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ABSTRACT
Objective: to understand the family management experiences of children awaiting solid organ transplantation according to the 
Family Management Style Framework. Method: a qualitative study was conducted using the aforementioned framework as a 
theoretical model. Interviews were conducted remotely with nine family members of children awaiting organ transplantation. Data 
were analyzed using a hybrid thematic analysis model. Results: families define this phase as oscillating between fear of transplantation, 
organ rejection and the possibility of dying on the waiting list, and hope for an improvement in the clinical condition. Conclusion: 
identifying the needs of the family waiting for transplantation allows the health professional to implement interventions.
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Family management of the child waiting for an organ transplant

RESUMO

Objetivo: conhecer a experiência de manejo familiar da criança à espera de um transplante de órgãos sólidos de acordo com 
o Modelo de estilos de manejo familiar. Método: foi realizado um estudo qualitativo que utilizou o modelo supracitado como 
referencial teórico. Foram aplicadas entrevistas, de forma remota, a nove familiares de crianças que aguardavam por um transplante 
de órgãos. Os dados foram analisados através do modelo híbrido de análise temática. Resultados: as famílias definem que essa 
fase oscila entre o medo do transplante, da rejeição do órgão e possibilidade de morte em fila de espera, e a esperança na melhora 
do quadro clínico. Considerações finais: identificar as necessidades da família que aguarda por um transplante possibilita ao 
profissional de saúde implementar intervenções.

DESCRITORES: Família; Transplante; Enfermagem pediátrica; Criança;

RESUMEN

Objetivos: comprender la experiencia de gestión familiar de niños en espera de trasplante de órgano sólido de acuerdo con el 
Modelo de Estilos de Gestión Familiar. Método: se realizó un estudio cualitativo utilizando como marco teórico el modelo antes 
mencionado. Las entrevistas se realizaron de forma remota con nueve familiares de niños que esperaban un trasplante de órgano. 
Los datos se analizaron utilizando el modelo de análisis temático híbrido. Resultados: las familias definen que esta fase oscila entre 
el miedo al trasplante, el rechazo del órgano y la posibilidad de muerte en lista de espera, y la esperanza de mejora del cuadro 
clínico. Consideraciones finales: identificar las necesidades de la familia en espera de un trasplante permite al profesional de 
la salud implementar intervenciones.

DESCRIPTORES: Familia; Trasplante; Enfermería pediátrica; Niño.

INTRODUCTION

In the family context, the news of a child's chronic illness 
has painful repercussions and emotional consequences for 
all the family members.1 Transplantation is an alternative 
for progressive and degenerative diseases of vital organs, 
but the need for it can create a mixture of emotions in the 
family, such as fear, uncertainty, anxiety, and hope for the 
child's recovery.2   

The transplant process does not begin with the surgical 
act, but goes through phases - discovering the need for the 
transplant, waiting for it, receiving it, and living with it. 
Each phase can generate changes in family dynamics that 
require specific monitoring and professional intervention.3-4 
The literature indicates the existence of two crisis phases, 
represented by knowing the need for transplantation and 
receiving the transplant, both characterized by imbalance 
in the family due to the adjustments that are more intense 
in these periods.3-4 

The phase of waiting for transplantation, also called pre-
-transplantation, defined from the moment the patient knows 
the need for this intervention5, is characterized by waiting, 
during which the child and the family experience different 
feelings and changes, such as anxiety, doubts, fear and de-
pression, which can be aggravated by financial difficulties 
and changes in family dynamics.1 Of all the phases, the pre-
-transplantation phase is described by family members as the 
phase of greatest stress and uncertainty, compared to "living 
with a time bomb".5

O The increase in the mortality rate of children waiting 
for organ transplantation affects families, and the possibility 
of a child's death creates a sense of despair among family 

members.6-7 According to official data from the Brazilian 
Association of Organ Transplantation (ABTO), in 2022, 286 
children were added to the waiting list for transplantation, 
bringing the total number of children in the waiting list to 
1,249; of these, 26 died while waiting for an organ in the first 
half of that year.8 

Studies point to the need for family assessment and inter-
vention in the pre-transplant period.9 When these interven-
tions are carried out, the child's psychological adjustment is 
facilitated, leading to positive coping with the other stages. 
However, if the health care team does not adequately sup-
port the psychological and social conditions of the parents, 
this can have negative consequences, such as increased pre-
-transplant infant mortality, higher risk of late graft rejection, 
and extended hospitalization time.9 

Understanding this family's experience of coping with 
transplantation can help guide the development of specific 
interventions. The Family Management Style Framework 
(FMSF)10 can be used to assess how the family responds to 
the chronic illness of a member.  

The term "family management style" is used to refer to a 
consistent pattern of the family unit's response to a particu-
lar health condition. The term "management" reinforces the 
focus on the behavioral component of the family response.10 
Family management can be defined as "the role of the family 
in actively responding to the illness and various health care 
situations.10

The FMSF assesses the family's response through three 
conceptual components: definition of the situation, manage-
ment behaviors, and perceived consequences.10 The definition 
of the situation component refers to the meanings that the 
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family assigns to the management experience. The manage-
ment behaviors include the principles adopted by the family 
members in the different situations imposed by the chronic 
disease, while the perceived consequences are the real or 
expected results of the family in the daily management of 
the disease, which shape the behaviors and, consequently, 
influence the definition of the situation.10  

Given these needs, and considering the FMSF as a use-
ful tool in the study of family management, the study aims 
to answer the following question "What is the experience 
of family management of the child waiting for solid organ 
transplantation?" 

Thus, this study aims to understand the experience of 
family management of children waiting for solid organ trans-
plantation in the light of the FMSF.10

MÉTODOS

Study type
Given the objective and nature of the research problem, the 

qualitative approach was chosen for this study. The FMSF was 
used as the theoretical framework.10  

Study site
This study was conducted remotely. The principal investigator 

joined virtual support groups for transplant recipients and their 
families and posted announcements inviting for participation. 
The groups were selected based on the profile of the participants 
according to the objective of the study. 

The inclusion of the researcher in the groups was done with 
the consent of the administrators of these communities. The 
purpose of the publications was to explain the aim of the research 
and the opportunity for families to participate. Those interested 
in participating responded to the publication and scheduled an 
interview.

Sampling
Sampling was carried out using the snowball sampling techni-

que11 with the virtual support groups as a channel for people awaiting 
or having undergone transplantation and their family members.  

The number of participants was not defined in advance12 
and data collection was stopped when saturation occurred, i.e., 
when only repetition of existing data appeared without adding 
relevant information.12

Inclusion criteria
Families of children aged 12 years or younger who were 

waiting for a solid organ transplant were eligible for the study. 
Families whose children were awaiting a second transplant were 
excluded - a specific condition that was not evaluated in this study.

Study participants
Nine participants (one father and eight mothers) from eight 

families were interviewed. The participants ranged in age from 

22 to 38 years, the children ranged in age from 4 months to 5 
years, the average time they knew of the need for transplantation 
was 1 year and 6 months, and five children were waiting for 
heart transplantation, two for kidney transplantation, and one 
for lung transplantation. Two family members withdrew from 
participation after consenting, and one family did not meet eli-
gibility criteria Nine participants (one father and eight mothers) 
from eight families were interviewed. The participants ranged 
in age from 22 to 38 years, the children ranged in age from 4 
months to 5 years, the average time they knew of the need for 
transplantation was 1 year and 6 months, and five children were 
waiting for heart transplantation, two for kidney transplantation, 
and one for lung transplantation. Two family members withdrew 
from participation after consenting, and one family did not meet 
eligibility criteria.

The Interviews 
Interviews were conducted remotely via telephone and/or 

video call. All resources used for the interview were conducted 
in a protected space to ensure privacy and to protect the identity 
of the interviewee. It was clarified that the interview would be 
recorded and conducted via video call (Google Meet, ZOOM 
and/or Skype) or telephone call, according to the interviewee's 
preference.  

The interview consisted of two parts in a single session. The 
first part was conducted with questions to identify the child 
and the family, and the second part consisted of open-ended 
questions, based on the FMSF10, to access the three dimensions 
of the theoretical model adopted (definition of the situation, 
management behavior and perceived consequences).

Procedures for analyzing and processing qualitative data
The interviews were fully transcribed by the researcher in 

order to deepen the data. The use of the recording helped the 
researcher to be more attentive to the participants and allowed 
her to focus on the interview and pay attention to the clarification 
of the information. 

Data analysis was carried out using the hybrid model of the-
matic analysis, which integrates the deductive approach, based on 
code models, and the inductive approach, guided by the data.13 

Ethical aspects
The project complies with CNS/MS Resolution No. 466/12, 

which deals with research involving human subjects at all stages.14 
The research was submitted to the Ethics Committee in Research 
of the State University of Campinas (Unicamp), and the data 
collection was carried out after obtaining a favorable opinion 
(nº 5.636.628 and CAAE: 59443322.5.0000.5404). 

The free and informed consent form (ICF) was sent electroni-
cally (by e-mail or messaging application) so that the participant 
could read it, clarify any doubts and sign it before the interviews 
began. It should be noted that one consent form was filled in per 
participant and not per family, i.e. in the case of two participants 
from the same family, each one filled in their own consent form.
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RESULTS

The results are then presented according to the conceptual 
components defined by the FMSF10, illustrated by the speech of 
the participating families. 

Definition of the situation
In terms of the child's identity, the family members define 

them as equal to others of the same age in terms of their ability to 
perform some typical childhood activities. 

“She does her activities, we find everything for her to do, she 
knows how to draw, she knows how to count, we put on videos 
to stimulate her.” (mother G.)

On the other hand, they see their child as different from other 
children when they recognize the limitations imposed by the 
disease, whether in the hospital or in the home context.

“But the difference is this: I can't nurture him; he feeds 
through a tube. I can't breastfeed him like other babies.” 
(mother C.)

The vision of illness is guided by the discovery of a new reality: 
chronic illness preceded by the need for organ transplantation. 
Families see this situation influenced by fear, insecurity, and un-
certainty about the cause, severity, and prognosis of the disease 
in the child and in the family.

“We are afraid of immunosuppressants, we are afraid of 
rejection, and we are afraid of the waiting time, that people 
still have a very big prejudice, a very big resistance to donating 
organs.” (Mother C.)

The management's attitude is guided by the parents' view of the 
disease. The search for knowledge and information influenced the 
parents' view of the consequences of the disease and consequently 
the management mentality, as some families had more clarity about 
the decision to transplant and others had more questions about the 
consequences of transplantation and the prognosis of the disease.

“But then I did a lot of research and they explained to me why 
and how it should be done and if I didn't do it, what would 
happen, the pros and cons. And we thought it was the right 
thing to do and we decided to get on the list.” (Mother P.)

Sharing similar beliefs and perspectives about the child and the 
illness promotes mutuality between parents. However, there are 
couples in the process of divorce and without mutual support; in 
these cases, despite the absence of the spouse, the mothers found 
mutuality with the maternal grandparents - who provided an 
effective and instrumental support network.

"We are very united! I even thought it would shake us up a bit, 
that we'd be a little disunited, but I think we're fine, we help 
each other". (Mother A.)

Management behaviors
The absolute priority is the child, so families organize them-

selves in such a way that the mother takes full care of the child, 
giving up her job and putting aside self-care routines. They try to 
give their children all the typical childhood experiences, despite 
the limitations caused by the disease.

“Everything we did, even if we made a mistake, we did it with 
good intentions, we wanted to make things possible for him.” 
(Mother K.)

The prioritization of the child and the illness influenced the 
management approach and included changes that were deemed 
necessary - such as moving and adjusting the family routine.

“I had to move to São Paulo because of this problem. I came 
from Minas Gerais.” (Mother N.)

The search for knowledge and information about care and the 
disease made the approach more flexible, as parents acquired skills 
to use hospital equipment and felt more confident in managing 
childcare, allowing them to add other family demands to the 
dynamics of the home.

“The difficulties are in the sense of not having the technical 
knowledge. A lot of doubts in the beginning, like how to use 
the probe, how to deal with it when she loses the probe and 
then how to position it, you don't have to be afraid, you start 
to live with it, and you start to understand that it's not a 
seven-headed beast.” (Mother I.)

Perceived consequences
The focus of the family is on the child and the illness in such 

a way that the healthy siblings end up receiving less attention so 
that the parents can focus their efforts on the sick child.

“Sometimes I focus too much on F. and forget that I have my 
other two (daughters).” (mother E.)

The demands of this new context create overload and stress 
for family members, even leading to health problems.

“"So, it has made me very tired, it has made us tired and 
stressed." (Mother I.)

Expectations for the future oscillate between fear and hope. 
Fear of rejection of the transplanted organ and the possibility of 
death of the child on the waiting list, and hope for success of the 
transplantation and improvement of the quality of life, or that the 
child's condition will improve to the point where he or she will 
be able to maintain the function of the organ and will not need 
a transplant. 

“My husband still has this belief; he still thinks that she can 
come off the transplant list.” (Mother A.)
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DISCUSSION

Waiting for transplantation upsets the balance of the entire 
family system. The nurse must be aware of how the family is trying 
to restructure itself to meet the demands of the illness to interve-
ne and help them regain balance. In this context, the use of the 
FMSF10 - used to guide the collection and analysis of data in this 
study - provides an understanding of the management experience 
lived by these families.  

The use of the FMSF allowed for an organized understanding 
of the management experience in the context of waiting for solid 
organ transplantation and made it possible to think about specific 
interventions for families focused on their needs. 

The duration of living with the chronic disease is an impor-
tant element of management, as families begin to acquire more 
autonomy and competence for care.15  

The course of the disease allows the family to obtain opportuni-
ties to interact with different elements in the experience, ensuring 
training and the search for alternatives and strategies to deal with 
the disease.15 In this way, time becomes an ally of families to ac-
quire skills and mastery that can lead to more security or control 
to manage the situation.15

Therefore, nurses should take advantage of this moment to 
provide families with forms of training for their management 
skills. This should be done through education that serves as an 
opportunity for training and encouragement to seek strategies for 
living with the disease and providing information to the family 
means providing a change in perspective on the disease. From the 
moment parents begin to see the disease in a different way, they 
begin to adjust the management mentality.16 As a result, the ma-
nagement mentality is modified and may lead parents to manage 
the situation in a better way. 

For families experiencing the context of waiting for a solid 
organ, the road to transplantation is fraught with uncertainty. 
Parents have uncertainties on how long they will be on the waiting 
list, on the possibility of the child on the waiting list dying, about 
organ rejection, and about the quality of life after transplantation. 

The study emphasizes that one of the resources to face uncer-
tainty is hope, because it gives you the strength to allow yourself 
to continue fighting and to overcome problems by focusing on the 
future.17 As a peculiarity of our families, hope is experienced by 
parents in two ways: hope that the child will receive the transplant 
soon, and hope that the child will not need the transplant and will 
be taken off the waiting list. 

Therefore, the study proposes the following suggestions for 
interventions with families going through this experience: pro-
motion of psychosocial support, through social interaction groups 
with families facing the same context; activities that increase the 
family's confidence; emotional and situational coping skills, such 
as promoting psychological and social support for these families; 
through actions with a multidisciplinary team; and ensuring that 
information is made available from reliable sources about the 
child's situation and the disease.17

In this study, of the eight families interviewed, two experienced 
the divorce of the parents after the discovery of the child's disease. 
In one of them, the marriage did not last because of disagreements 
about the child's treatment. However, the other families described 
how the discovery of the chronic disease brought unity and mutual 
support to the family. Despite the new demands and changes in 
routines and adaptations that came with the new context, the 
families affirm that this phase strengthened the couple's mutuality.

However, despite the positive and negative points that perme-
ate changes in conjugality, they are directly related to the child's 
prognosis, that is, they can increase or decrease according to the 
evolution of the child's chronic disease.18 In addition, the experience 
of chronic disease can extend over a long period of time, causing 
wear and tear in marital life.18

In this sense, a study on the resilience of families of hospita-
lized children describes points that can minimize the impact on 
the marital relationship and can serve as suggestions for possible 
interventions with our families, also taking into account the con-
text of a child's chronic illness and changes in family dynamics.19 
First of all, supporting communication between the couple is of 
paramount importance, since communication, whether verbal 
or not, influences the marital climate and can have a positive or 
negative impact on the relationship between the parents.19

In addition, it is necessary to strengthen empathy between the 
couple, so that one can put oneself in the other's shoes and begin 
to understand the other's feelings. Couples should be given the 
opportunity to share experiences, as this implies a reduction in 
the impact of the disease on the person and increases the cohesion 
of the family unit, so that it can achieve resilience and withstand 
the process.19 

The last point to be discussed is the burden of the family care-
giver, since in most cases this burden is borne by only one person,20 
and historically this role has been played by the mother.21 In a 
cultural context, a Brazilian study points out that traditionally, 
domestic care and child-rearing have been obligatory female 
activities. In this way, the mother's figure is associated with domes-
tic responsibilities, while the father's is associated with financial 
participation and the labor market.20 

In all the families interviewed in this study, the mother was 
the main caregiver of the sick child. In addition, seven of the 
participating mothers stopped working to devote themselves 
exclusively to their children. 

Encouraging family support means reinforcing reciprocity so 
that it extends to listening to each other's concerns and feelings, 
drawing out strengths and resources for support between the couple, 
which can also extend to other family members, and strengthening 
the possibility of collaboration in childcare and household chores.1

CONCLUSION 

The study has allowed us to understand the family mana-
gement of children waiting for solid organ transplantation. 
Therefore, it is observed that this context is peculiar and requires 
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understanding on the part of the health professional - so that 
he can exercise specific interventions for the families who live 
this experience. 

The theoretical model of the FMSF used for this resear-
ch was unique in terms of knowing the experience of family 
management, making it possible to go beyond evaluation and 
direct specific interventions, thus demonstrating that it is a 
useful framework for care practices. 

As recommendations for practice, the empowerment of 
health professionals in terms of knowledge about the pre-
-transplantation phase of solid organs, especially in terms of 
its impact on the child and the family, is encouraged in order 
to act in this context to support these families. In addition, 
the professional nurse should be recognized as an important 
member of the multidisciplinary team in terms of knowing 
the family's management of the pre-transplantation phase and 
listing specific and necessary interventions to help families 
manage and cope with this phase. 

Regarding the recommendations for future research, it is 
suggested to implement education and preparation programs 
for solid organ transplantation, considering that there is a 
need to eliminate the doubts and uncertainties of families and 
to disseminate information from reliable sources - taking into 
account the specificity of each type of solid organ, such as: use 
of medications and drug therapies, side effects of implemented 
therapies, manipulation of hospital equipment at home, warning 
signs and symptoms of the clinical picture and encouragement 
of ways to promote typical childhood activities.  

It is also recommended to create platforms that offer not 
only support for coexistence, but also the possibility of obtai-
ning health information from reliable sources and in accessible 
language.  

Thus, as recommendations for teaching, it is suggested to 
provide professionals and future health professionals with in-
formation on the importance of understanding the family, since 
changes in a single member alter the entire family dynamics 
and the pre-transplant context outlines peculiarities that are 
not limited to the individual.  

Limitations of the study include the fact that, due to the 
remote nature of the interviews, only families with Internet 
access were able to participate.
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