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The illness of women and men with sickle cell disease: a Grounded
Theory study!
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Objective: to understand the meanings given by women and men with sickle cell disease on
the illness experience. Method: analytical study with a qualitative approach, conducted with
17 adults with sickle cell disease using the Theory Based on Data, or Grounded Theory, as
theoretical-methodological referential. Data were collected between the years of 2012 and 2013,
in an individual in-depth interview. All the interviews were recorded and analyzed according to
the Grounded Theory comparative analysis technique. Results: data show four categories which
group the experience of illness, the feelings experienced and the path to living with sickle cell
disease. Conclusions: it was possible to understand that the experience was built by a process
in which these people redefined the meaning of their lives, applying new directions to life and to
care regarding the experience of the illness. In the context of chronic disease, the nurse’s care
is also seen in this study as a foundation, providing attention, directions, and guidance through
the required confrontations. Understanding the experience lived by these people, it is possible to

enlarge the dimensions and the essence of nursing care required throughout life.
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Introduction

The personal and social experience of illness is
built through social and cultural processes experienced
every day by facing each phase that sickle cell disease
is intensified. The experience is singular and integrates
multiple meanings, based on the experience of each
person in their social-cultural contexts®.

In this sense, the experience lists the shared
meanings between people with their groups, the
complaints, the suffering, the symptoms, the
manifestations, the practices of the health services
and their relationships with people in social groups and
institutions.

The World Health Organization (WHO) recognizes
sickle cell disease as a priority for public health, since
there are inequities in access to health services for
those people in different parts of the world. In Brazil,
this disease is prevalent among Afro-descendants in
general®,

In Brazil, about 3,500 children/year or one child
every 1,000 children are born with sickle cell disease.
The state of Bahia, in the Northeastern region of the
country, has the highest incidence of the disease, with a
case for each 650 live births and a person with sickle cell
trait for each 17 births®.

Data from the Pan American Health Organization
refer to increasing the life expectancy of people with
sickle cell disease (from 10 to 50 years), possible
in recent decades after important preventive and
therapeutic interventions, which transformed it in a
chronic disease®®.

The process of illness by a genetic, degenerative
and chronic disease implies changes in the way of
living and everyday life, especially due to requiring
continuous and prolonged care, focused on the different
complications that appear throughout life, such as joint
pain and musculoskeletal injuries with progressive loss
of functional capacity.

The impact of sickle cell disease in adult life
indicates that women and men who have it need health
services often, rely on an aid of specialized services,
have restricted labor activity with reduced participation
in the household budget, and early retirement®.

We considered that understanding the illness
experience of people with sickle cell disease is
fundamental to health professionals, and in particular to
nurses, in order to organize the nursing care to expand
access of this population group for assistance. In this
sense, it is possible to wonder what are the meanings

assigned by women and men about the experience of
living with sickle cell disease. The objective established
was to understand the meanings assigned by women and
men with sickle cell disease on the illness experience.

Methods

Thisis an analytical study with a qualitative approach
that uses Theory Based on Data as methodological
referential®.

Adults diagnosed with sickle cell disease aged
between 18 and 49 years participated in this study. The
selection of the participants was both intentional and
theoretical, and the first people were invited after a
survey with the community health agents, and then they
indicated other people.

Data collection was developed in three municipalities
in the state of Bahia, Northeast region of Brazil, between
the years of 2012 and 2013. The research team was
composed of researcher nurses with doctorate and
master’s degrees, who had extensive experience in this
area of knowledge.

Data were collected through personal in depth
interviews®, carried out in the respondents households.
The interviews were initiated with nine people with
sickle cell disease, in which participants were requested
to report their experience of living with the disease in
their daily lives.

The researchers forwarded the remaining issues
according to the responses of the people interviewed. The
second group consisted of eight people, considering the
suggestions, ideas and questions that emerged from the
data that were coded and analyzed from the first group.

The sample size was based on the saturation of the
statements contained in the interviews. All seventeen
interviews were recorded, transcribed and analyzed,
according to the comparative analysis technique based
on the Theory Based on Data by following these steps:
collection of empirical data, formation of concepts,
development of concepts, modified and integrated
concepts, and research report.

The data were analyzed based on the Grounded
Theory analysis systematic, which relied on constant
of the
participants. The Grounded Theory (or Theory Based

comparison responses from the various
on Data) was created by the sociologists Glaser and
Strauss, being a qualitative technique that organizes
systematically the data collected and analyzed in the
course of the research, performing the open encoding

and subsequent categorization(®,
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During the open encoding, data were analyzed line
by line, examined, and then compared for similarities
and differences. Through this process, the object was
questioned and explored, enabling new discoveries and
the emergence of analysis categories.

Coded data were grouped by similarity. Each
category was considered saturated when it was not
possible to add new data. Such procedure then gave
rise to the categories relating to the illness experience
for women and men with sickle cell disease.

In order to maintain the accuracy of the study, the
following strategies were used: make the interviews
available after transcription for all participants, to
ascertain whether they were represented in the way the
data was being analyzed, and consolidated criteria were
used for the Qualitative Research Reporting (COREQ) as
a support tool. This consists of a list of 32 verification
items concerning the research team, the research
project, and the analysis of the data in relation to
qualitative research methods®.

National and international standards of ethics in
research involving humans were met at all stages of the
research. The respondents had the option of conducting
the interview either in the presence of family or
separately to avoid constraints and allow more privacy
and secrecy of information, preserving the integrity and
welfare of the individuals.

All people interviewed had the right to listen to
their testimonies shortly after the recording, and
they could add or render void any information. The
research was funded by FAPESB (Research Support
Foundation for the State of Bahia) and counted with
a fellowship from CNPq (National Council of Scientific
and Technological Development). It was approved by
the Research Ethics Committee of the Nursing School
of the Federal University of Bahia, through Ordinance
n®124,288/2012.

All participants signed a Free and Informed Consent
Form. The statements were identified by the letter I,
related to the interview, followed by the corresponding

numbers.

Results

According to the considered referential, the
resources created by these people to live with the
process of illness were represented by four categories,
namely: realizing the sickness - the experience of the
first moment; getting to know sickle cell disease better

and seeking for care; revealing feelings that influence

the course of the illness experience; and living between
limits and overruns - redefining life from care.

The category “realizing the illness: the experience
of the first moment” presents itself from the perception
of the first signs and symptoms, in which people realize
that something is wrong, and try to control the anguish
through various care actions that they perform at home.
The bones begin to tingle, then begins to irradiate, a pain like
that seems to be breaking the bones, this is how it starts, and I
realize that I'm not well (101).

In that category, different perceptions between
women and men are revealed. Thus, women are on alert
when they notice their image in the mirror has changed.
They describe a set of symptoms that are more related
to physical appearance (change in self-image), and
men are worried about loss of muscle strength, such as
weakness.

That does not mean that there are different
symptoms between women and men, but the perception
of the presence of the symptom and its description was
different. My eyes and my skin get yellow, it is really weird
(I01). I looked in the mirror and saw the eye get yellow and
yellower, like egg yolk (102). I felt a lot of weakness, I could not
keep myself strong, and had body aches all over, in the arm and
legs. Too much pain (103).

The category “getting to know sickle cell disease
better and seeking for care” reveals that after the onset
of signs and symptoms and the attempts to restore
their health through care within the family scope, they
acknowledge that it is not possible to deal with the
various situations that are showing without using the
services of health institutions. They understand that
they need to act in the sense of taking care of their
health so life can get back to normal. I had a cup of tea,
massaged myself and lay waiting for the body to react, when I
saw the pain getting worse and that there was nothing else I
could do, I had to find a doctor (105).

In that context, nurses are acknowledged as the
team that is on the front line of care, because when
they arrive at emergency services they are always
accompanied by someone from the nursing staff, and
therefore, the nurse occupies a position of recognition,
of importance, of the one who gets there first. Nursing is
on the front line in an emergency service. The technician and the
nurse that are there with the patient constantly, that provide the
saline solution, which check the patient out, which are closest to
him. The nurse admits me and treats me very well, that made a
difference (106). The nurse talks to you, watches, examines you,
and when the doctor arrives he already knows everything about

you and just prescribes the medication (107).
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Thus, nursing care is not lived without conflict
in emergency services, for when multiple venous
punctures are needed, the patients are charged and
found guilty. For us who have sickle cell disease, the veins
disappear, we do not have enough to put the saline solution, the
venous access; so in the process of finding a vein, it generates a
stress on the nurses, they think that we are changing position.
Sometimes the simple fact that you have anemia causes the
vein to disappear (108).

The category “revealing feelings that influence the
course of the illness experience” demonstrates that the
meaning of the illness can be changed several times in
the light of the events that occur during the experience
and the events related to the therapy.

In this context, it is identified that it is hard to live
with a disease that leads to discrimination in various
sectors of society, within the family, at work, and in
health services. Besides, often moving them away from
the access to certain public goods, hindering a better
quality of life. We are discriminated by the color of our skin.
It is hard to deal with a disease that leads to this (108). I have
a friend who did not date due to the problem she had, many
people did not approach people who have sickle cell disease,
they do not accept us (109). The last thing you want is to be
discriminated, you feel diminished (111). If people would invest
as they should regarless of being black, I think it would be much
better for us, access would be good, treatment, care and quality
of life were going to change (107).

Finally, the category “living between limits and
overruns - redefining life from the care” emerged,
revealing that regardless of what is the prospect
considered and the limitations experienced, experience
counts victories that were conquests beyond the iliness
and are events that drives them to continue. A person
with chronic disease will always have limitations with the
body, but it is not that she cannot do anything (106). I used to
like going to the beach and lay around in the sun, today I do
not do that, I go to the beach but I know that if I keep taking
all that sun exposure and then go into the water, I am going to
have pain crisis and I know my limitations (107). The disease
cannot be an obstacle for those who want to live, you have
to have the wisdom to take care of yourself and, with that,
you will get new horizons, climbing steps, you slowly learn to

control it (110).
Discussion
The experience of the illness for people with sickle

cell disease is characterized not as a closed process with
well-defined sequential phases - they are journeys with

different path possibilities involving sequential and/or
concurrent events.

From this study, it was observed that in the
experience of the illness, people with sickle cell disease
define and redefine health care and assess them in
their daily lives, often evoking important and essential
elements, as their own emotions, and thus building
plans and expectations for the future. By doing so, the
meaning of care shows close relationship with other
elements that are presented in these people’s lives.

In that process, through the category “realizing
the sickening - the experience of the first moment”,
these people find out that there is something different,
confirming the introduction of changes in behavior, pain,
fatigue, malaise, and above all, the impossibility to
perform daily tasks®.

The statements point to allusions to the stereotype
of being a strong and productive man. However, these
men see themselves as people with a frailty, who lost
the power to maintain a strong body as a result of the
disease.

Women and men, when faced with a different
situation, seek to identify meanings that will allow them
to understand what is happening. In the interaction
with the body, they perceive the signs of abnormality
and suspect that something wrong is happening. This
suspicion is part of a constant motion on resolution and
decision-making.

What makes them feel sick is the feeling that
something is wrong. These experiences with sense are
learned and organized into something significant, which
makes it possible to relate them to the disease.

After reflecting on the early stages of the illness
experience, it is necessary to highlight, in the category
“getting to know sickle cell disease better and seeking
for care”, the world that is around the experience,
the context in which the phenomenon materializes.
Accordingly, this study confirms data found in other
research carried out in Brazil, in which the relationship
of these people with the world around them makes all
the difference in the way of dealing with the illness and,
thus, it can also affect the way these people deal with
the context in which they are inserted®.

Due to the experience of physical discomfort,
attempts are made to decrease and improve the clinical
condition in order to neutralize what they are feeling and
continue the path as quickly as possible.

The context of the illness experience is marked
by constant struggle to maintain life. Sometimes they
find people and environments that serve as support and
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as an incentive element. In other times not so much,
considering the stigma, discrimination, and fears that
harm the ability of these people to deal with the illness.

All men who have participated in the research
have social support from women, whether single or
married. Married men enjoy social support from their
wives who are responsible for monitoring the adherence
to treatment, feeding, and accompany them to medical
consultations and during inpatient treatment.

These companions are the first caregivers when
pain crises start. In this study we found no man that
was independent, that is, that lived alone, and took care
of himself without requiring help.

Caring for themselves and the appreciation of
the body in the sense of health, as well as the care for
others are not issues raised on the socialization of men.
It is therefore common for married men to depend on
their wives for health care. Thus, marriage works as
a protection factor for various illnesses and diseases,
which does not happen for women®.

The approach with health professionals represents
an important part of that experience, and specifically
with the nursing staff, given the ability to perform care
that either meets their needs or not. This approach
can also establish new partnerships in the fight against
the disease(?,
established with the health
professionals, especially the nursing staff, was identified

The interaction

as constituting a vital element in the definition of care.
So, sometimes it is seen that when facing the service in
health units these people have a nursing care that has as
a characteristic the interaction through caring attitudes,
verbal communication, attention and considerate look®9,

It is possible to verify that a separation is made
when they talk of nurses and technicians. These nurses
are on the front line, so the technician performs technical
actions, as prepping the saline solution and applying
medication. The nurse examines and the technician
communicates the evolution of clinical picture to the
nurses, and these people are the ones that are closer.

Intravenous hydration is recommended to be set
up as soon as they are admitted to the hospital unit,
both for water balance and for the infusion of analgesic
medication®V, Venipuncture is a procedure often
performed by the nursing staff to people with sickle cell
disease.

Usually, these people even get to the health units with
signs of dehydration and, consequently, refer to venipuncture
as a time of conflict due to the difficulty in puncturing and
keeping the and venous access during caretV),

If a communication with these people were
established at the moment of performing the techniques,
it would be possible to identify issues perceived, based
on the meanings attributed to what is occurring. At this
point, when seeking for a resolution to the problem
presented, there is a need to create the help and trust
relationship so that the process becomes the least
traumatic as possible. Thus, the interaction with the
nursing staff can be subject to stress, when it should be
the opposite.

The routine tends to a greater appreciation of
physiological aspects at the expense of feelings. The
mechanization and speed of tasks in emergency units
makes it difficult to realize that these people are more
sensitive, requiring much more than technical care, and
that fear is very present, as well as other ones?,

Welcoming is usually a part of the nurse’s care,
regarded as very good, able to make a difference with a
proximity relationship. Knowing how to listen and how to
talk are referred to as welcoming actions.

In the context of the chronic disease, the nurse
service is also seen in this study as a foundation,
providing attention, directions, and guidance through
the required confrontations®*?,

The importance of the reception performed
influences in how they start dealing with the illness
and hospitalization experience. Due to the relationship
maintained, they feel more confidence in the treatment
received, and the nurse care assists in coping with the
situation®3,

It is necessary to highlight, from the category
“revealing feelings that influence the course of the illness
experience”, that the person is able to influence the way
they consider the illness. With their feelings, beliefs and
values they are able to formulate the meaning of the
illness and, at the same time, be influenced by it.

A significant problem experienced by people with
sickle cell disease is related to the criticism they go
through in life because they can feedback the process
in a non-satisfactory manner, in spite of the acceptance
and understanding of illness®%. So, people around them
will be decisive in order to live the illness in a more
positive or more negative way.

In this sense, aspects which were also highlighted
in this research come into play, as the way they perceive
to be seen by other people and the difficulty in dealing
with a disease for which there is discrimination®®.

In the perception of the world, discrimination
appears as a cross-cutting issue that cuts the
experience of these people at various times®%. Thus,
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they find it difficult to deal with a disease that everyone
discriminates, that is, they understand that the disease,
as well as the color of the skin, leads to discrimination
in the social world. In this sense, they state that racial
discrimination interferes in social life and in the access
to health services, treatment, care and quality of life.

As this chronic condition follows people for life, living
with the changes imposed becomes part of everyday
life and, based on the life story of each person and the
meaning attributed to illness, important decisions are
made to provide new meanings to the limitations and
the facts®3).

It is noticed that the trajectory of the illness of
people with sickle cell disease has its cycle related to
the developments of the disease in life, limitations,
restrictions and adjustments that are made, as shown in
the category “living between limitations and overruns -
redefining life from care.”

The awareness of these limits and the need to face
them leads to re-signify the events by setting the facts
and establishing an action line compatible with their
possibilities at the time in order to achieve the goals and
objectives.

In recognizing the circumstances relating to human
limitations when dealing with the experience of sickle
cell disease, these people appropriate themselves of the
resources available to deal with the situation, having
clarity on what they may or may not accomplish.

When acknowledging their limits, these people
become aware of the difficulties and of the personal
and collective effort that they will need to engage in
order to solve the problems arising out of the illness®®,
It is therefore in this interaction that the possibilities to
continue the path and to lead life are rebuilt, constantly
having to adapt to new situations and paths.

Due the limitations that occur and that interfere
with their daily lives, adjusting to this new reality is a
condition for moving on®®. In that process, these people
could lose part of their autonomy, especially when the
limitation is related to their physical condition.

The need to adapt to the consequences of the
chronic illness may involve aspects that are related
to the independence that lead to a reorganization of
everyday life. The disease is seen as an obstacle that
must be overcome. It is necessary to have something
to do, run for the goals and live in harmony with the
limitations, even because they realize that regardless of
the presence of the disease all people have limitations.

Thus, these people are able to redefine its
meaning, bring new directions to life and care on the

experience of illness. The perception that it is possible
to modify the meanings of the events or to face them
is a gradual and continuous process of interpretation of
events that succeed and result in the search of other
relief forms.

Sickle cell disease poses a crisis in people’s lives.
It's unanimous even to those who experience a less
severe illness(*®, But these people also mentioned the
possibility of overcoming the difficulties, showing that it
is possible to redefine the meaning of life, values, care,
and relationships.

These people’slivesis pervaded by a set of challenges
that always requires changes and reassignments. The
search for care, in turn, also includes this dynamism.
Better knowledge about the disease, the control of crises
within the family, and the day to day with the disease
leads to the understanding that we need to keep it going
despite the disease?.

In the process of becoming ill, they have the
knowledge that health is an evolutionary process and
they need to become actors that mobilize actions
committed to life, building senses that transcend
the aspects of the illness, giving continuity to human
experiences, with the limitations but with the capability
that they may be updating themselves in every situation
which presents itself in the history of each person.

Thus, coexistence requiresthateffortsbeundertaken
by subjective plans and goals that interconnect daily into
settings and conciliations, between the demands arising
from the context of iliness, of the course of the disease,
the symptoms, the treatment, the care and the answers
that sick people give to these problems.

Conclusion

We consider that the objective of this study was
achieved, allowing to expand the understanding of
the experience of the illness in people with sickle cell
disease, adding knowledge and more elements so that
nursing has subsidies for the organization of care in the
various levels of health care.

Due to the experience of the illness in people
with sickle cell disease in adult life, the importance of
nursing care to be properly provided and as sensitive
as possible is perceived, because these are people who
need tolerance towards their multiple stages of life.

The presence of the nurse in the risk assessment
and classification in emergency units would be
extremely commendable during the hospitalizations

for the evaluation of the evolution of pain and
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nursing consultations in the basic attention service.
Unfortunately, however, this is not a reality in Brazil and
a lot of these people have never been serviced by nurses
in the outpatient level.

It is possible to realize how the nursing was put in
the spotlight by being closer to these people and their
families, therefore, able to provide humanized service,
understanding and supporting them in all their needs
during the process of illness.

Taking care of people with sickle cell disease,
a genetic chronic disease, is to understand that the
coexistence and the relationship of these people with
the health services will be permanent and that they
will always return to the health services with different
demands. Therefore, it is considered that these people
need prepared nursing teams, which, in our reality
of public health services, many times implies, in the
exercise of creativity, overcoming the difficulties
imposed by the services.

Nursing care must be implemented in the psycho-
social context also, because knowing that these people
live between limits and overruns, seeking re-signification
of life on the care, nursing has more subsidies to evaluate
and enhance the emotional aspects that are present in
the experience of living with sickle cell disease.

In this perspective, it is also the responsibility of
the nursing team to identify their own design in relation
to the people with sickle cell disease, seeking for
appropriate, effective and friendly assistance, enabling
the minimization of the suffering of all people involved
in the care process.
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