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ABSTRACT

Objective: to describe the perception of patients referred for kidney transplants that are out of the waiting
list, on the disease and the hemodialysis treatment. Method: exploratory and descriptive study with a
qualitative approach, developed with 15 patients on hemodialysis of a renal clinic in Rio Grande do Sul,
Brazil. Data production occurred from March to July 2012, through narrative interview of their experiences
and submitted to thematic analysis technique. Results: the discovery of renal disease, changes and
limitations resulting from hemodialysis and adaptation to the treatment constituted the categories of this
study. Conclusion: the perception of patients on hemodialysis is guided by their experiences that depict a
process of adaptation to this condition, causing them to remain in this therapy, even having indication for
transplantation. Nurses should promote educational activities to patients about their disease and treatment
possibilities, contributing to conscious and clarifies decisions. Descriptors: Nursing; Chronic Renal Failure;
Renal Dialysis; Kidney Transplantation.

RESUMO

Objetivo: descrever a percepcao de pacientes com indicacao para transplante renal que estao fora da lista de
espera sobre a doenca e o tratamento de hemodialise. Método: estudo exploratdria e descritiva, com
abordagem qualitativa, desenvolvido com 15 pacientes em hemodialise de uma clinica renal, no Rio Grande do
Sul, Brasil. A producao dos dados ocorreu de marco a julho de 2012, por meio da entrevista narrativa de
vivéncias e submetidos a Técnica de Analise tematica. Resultados: a descoberta da doenca renal; mudancas e
limitacbes decorrentes da hemodialise; e, adaptacdo ao tratamento constituiram as categorias do estudo.
Conclusdo: a percepcao dos pacientes sobre a hemodialise pauta-se em suas experiéncias e vivéncias, que
retratam um processo de adaptacao a essa condicao, fazendo com que permanecam nesta terapia, mesmo
possuindo indicacao para transplante. Cabe ao enfermeiro promover acdes educativas aos pacientes sobre sua
doenca e possibilidades de tratamentos, contribuindo para decisdes conscientes e esclarecidas. Descritores:
Enfermagem; Insuficiéncia Renal Cronica; Dialise Renal; Transplante de Rim.

RESUMEN

Objetivo: describir la percepcion de los pacientes referidos para trasplantes renal que estan fuera de la lista
de espera en la enfermedad y el tratamiento de hemodialisis. Método: estudio exploratorio y descriptivo con
un enfoque cualitativo, desarrollado con 15 pacientes en hemodialisis de la clinica renal en Rio Grande do Sul,
Brasil. Produccion de datos sucedié entre marzo y julio de 2012, a través de entrevista narrativa de
experiencias y sometido a la técnica de analisis tematico. Resultados: el descubrimiento de la enfermedad
renal, cambios y limitaciones resultantes de hemodialises y la adaptacion al tratamiento constituian
categorias de estudio. Conclusion: la percepcion de los pacientes en hemodialisis es guiado en sus
experiencias que retratan a un proceso de adaptacion a esta condicion, causando que se queden en esta
terapia, ni siquiera tener indicacion de trasplante. Las enfermeras deben promover las actividades educativas
a los pacientes sobre sus posibilidades de enfermedad y tratamiento, lo que contribuye a las decisiones
informadas y aclarado. Descriptores: Enfermeria; La Insuficiencia Renal Cronica; La Dialisis Renal; El
Trasplante Renal.
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INTRODUCTION

Chronic kidney disease has high morbidity
and mortality and is characterized by slow,
progressive and irreversible loss of the renal
function. The incidence and prevalence of
End-stage Renal Disease (ESRD) has been
increasing each year, in Brazil and in the
world, constituting a public health problem.’
According to the 2012 census, the most
frequent diagnoses of primary renal disease
were high blood pressure and diabetes.”

Early detection of chronic kidney disease
allows the patient to perform conservative
treatment before entering dialysis. This
treatment is designed to slow the progression
of kidney disease through nutritional therapy,
blood pressure control, control of risk factors,
monitoring of renal and nutritional function
and preparation for the start of dialytic
treatment.’ The weakness of knowledge of the
population about prevention, and care
provided by health professionals in relation to
the clarification of the importance of
preservation of renal function and the
necessary care, contribute to the late
discovery of disease.*

The modalities of treatments available for
patients with ESRD are hemodialysis,
peritoneal dialysis and renal transplantation’.
The 2012 census showed an estimated number
of 97.586 patients on renal replacement
therapy, among them, 91,6% were at
hemodialysis treatment, and 31,2% of all
dialysis patients were waiting for renal
transplantation.?

Hemodialysis is a treatment that uses high-
tech equipment and materials for performing
the process of removing toxic substances and
excess fluid from the body. This treatment
lasts an average of four hours, three times a
week, according to the clinical status of the
patient'. The dialysis treatment is also
accompanied by several limitations and
restrictions, causing significant changes in the
daily lives of these patients. Physical, sexual,
psychological, social and family limitations
can affect negatively on these patients’
quality of life.*

Kidney transplantation is considered the
best form of treatment for most patients with
chronic kidney disease, due to its lower cost,
higher quality of life and increased surviving®.
It is indicated when there is ESRD, being the
patient at dialysis or even at the pre-dialysis
phase, and may be performed with living or
deceased donor.¢

The possibility of kidney transplantation
needs to be discussed with the patient and

DOI: 10.5205/reuol.8464-74011-1-SM. 1004201604

Patients’ perception for kidney transplantation...

this option deserves to be considered, taking
into account their beliefs, fears and worries’.
Some patients do not accept the condition of
depending on dialysis and opt for the
possibility of transplantation. As for others,
they adapt to their living conditions provided
by dialysis and do not show interest in renal
transplantation, as they fear its possible risks
and complications.®

The motivation for the development of this
research comes from the experience with
hemodialysis patients, in which it was
empirically observed some expressions that
oscillated between hope to perform the
transplant and no longer need to undergo
hemodialysis treatment and the fear of the
unknown, possible  complications  and
transplant failure. One can also see a
considerable number of patients with clinical
indication for transplant, but who were not
included on the waiting list, or under
investigation for transplantation, which raised
concerns about this condition.

From these considerations, the study has
the following guiding question: what is the
perception of patients referred for kidney
transplants that are out of the waiting list on
the disease and the hemodialysis treatment?
With this question, the objective was to
describe the perception of patients referred
for kidney transplants that are out of the
waiting list on the disease and the treatment
of hemodialysis.

METHOD

Exploratory and descriptive study with a
qualitative approach, developed with 15
hemodialysis patients with indication for
transplantation and out of the waiting list.
The survey was conducted at a dialysis clinic
located in Rio Grande do Sul, Brazil. The clinic
is contracted to the Health Unic System/SUS,
and provides dialysis treatment for patients
with ESRD at regular hemodialysis, three
times a week, in three daily shifts.

The subjects inclusion criteria were: being
at hemodialysis for at least three months;
being 18 years or older; not being on the
waiting list for kidney transplantation; having
clinical indication for renal transplantation
and being able to answer the survey. Patients
who had undergone renal transplantation or
were under investigation for  kidney
transplantation from a living or deceased
donor were excluded from the research.

To identify the subjects, the list of patients
registered for renal transplantation at the
clinic, the nurse and physician responsible for
hemodialysis shift and the patients’ records
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were consulted in order to check those that
met the criteria for inclusion/exclusion from
the study. Having a list with the names of
patients who suited the inclusion criteria, the
participants were selected, randomly,
according to the availability and interest of
patients. The number of interviews followed
the criteria of saturation of information, by
repetition and uniformity of the responses.

Data collection occurred from March to
July 2012, through narrative interview of
experiences. This narrative includes the story
of the experience of a person with the
disease, containing several episodes that are
placed in a sequence of events, building up
experience as a process’. The interviews were
conducted by two themes: the evolution of
the disease and the experience with
hemodialysis treatment.

The interviews were conducted in a private
room of the hemodialysis clinic, before or
after the hemodialysis session, and previously
scheduled. The interviews were recorded and,
later, transcribed into a text editor and
identified by the letter "P" of the patient,
followed by sequential Arabic numerals
according to the order of application.

The data were submitted to the thematic
content analysis procedure. In this mode, the
central concept is the theme that includes a
bundle of relationships that can be graphically
presented by means of a word, a phrase, or
summary'®. The systematic and thorough
reading of the material was performed, which
allowed the seizure of the expressed content
and the identification of the repeated and/or
semantically similar content of the different
fragments. Subsequently, the categorization
of the distinctive elements of each subject
was realized, comprising the steps of pre-
analysis, material exploration and treatment
of the results and interpretation.

The ethical principles of Resolution 196/96
of the Health National Council of the Ministry
of Health, which regulates researches
involving human subjects, were followed for
the accomplishment of this research'’.
Therefore, the study participants were
informed and signed Free Consent and
Informed Form, which was provided in two
ways. Still in compliance with the law, the
research had the project approved by the
Research Ethics Committee of the institution
under No. of Presentation Certificate for
Ethics Assessment: 01169012.40000.5346.

RESULTS

The participants were between 27 and 58
years old, nine women and six men, most of

DOI: 10.5205/reuol.8464-74011-1-SM. 1004201604

Patients’ perception for kidney transplantation...

them living at the city where research took
place. Regarding marital status, eight were
singles; four, married; two, separated; and
one, divorced. With regard to religion, 13
identified themselves Catholic; one,
evangelical; and one reported no religion. As
for education, seven didn’t finish elementary
school three finished elementary school; two
didn’t finish high school, and three finished
high school. Family income ranged from one
to three minimum wages, and all received
Social Security benefit. The hemodialysis
treatment time ranged from two to 15 years.

From the methodological framework used,
three themes emerged and made up the
discussion corpus of this study: the discovery
of kidney disease: impact and ignorance;
changes and limitations resulting from
hemodialysis; and adaptation to hemodialysis
treatment.

¢ The discovery of kidney disease:
impact and ignorance

Chronic kidney disease is silent. Uremic
symptoms appear when renal function is
already compromised, occurring, most of the
time, the late diagnosis of the disease. Most
respondents reported that the discovery of
the disease and the onset of hemodialysis
occurred abruptly, without prior knowledge of
diagnosis and treatment.

Then | went to do a lot of tests, then he
already presented himself, you're with both
kidneys “conked”. Then | entered into
despair, we enter into despair. | had never
been to a doctor, and said: What will | do
now? Since I'm here | have to go putting up,
then did all tests, already got cleared on
time, there (hospital) did for me what they
had to do. (P1)

At dawn that | got there in the university
(hospital), with pain, much pain in the
chest, then there they did an examination
and it already accused the kidney problem.
Then they already began the task of passing
the catheter, it took no long. (P2)

And then | didn’t know very well what it
was. I’ve never heard of what hemodialysis
was, you know, never. Then | started to do
such hemodialysis. (P9)

Against the diagnosis of the disease and the
need for a complex and unknown treatment,
patients undergo a process of
denial/acceptance which is expressed by
different reactions and feelings.

We never accept it. No, there’s always a
bit of rejection [...]. We revolt. Then |
revolted, like this: why haven’t | treated
myself? Why haven’t | done this, haven’t done
that? | regret a thousand things [...]. (P5)
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[...] in the beginning it was hard. | was
willing to (pause) even do something to
myself. | was willing to kill myself. (P7)
It was really hard, it took me too much to
accept. It was really hard. Sometimes, when
the day of going (hemodialysis) arrived, |
started to cry, sometimes didn’t want to go,
not at all. But then, people were telling
me, you must come, because you’re gonna
get better, everything. Then | was, very
slowly and was accepting everything. (P8)
After the impact against the diagnosis of
chronic kidney disease and the need for renal
replacement  therapy, the respondents
reported the limitations and changes related
to disease and treatment.

¢ Changes and limitations resulting from
hemodialysis

The hemodialysis treatment brings changes
in the daily lives of patients. Food and liquid
restriction, and regular use of drugs are
needed for effective treatment and the
patient's well-being, meaning that the disease
dictates their lives. The need for -care
imposed by the treatment modifies the
previous lifestyle, requiring patients to adapt
to a new way of living.

You have to take care of it, but | take care
of myself on the liquids, on food too. There
are things that increase potassium, these
things like this | can’t eat. So | take care of
myself on these things too. (P3)

My life is about undergoing hemodialysis
and taking medicines. For blood pressure, |
take every day [...]. | take care of myself.
This addiction thing, those things, | don’t
have. | never ever put alcoholic drinks in
the mouth. Before, | took a bit of beer at
the weekends [...] then, after | got this
problem, nevermore. (P10)

Other changes that interfere in the
patients’ lives are related to labor activities
and social life. In addition to dependency of
care and a machine to stay alive, there is
need for compliance with days and times
established by the treatment, which
implications make impossible the continuity of
work activities, compromise leisure activities,
especially trips longer than two days or to
locations that do not have a dialysis center.
The life of these patients changes because of
the treatment.

Because now we are stuck to the machine,
we say we’re not, but we are! Those days
you have to come, it’s no use. So | wanted
to have a more normal life, | mean, away of
the machine. (P3)

It wasn’t easy, for | worked (long pause).
Som vy life was Always working, you know?
And, suddenly, everything stops. For me, it
wasn’t easy. (P10)
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You have to get up early, three times a
week, it isn’t easy. You can’t do anything,
you can’t go out, travel. | just travel to
here (he lives at other city). | can’t know
other places; | can’t go to other place. If |
go, | have to take the filter, you know? You
have to get a place to undergo hemodialysis.
(P13)

The changes in the life of a patient
undergoing hemodialysis are successive and
can mean anxiety and worries, when facing
the complications related to the disease and
its treatment, as well as the imminent fear of
death.

It gets me anxious because of the sex, the
sex “conked”. It’s not like in the past, so
this thing, the man is like (pause) new man
already [...] this is what screws up the
most, this part, otherwise the rest [...].
(P1)

It concerns me for | see like this, my mates
leaving, showing up things like in myself
[...] I’'m with my bones misshapen. (P5)
Sometimes the person gets to think like
this: bah!

As vezes a pessoa se pega a pensar assim:
bah! Geez. Will | live until next year? Will |
die next year? Will I live more? Why do | have
to die before the others? It’s complicated.
(P6)

¢ Adaptation to hemodialysis treatment

The  perception that patients at
hemodialysis have on a practically normal life
is related to the ability to perform most daily
activities, even in the face of changes and
limitations the treatment requires.

No, it doesn’t change me at all, normal, |
take a normal life (emphatic voice), any
other person like this, of course, not like
other people who eat all they want to, drink
all they want to, not like this!So, [...] it has
its limits, so it enters in my limits that |
have to do. (P1)

[...] | keep a good life, in the case with the
machine. | think, in my point, | keep a
better life like this. It’s right it was better
before, | could do everything | wanted to
and a bit more. There are some limitations,
but you can live well. (P2)

I live a normal life. | arrive at home, eat, if
I want to go out, | go. | go fishing, go to the
river. | take a normal life. | don’t have that
fear, that worry of going out: ah! | can
catch no rain, or | can catch no sun! There
isn’t that worry. (P12)

The patients claim their health conditions
improved, substantially, after beginning the
hemodialysis treatment. Therefore, they told
their difficulties at the pre-dialytic phase and
conceptualized the hemodialysis as
responsible for their lives’s continuity.
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Now | know that it’s very good, because, if |
hadn’t begun at that time, | wouldn’t be
here. Now | see what I’ve been through, |
couldn’t put a spoon of food in my mouth,
nothing, nothing [...] and ow I feel very well
now. (P8)

| think that for me, it’s being good. Very
good, if | hadn’t this treatment, maybe, |
wouldn’t even be here anymore [...]. (P11)

The safe and satisfaction with
hemodialysis, towards the uncertainty of
success of the transplantation may contribute
to keep them at the therapy they’re
experiencing.

I’'m not afraid of rejection, of not
succeding. And, as | feel fine like this, it’s
like that saying: “do not mess with what is
quiet” (smile). If I’m feeling fine like this! |
do everything, everybody says: look, you
look like a normal person [...]. (P5)

I think like this, | feel very well in the way |
am undergoing hemodialysis. (P9)

[...] in the beginning, | even thought about
transplantation, but nowadays, | don’t
know, | got used to it, | don’t know. | feel
fine, in the case, with the vitamins,
everything we take over there [...] | take an
almost normal life. (P14)

With this, one sees that the participants
remain at hemodialysis, conditioning and
adapting themselves, even against the
changes and limitations imposed by this
therapy.

DISCUSSION

Chronic kidney disease is a complex disease
that requires different approaches in its
treatment. In most patients of this study, the
discovery of chronic kidney disease and
initiation of dialysis was sudden, unexpected
and unknown, which leads to the results
shown in a study in which most cases of
kidney disease was diagnosed in a late stage,
already requiring dialysis.*

This study confirms that early diagnosis and
immediate referral to specialists are essential
steps that enable pre-dialysis education and
the implementation of measures to mitigate
the progression to more advanced stages and
reduce morbidity and mortality.?
Furthermore, it is necessary to develop
educational activities in health, in order to
assist the patient at the understanding and
acceptance of the disease and its treatment,
besides the necessary care for maintaining
their life.

Against the discovery of the disease and
the inevitable need for dialysis treatment,
patients undergo a process of
rejection/acceptance. During this process
they may have different reactions, as well as
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moments of physical and psychic suffering.*

This process of non-acceptance was found in
the reports of the respondents, by refusing to
undergo the treatment and even intentions to
take their own life.

The denial of the human being is described
as a temporary defense stage before the
recognition of the gravity and irreversibility of
illness or death, and soon replaced by a
partial acceptance." In this study, the denial
is demonstrated against the unexpected
illness and fear of the unknown, expressed by
feelings of guilt, anger, fear and despair. This
result leads to the pointed ones in other
studies, that also point out that these feelings
may change with time and initiate the phase
of adaptation and coexistence in this
treatment.*"

Hemodialysis brings profound changes in
the life of the patient. As in other studies, the
patients of this investigation expressed the
need for changes in eating habits and
hydration, the continued use of medications,
dependence on a machine and commitment of
leisure and work habits.*"

The diet control and regular use of drugs
are habits already acquired and known by
respondents who changed their daily lives.
The food and water restrictions are essential
for the success of the treatment and the
individual well-being, but can be a source of
frustration for changing everyday habits and
imposing multiple deprivations.

Regarding the dependence on a machine, in
the context of changes in the lives of
patients, it is worth mentioning that, despite
the hemodialysis machine provides the
maintenance of life, its dependence also
limits freedom." Because of these limits, they
discontinue their professional, social and
leisure activities, which was found in the
statements of the respondents. A similar
result was found in a study about the
perceptions and changes in the quality of life
of  patients undergoing  hemodialysis,
mentioning the importance of work in their
lives, both by the need for survival, as for
carrying out activities that provide pleasure
and satisfaction.*

With hemodialysis, the difficulty of
traveling, meeting other places is committed
as expressed by respondents. The possibility
of traveling involves previous planning of the
patient and staff, checking availability of
vacancy in the desired location in order to
ensure the continuity of their treatment
without interruptions that may compromise
their health.
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The evolution of the disease and the
treatment time cause distressing situations to
the respondents, towards the complications
that come. Chronic kidney disease can cause
various clinical complications: bone,
cardiovascular, neurological, hematologic,
skin and others. These complications usually
require other treatments, compromising the
health and quality of life of a chronic renal
patient.’

The experience of patients with chronic
kidney disease becomes complex and the
patient is weakened during the disease,
finding it hard to cope with the risk of harm
and the fear of death that permeate their
daily lives." This study ratifies this weakness,
given the health concerns and the fear of
death, as the statements of the respondents.
Moreover, the finite seems more factual for
patients who depend on a machine for living.

The subjects of this study recognize the
limitations and complications that the disease
and treatment impose and, yet, at times,
consider their life as normal, within the
standards established by their culture. While
living with this paradox, a process of
acceptance and adaptation to the treatment
is designed to keep them closer to normal life.
A study dealing with hemodialysis patients
vulnerability affirms that the time variable in
hemodialysis is a factor that can affect the
quality of life of patients and promote the
acceptance of limitations and adaptation to
their new life situation.™

Some features are found by patients to
cope with all these changes caused by the
disease. A study found that religion helps and
comforts patients, strengthening them and
promoting general well-being in the
acceptance of this inevitable condition of
illness.” Another coping possibility is the
expectation and hope of performing a kidney
transplant, seen as a possibility that could
change their lives and transform their
suffering in better days."”

At the same time the kidney
transplantation is considered the best
therapeutic method for the treatment of
patients with chronic renal failure with no
contraindications, its realization is no
guarantee of success. Thus, fear and distrust
of the (un)successful kidney transplant cause
insecurity in patients, being considered, by
their imagination, as something nebulous and
intangible."

The perception of the participants of this
study on hemodialysis is seen as something
necessary and vital to ensure their survival,
even with the many changes and limitations
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that this treatment imposes on their lives,
opting to remain in therapy, in which they
feel adapted. In addition, they have been at
hemodialysis for a long time, have indication
for kidney transplantation, but they are not
on a waiting list, which can be related to their
perceptions and experiences related to
hemodialysis and kidney transplantation. A
study about the perception of hemodialysis
patients on their disease showed significant
improvement over a period of treatment,
leading to a more optimistic view of their
disease by understanding it better and
considering dialysis an effective treatment for
their problem.”

CONCLUSION

The discovery of kidney disease and the
unforeseen need for dialysis, as a result of
lack of an early diagnosis and appropriate
preparation for the treatment, were possibly
what caused intense suffering for the
surveyed. The results of this study confirm
that guidance and prevention of chronic
kidney disease still constitute a challenge to
nursing and the current public health.

Hemodialysis patients with indication for
transplantation, and out of the waiting list,
realize that the disease and hemodialysis
cause changes that interfere in lifestyle,
limiting their daily activities and, thus,
compromising their quality of life. However,
despite the recognition of the limitations and
privations imposed by the disease and its
treatment, patients adapt and consider having
a normal life within their possibilities, which
does not prevent them from suffering with
such changes.

The perception of patients on hemodialysis
comes from their experiences. The long living
with the disease and hemodialysis makes
them, in a way, safe and adapted to this
mode, which makes them realize hemodialysis
as essential, both to improve their health, as
to ensure their survival. Thus, considering the
obtained "gains”, hemodialysis is in an option
that seems guaranteed and safe.

The possibility for kidney transplantation
and the proper explanations about this
treatment option, however, should be
provided to patients with indication for
transplantation, since this therapy can provide
a better quality of life and survival of
patients. Fear of the unknown and the
uncertainty of success of a kidney transplant
may pervade the thinking of these patients
and influence the decision of not joining,
temporarily or permanently, a waiting list,
which must be respected and understood by
staff attending these patients.
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Therefore, educational activities promoted
by nurses are considered essential to
encourage patients at hemodialysis to know
more about the disease, treatments and
possibilities. The sensitive listening can be an
important tool in order to provide a better
understanding of the individual needs. Thus,
nurses can help patients answering their
questions and minimizing their fears, in order
to contribute to conscious and informed
decision-making, as well as finding ways to
live within their possibilities.

The limitations of the study were the
theme specificity and lack of studies with this
population, making it necessary to carry out
some approaches to research results
conducted with  hemodialysis  patients
regardless their status in relation to kidney
transplantation.

Such limitations recommend the need to
consider the results in its uniqueness, but also
underscore the need for further studies with
patients at this condition in order to
complement and compare the results. One
also suggests conducting studies about the
perception that these patients have on kidney
transplantation and the reasons they don’t
join a transplant list. Thus, one can provide,
to the professionals, greater understanding
and clarification on the subject and
contribute to the development of effective
care practices.
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