into listening, repeating or passing on the
speech (oral or written) without having a commitment of
original appropriation with the content of this speech.™
It is because of the chatter that prejudice against TB is
sustained, because the danger posed by the disease allows
us to understand and interpret many things in a medium
way. However, it is important to point out that average
understanding and interpretation can never be taken
away from our existence, for it is in them, from them and
against them that every possibility of authentic under-
standing and interpretation moves.”*

After becoming ill and living the TB treatment, the
health professionals allow themselves to redefine care,
as they understand that the experience with the disease
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brought them more sensitivity to understand the difficul-
ties that other patients face, and this encourages them
to promote positive changes in their care attitudes and
practices.

Even for a moment, health professional beings with TB
may understand the disease only as one of their possibil-
ities in the world, from which they cannot escape. When
decided for treatment and free from improper anguish
(or fear), they can reveal their most proper and authentic
way of being-oneself.

For Heidegger, being-oneself means a movement to
one’s own being, a passage of the impersonal that occurs
through a choice, a decision.'”* This is when the being-
there becomes free to choose oneself, opening as a
possible-being and breaking with the everyday familiarity
in which it remains most of the time, even for a moment.

The findings of this study are limited to a small number
ofinterviews and may notbe representative of all the health
professionals who fell ill with TB in the region. Addition-
ally, the findings may be related to a specific moment, and
any change in the life context of the health professionals
or in time may lead to changes in the data and in the
findings. Despite this, the qualitative design of the study
enabled a thorough understanding of the phenomenon,
and the analysed speeches reveal important similarities
in the life experiences of the professionals. From this
perspective, the findings obtained in this research may
be useful to create medical care and support strategies
for the health professionals who fell ill to cope with TB.
These professionals provided us with important informa-
tion on the experience of becoming TB patients, but we
do not know which factors involved in their health condi-
tions influenced their perceptions and feelings toward
TB, a topic worth exploring in future research studies.

CONCLUSION

The results of this study revealed important issues for TB
control in health professionals in the Eastern Brazilian
Amazon, as they indicate that these professionals can live
the experience of illness with anguish, fear, guilt, frustra-
tion, prejudice and health needs not always met by disease
control programmes. Nevertheless, the experiences lived
by the interviewees encouraged them to reflect on the
complexity of TB and on the importance of individual-
ised, humanised and sensitive care for all people facing
the disease, which may help them in their care relation-
ships with their patients. It is suggested that government
strategies for TB control in health professionals are
needed in the studied region. These strategies need to go
beyond the specific actions and the occupational health
programmes in the large institutions.
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