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Abstract
Objective: To learn the repercussions on the daily living of patients that underwent heart transplantation.
Methods: A descriptive and qualitative study was conducted in a transplantation center in the Brazilian 
Northeast region. Nine patients who underwent heart transplantation participated in the study. Data were 
collected using the focus group technique, facilitated in four meetings. The excerpts of their statements 
resulted in two thematic categories: being a heart transplantation patient - before and after; and feelings and 
perceptions on heart transplantation.
Results: The people submitted to transplantation identified positive changes achieved after the surgery, but 
suffered with the countless prohibitions that directly interfered on their daily living; the limitations resulting 
from transplantation were highlighted and hindered patients from feeling effectively healed.
Conclusion: Participants recognized heart transportation as a solution for their clinical symptoms, but with a 
significant loss of autonomy that compel them to intensive adaptation efforts.

Resumo
Objetivo: Conhecer as repercussões no cotidiano de pacientes submetidos a transplante cardíaco.
Métodos: Trata-se de estudo descritivo, qualitativo, conduzido em um centro de transplantes do nordeste 
brasileiro. Nove pacientes submetidos ao transplante cardíaco participaram do estudo, tendo sido utilizada 
para coleta dos dados a técnica de grupo focal, facilitada em quatro reuniões. Os recortes de suas falas 
resultaram em duas categorias temáticas: ser transplantado cardíaco - o antes e o depois; e sentimentos e 
percepções sobre o transplante cardíaco.
Resultados: A pessoa submetida ao transplante identificou as modificações positivas obtidas após o 
procedimento, porém ressentiu-se com as inúmeras proibições, com interferência direta em seu cotidiano; as 
limitações decorrentes do transplante ganharam destaque e não permitiram que os pacientes se sentissem 
realmente curados.
Conclusão: Os participantes reconheceram o transplante cardíaco como uma solução para seus sintomas 
clínicos, contudo, com significativa perda de autonomia, obrigando-os a um intenso esforço adaptativo.
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Introduction

Heart failure is the main cause of hospitalization 
due to cardiovascular diseases, and the etiologies as-
sociated with it account for about 6% of the deaths 
registered in Brazil.(1,2) In an attempt to minimize 
the situation, heart transplantation is a surgical al-
ternative used to treat heart failure not responsive to 
clinical and/or outpatient treatment, improving the 
expectancy and quality of life of patients suffering 
from this disease.(2)

However, the survival rate after heart trans-
plantation decreases as the years since the proce-
dure go by, and this rate suffers the influence of the 
post-surgery monitoring of patients. Hence, heart 
transportation outpatient care plays an important 
role in the maintenance of the well-being of heart 
transplantation patients, favoring longer survival 
time with better quality of life, which is correlated 
to the absence of heart failure symptoms that allows 
resuming basic and instrumental activities of daily 
living and a potential return to labor activities.(3)

Nonetheless, this resumption demands a wide 
range of adjustments and patients must follow sev-
eral instructions to keep their well-being and pre-
vent complications, mainly in the initial post-trans-
plantation months. It demands changes on the dai-
ly living that, in turn, reduce the rage of personal 
decisions due to a set of instructions and rules char-
acterized by standardization and impersonality. The 
work of a multidisciplinary team is crucial in this 
matter to assist patients in their adjustment to the 
new life.(4,5)

The daily living of those submitted to transplan-
tation is different from that of people who have not 
undergone the procedure, because of the excessive 
care required to prevent infection, the healthy and 
proper food demanded, weight maintenance and 
continuous administration of medication sharp-
ly on time. Thus, the participation of the team in 
health promotion measures is of special impor-
tance,(4) as this care is effectively required and has 
strong social impact on the lives of those submitted 
to transplantation. However, few studies, mainly at 
national level, approach this phenomenon, showing 
the need for promoting research on this topic.(5-8)

A consensual point in the existing studies on 
heart transplantation is that life itself gives a sense 
to the daily living; however, complex situations and 
new concerns related to the condition of being a 
heart transplantation patient come about. In that 
context, the existence of social, professional and, 
above all, spiritual support is crucial to meet the pa-
tients’ aspirations, as self-care maintenance brings 
positive impacts on their daily living, improving the 
quality of life even of those with over five years of 
heart transplantation.(5-9)

Understanding the daily living of patients sub-
mitted to transplantation implies understanding 
how these people relate to the guidance provided 
by the health team and the heart transplantation 
itself. In this sense, the objective of this study is 
to learn the repercussions of heart transplantation 
on the daily living of individuals submitted to the 
procedure.

Methods

This was a descriptive study with a qualitative ap-
proach, developed at the unit of heart transplanta-
tion and failure of a hospital in Ceará, which is spe-
cialized in cardiopulmonary diseases. The unit had 
a multi-disciplinary team and booked medical visits 
following the service protocol, as follows: weekly 
up to one month of transplantation after hospital 
discharge; every two weeks until the third month 
after transplantation, and then on a monthly basis 
until one year after the procedure, when patients 
start going to hospital every three months. In or-
der to ensure the medical visit quality, the hospital 
established the limit of 12 patients a day, regardless 
the length of transplantation.

Based on that protocol, the study participants 
were selected according to the following criteria of 
inclusion: having been submitted to heart trans-
plantation for up to six months and being in reg-
ular outpatient care monitoring. The post-trans-
plantation period was selected due to the significant 
volume of information imposed by the multidisci-
plinary team, which required the transplantation 
patients to make continuous adjustments to their 
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daily living. After that period rules are relaxed, es-
tablishing a more independent and autonomous 
behavior of the patient. After the selection, patients 
presenting unsatisfactory clinical conditions like 
admission in an intensive care unit, isolation for use 
of medication due to graft rejection and damage to 
the consciousness level, were excluded.

In 2012, 29 patients were submitted to heart 
transplantation. Of these, 14 had undergone the 
procedure within six months, according to the 
data collection period, and five patients missed the 
required clinical conditions to participate in the 
study due to clinical instability and need for spe-
cific care, as aforementioned. Hence, nine partici-
pants were identified to the study, of which seven 
were men with a mean age of 40.8 years (± 8.8 
years). The anonymity of subjects was preserved 
identifying participants with letters followed by a 
cardinal number.

Data were collected in January 2013, using the 
focus group technique.(10,11) The informal nature of 
discussion and small size of the group allowed in-
depth information collection, as participants felt at 
ease to talk about their experiences. Although this is 
a quick and low-cost technique for data assessment 
and collection, its scientific character results from 
the systematization of groups that facilitated analyz-
ing the statements by participants.

The focus group was organized in 9-patient 
groups that participated in the four meetings held 
and previously booked. The focus group started at 
9 am, lasting 60 minutes on average. There was a 
facilitator who started, conducted and closed the 
session, additionally to an observing rapporteur 
in charge of recording the participants’ speech and 
non-verbal language, and analyze the focus group 
conduction.

The following script of guiding questions was 
employed for discussions: (1) describe the expe-
rience of being a patient of heart transplantation; 
(2) comment on your daily living as a heart trans-
plantation patient; (3) talk about the instructions 
provided by the multidisciplinary team. The first 
question was used to conduct the first and second 
meetings because of the need for making room to 
the debate on pre-transplantation period that was 

widely quoted as a comparison element; the second 
and third questions, in turn, were developed in the 
third and fourth meetings.

The questions have the potential to foster the 
active participation of the patients selected, be-
sides guiding the formulation of new questions 
based on the oral expressions. In order to deep-
en the reflection about the repercussions of heart 
transplantation on the daily living of patients, 
sometimes the facilitator returned to some ques-
tions proposed adding new contributions by the 
participants, and improving the understanding 
about implicit meanings.

The meetings were recorded and then tran-
scribed. Based on transcriptions, the statements 
were organized into units of meanings that, after 
categorization, led to two different categories: be-
ing a heart transplantation patient - before and 
after, and feelings and perceptions about heart 
transplantation.

Hermeneutic principles oriented the under-
standing and interpretation of speeches favoring 
the suspension of characteristics inherent to indi-
vidual experience, bringing up life experience, as 
suggested by Dilthey. According to the hermeneu-
tics, as a methodological resource, the whole can 
be understood when decomposed into parts that 
preserve shared meanings. The decomposition of 
speeches highlighting implicit meanings, and fur-
ther reconstitution based on a whole that is elab-
orated, allowed understanding more relevant as-
pects that assisted deepening the proposed object 
of study.(12,13)

Guided by these foundations, the authors took 
significant excerpts of the participants’ speeches 
and, after recomposing these, obtained five units 
of meaning as follows: life before heart transplan-
tation; plans for the future; social isolation; behav-
ioral restrictions; feelings and perceptions about the 
team and guidance. Further, these units gave rise 
to the following thematic categories: being a heart 
transplantation patient - before and after, and feel-
ings and perceptions about heart transplantation.

The development of the present study complied 
with national and international ethical guidelines 
on research involving human subjects.
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Results

Being a heart transplantation patient: 
before and after
Based on the statements by the study participants 
and their experiences prior to transplantation, 
it was observed that for most cases patients per-
ceived the indication of heart transplantation as 
a possibility for restoring their health status. This 
fact can be observed in the following statement: 
“I was in a critical situation, I was 70% dead and 
30% alive”. (N1).

In face of the uncertainty if the expected or-
gan would arrive on time and of the development 
of disabling signs and symptoms, some patients 
found the necessary power to manage the situa-
tion in spirituality. That happened before and af-
ter the surgery with different motivations for both 
periods, as shown in the following statement: “Je-
sus has always given me power to stay without my 
kids”. (E16).

After the heart transplantation, new situations 
emerged in the patient daily living and spiritual-
ity remained a means of motivation to cope with 
the changes in several aspects of their lives. Some 
patients became solitary and present some deficit 
when it comes to socialization, due to the require-
ments resulting from treatment, reinforcing the 
need for being adjusted to the social environment 
by engaging in groups or getting closer to spiritual 
matters.

Some adjustments were also related to following 
the therapeutics. Among the difficulties to adhere 
to the post-transplantation required care, patients 
highlight limitations related to self-care as this in-
volved adhering to behaviors which used to be un-
familiar to them: “It’s hard because we want to do the 
right thing”. (O2).

After overcoming the initial difficulties, the 
participants started resuming or planning activities 
of daily living, including work, which was a pos-
itive factor as it is an important element in peo-
ple’s lives, often improving the well-being and the 
health of individuals submitted to transplantation. 
Many statements reflect the patients’ expectation 
to resume their labor activities as an alternative to 

the recovery of their identity as healthy individuals. 
This is shown in the following statement: “I really 
had to work”. (P8)

Feelings and perceptions about heart 
transportation
In the period prior to the procedure, transplan-
tation was perceived as the cure to all the ills. 
However, after transplantations patients faced 
several limitations and difficulties to maintain 
the required care, including the feeling of losing 
autonomy.

The individuals submitted to transplantation 
recognized several changes and said as follows: “I 
have completely changed psychologically and phys-
ically”. (K3). They found themselves subjected 
to several limitations and difficulties to maintain 
the required care, including the feeling of hav-
ing lost their autonomy, as transcribed: “There 
is nothing we can do, everything we want we just 
can’t”. (K7).

Moreover, patients found difficulties in taking 
the care recommended by the team, and it was ob-
served the objective interference of the health pro-
fessionals’ instructions on patients’ social habits. 
These were often imposed, with no plausible expla-
nation to facilitate understanding and, thus, accept-
ing the rules. Some patients vehemently comment-
ed on this fact: “It is difficult to be isolated at home; 
I have one little granddaughter and she just stayed at 
the doorstep”. (Q15); “This part will be really hard, 
I have young kids, I haven’t seen them for almost five 
months”. (M5).

Despite all difficulties, the organs recipients 
felt happy, thankful and victorious for having sur-
vived to the heart transplantation. The feeling of 
gratitude and recognition of a new life is found 
in the statement by many transplantation patients, 
with visible feelings of victory: “I thank for being 
alive” (N8); “It is a new life to me” (J1); “I was born 
again” (R2).

The statements of heart transplantation pa-
tients show that, despite the strict and continued 
treatment to keep their quality of life and the organ 
feasibility, the feeling of satisfaction for being alive 
and having a longer survival expectancy prevail. 
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The comfort of no longer living with the limiting 
signs of heart failure, of having the right to plan-
ning the future and, above all, of having the cer-
tainty that they had their right to be happy restored 
were the prevailing elements on the statements of 
these patients.

Discussion

The daily living of patients submitted to heart 
transplantation is characterized by new situations 
that involve adjustments by the family and the 
social network surrounding them. Understand-
ing this issue, we believe that the participation 
of these other elements in further studies would 
be important to better understand this phenom-
enon, as this study was limited to the patients’ 
perceptions.

A wide range of physical and psychosocial man-
ifestations were found in the period prior to and af-
ter heart transplantation. It is in this context full of 
dualities (life/death, health/disease) that the path to 
be followed by individuals waiting for or submitted 
to heart transplantation is built.

Heart failure is one of the main causes of hos-
pitalization in Brazil and in the world,(14,15) with 
symptoms that bring about significant limitations 
to the daily living of those waiting for transplanta-
tion. This perception of losing vitality is often asso-
ciated with lower autonomy and a higher level of 
impairment for self-care. As the disease develops, 
patients often wait for the organ in the hospital, 
which results in social isolation and feelings of im-
potence and vulnerability.

After the phase of uncertainties about the proce-
dure, the transplantation patients recognize the sit-
uation as complex, and report difficulties regarding 
adaptation to the social environment as they stay 
a long time far from their peers, in the beginning 
in compliance with the guidance provided by the 
multi-professional team and, then, for fear. None-
theless, other studies agree on the significant im-
provement of patients’ quality of life resulting from 
the presence of their caregivers and of the social, 
family and spiritual support.(5-9)

There was also some difficulty regarding adher-
ence to post-transplantation care, although patients 
acknowledge its importance. Since adherence is 
defined as the degree of coincidence between the 
behavior of a person regarding taking medicines, 
following a diet and/or changing their lifestyle, and 
the recommendations by a health professional,(16) 
the limited health status damages the achievement 
of adherence goals and demands changes and adap-
tations during the whole process of waiting for the 
transplantation or after it.

As corroborated by a survey carried out by Sada-
la and Stolf,(8) transplantation patients report some 
difficulties regarding self-care. According to the au-
thors, the practice demands adherence to unusual 
behaviors, thus requiring more preparation during 
the pre-transplantation period. Despite the difficul-
ties and intensive adaptation efforts, the study by 
Aguiar et al.(4) supports our findings as it also shows 
that the transplant patients interviewed strictly fol-
lowed the required treatment to reach good quality 
of life.

Supplementing these results, Buendía et al.(17) 
restate that heart transplantation improves the 
functional capacity of patients that adhere to the 
treatment. However, they only feel to be healthy 
after a certain period of treatment, when they 
start performing activities of daily living in a nor-
mal way, including working. This context of re-
turn to everyday and labor activities poses many 
challenges. According to the study by Jalowiec 
et al.,(18) only 26% of the patients submitted to 
transplantation were working one year after sur-
gery and faced many difficulties in the rehabili-
tation period.

These adaptations involve several feelings. As 
presented in the study, patients experienced hap-
piness, gratitude and victory as they overcame the 
waiting phase and could envisage a new day and 
a new life. These feelings are common among pa-
tients submitted to heart transplantation in other 
countries, where gratitude, satisfaction and res-
ignation alternate. Patients show gratitude when 
their health considerably improve, but feel resig-
nation when complications or side effects occur 
due to the lack of information or support.(19) On 
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the other hand, negative feelings such as sadness, 
have also been reported in another study,(18) char-
acterizing this path of “being a transplantation 
patient” as complex and controversial, but which 
generates life.

Conclusion

People submitted to heart transplantation identified 
positive changes after the procedure, but suffered 
with the countless prohibitions that directly inter-
fere with their daily living. Limitations resulting 
from transplantation were highlighted and prevent-
ed patients from feeling really healed, although rec-
ognizing the procedure as a solution to their clinical 
symptoms. There is a significant loss of autonomy 
that obliges patients to intensively endeavor to be 
adjusted. However, those efforts culminate in the 
adherence to the guidance by the team and to the 
understanding that maintaining care is important 
to maintain life, which makes them happy and 
thankful. It is worth mentioning that inclusion of 
patients that were submitted to the procedure with-
in up to six months was a limitation to the study. 
In that period, the heart transplantation patient, 
fearing the procedure failure, put all their efforts to 
adhere to the pharmacological and non-pharmaco-
logical measures, which makes us consider if this 
commitment with guidance provided by the team 
is persistent and a reflex of deeper awareness about 
the adoption of a new lifestyle.
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