Impact of the “waiting room group” (Cor Ação) for caregivers in a Paediatric Cardiovascular Intensive Care Unit



ABSTRACT
Objective: To evaluate the impact of the intervention in a waiting room group called “Cor Ação” for caregivers of children with congenital heart defect hospitalized in a Paediatric Cardiovascular Intensive Care Unit (PCICU). Method: Descriptive and cross-sectional study. For data collection, an adapted “Group Assessment Questionnaire”, was applied to children’s family members and caregivers who participated in the waiting room group. After collection, data were tabulated and distributed in frequency and percentage, for later descriptive analysis. Results: Through the answers obtained, it was identified that all participants considered the group important, emphasizing that they felt hopeful, welcomed, supported, relieved, clarified and without doubts after participating. Regarding benefits, the main answers were clarification of doubts about the disease and hospitalization, multidisciplinary team support, reduced fear and increased feelings of courage and confidence. Conclusion: The intervention performed through a waiting room group provided an integrated and humanized care, which had a positive impact on the experiences of family members and caregivers of children hospitalized in a Paediatric Cardiovascular Intensive Care Unit.

Key-words: Heart defect, congenital; Patient care team; Caregivers



RESUMO
Objetivo: avaliar o impacto da intervenção em grupo de sala de espera com os familiares de crianças portadoras de cardiopatia congênita hospitalizadas na Unidade de Terapia Intensiva Cardiopediátrica.  Método: Estudo do tipo descritivo e transversal. Para coleta dos dados, foi aplicado "Questionário de Avaliação do Grupo" que participaram do grupo de sala de espera. Após a coleta, os dados foram tabulados e distribuídos em frequência e porcentagem, para posterior análise descritiva. Resultados: Por meio das respostas obtidas, identificou-se que todos os participantes consideraram o grupo importante, destacando que sentiram-se esperançosos, acolhidos, amparados, aliviados, esclarecidos e sem dúvidas após a participação no grupo. Quanto aos benefícios, as principais respostas foram: esclarecimento de dúvidas sobre a doença e a hospitalização; apoio da equipe multidisciplinar; redução do medo e aumento dos sentimentos de coragem e confiança. Conclusão: a intervenção realizada por meio do grupo de sala de espera tem um impacto positivo nas vivências de familiares e acompanhantes de pacientes hospitalizados em UTI Cardiopediátrica.
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Introduction

Congenital heart disease (CHD) is characterized by a change in structure or cardiocirculatory function which can cause death at different stages of development: fetal, childhood and adulthood (Pinto Junior et al., 2015). The prevalence of the disease is between 8 and 10 per 1,000 live births and in about 20% of cases, malformations of lesser complexity and mild hemodynamic repercussions will be solved spontaneously. However, 50% of cases require surgery in the first year of life (Júnior, Daher, Sallum, Jatene & Croti, 2004). 
Parents of children with CHD have a higher level of stress, anxiety and depression compared to the normal population. This aspect may be related to the threat to life or unpredictability of the child’s medical condition (Kaugars, Shields & Brosig, 2018). Parents face social isolation during hospitalization and it can trigger feelings of loneliness and difficulty dealing with the absence of social support (Barreto, 2016).
The health team can assist them in their sense of security through guidance and support (Barreto, 2016). It is important for the family to be heard by professionals, free to express fears, longings, doubts and comforted by information and guidance provided. When the team becomes available to welcome and assist the family in such demands, there is a decrease in anguish feelings (Villachan & Hatem, 2012).
Based on these considerations, the necessity and importance of the multiprofessional team is observed by acting along the hospitalized child and the child’s family, providing an integrated service to their needs (Silva, Miranda & Andrade, 2017). One of the strategies used to care for the family is “waiting room groups”. 
The group favours the encounter between people who experience conflicts and similar anxieties mediated by health professionals. It offers emotional support and builds a space for conversation and reflection, bringing the team closer to their patients and their families (Verissimo & Valle, 2017). This experience also facilitates the re-signification of passive waiting environment and enhances it in a space of exchange of knowledge and experiences, from the point of view of humanization (Silva, Pereira, Oliveira & Kodato, 2013; Silva, et al., 2017). 
In this context, the present study aims to evaluate the impact of the intervention in a waiting room group called “Cor Ação” (i. e., colour + action from the Portuguese word for heart, coração) for caregivers of children with CHD hospitalized in a Paediatric Cardiovascular Intensive Care Unit (PCICU) 

Materials and Methods

This is a descriptive and cross-sectional study, carried out from October to December 2017, at a PCICU of a school hospital in São Paulo State, Brazil.
The PCICU is characterized by 21 beds and has a multiprofessional team composed of doctors, nurses, speech therapists, psychologists, physiotherapists, occupational therapists, nutritionists and physical educators. Thus, it is a reference in cardiology and paediatric cardiovascular surgery, meeting demands of all the States of the Country.
The sample consists of family members who participated in the group at the PCICU waiting room. Family members with limitations that impaired the understanding of the research and the applicability of the questionnaire were excluded from the research.
The “Cor Ação” group aims to provide information and experiences among professionals and family members about CHD and its implications, such as surgical procedures, treatments, prognoses and hospitalizations, relatives. The group takes place at the PCICU waiting room, weekly, on Thursdays, lasting 60 minutes, after the unit’s family visits in the morning. 
Each week the group is led by a team professional, which addresses topics related to the specialty. Psychologists are present every week and are responsible for inviting caregivers to participate in the activities of the group.
The group starts by participants introducing themselves. Next, the professional in charge that week present relevant topics regarding his area during hospitalization. Then, there is a moment for answering questions welcomed and discussion is open for caregivers to talk about personal experiences, anxieties and doubts.
For data collection, the instrument used was the “Group Assessment Questionnaire”, adapted according to the study objective. The purpose of the multiple-choice questionnaire was to evaluate the effectiveness of the waiting room group from the perspective of family members and caregivers (Barbosa, Luiz, Domingos & Fernandes, 2008).
Group participants received guidance and clarification regarding the study and were invited to participate. Those who accepted, signed the informed consent form and subsequently answered the questionnaire.
The collected data was tabulated and distributed in frequency and percentage for later descriptive analysis. The project was sent to the Research Ethics Committee of the Medical School of São José do Rio Preto - FAMERP, CAEEZ 73894717.4.0000.5415 and approved under nº. 2,313,674.

Results

	Thirty caregivers participated (mean age 30 years ± 10) and the sample is characterized as shown in table 1.

	Table 1.
Characterization of the sample

	 
	N
	%
	 
	N
	%

	Kinship
	 
	 
	Marital status
	 
	 

	Father
	7
	23.3
	Not married
	9
	30.1

	Mother
	20
	66.7
	Married/Stable union
	20
	66.6

	Grandmother
	3
	10
	Divorced
	1
	3.3

	 
	 
	 
	 
	 
	 

	Education
	 
	 
	Residence
	 
	 

	Elementary School Incomplete
	1
	3.3
	São Jose do Rio Preto 
	2
	6.7

	Elementary School Complete
	7
	23.3
	Near São José do Rio Preto
	7
	23.3

	High School Incomplete
	0
	0
	São Paulo State
	20
	66.7

	High School Complete
	14
	46.7
	Other states
	1
	3.3

	University Incomplete
	2
	6.7
	 
	 
	 

	University Complete
	5
	16.7
	 
	 
	 

	No Answer
	1
	3.3
	 
	 
	 




It was also sought to investigate the motivation of family members to participate in the group, which is presented in table 2. It is worth mentioning that in some variables the number of responses exceeds the number of participants, since a few participants have indicated more than one alternative.





	Table 2.
Group participation

	 
	N
	%
	 
	N
	%

	Length of hospital stay
	 
	 
	Frequency Occasion
	 
	 

	One week
	19
	63.3
	When I feel the need
	3
	10

	Two to three weeks
	6
	20
	Weekly
	7
	23.3

	One to two months
	3
	10
	When I'm in the waiting room
	14
	46.7

	Three to four months
	1
	3.3
	When I am invited to attend
	16
	53.3

	Five to six months
	0
	0
	 
	 
	 

	Seven to twelve months
	1
	3.3
	 
	 
	 

	Participation
	 
	 
	Reasons not to participate
	 
	 

	First time
	21
	70
	Never missed one
	5
	16.7

	Two to five times
	6
	20
	I arrived late
	2
	6.7

	Six to ten times
	0
	0
	I did not know about the group
	16
	53.3

	Eleven to fifteen times
	0
	0
	I was ashamed
	1
	3.3

	More than fifteen times
	3
	10
	Other
	6
	20

	Reasons for participation
	 
	 
	Group importance 
	 
	 

	I feel good
	18
	60
	Yes
	30
	100

	To help the others
	6
	20
	No
	0
	0

	To ask questions and gather
information
	27
	90
	 
	 
	 

	To know more caregivers
	6
	20
	 
	 
	 

	Ask questions to other caregivers
	7
	23.3
	 
	 
	 

	 Relief 
	4
	13.3
	 
	 
	 

	Support from other caregivers
	8
	26.7
	 
	 
	 

	Team support
	14
	46.7
	 
	 
	 

	Other
	1
	3.3
	 
	 
	 



 
           Through the questionnaire, it was possible to see how the participants felt after the group meeting and to identify benefits. Table 3 describes data of the caregiver’s perception after the group session.

















	Table 3.
Perception of caregivers after the group

	 
	N
	%
	 
	N
	%

	How did you feel?
	 
	 
	What did it help you with?
	 
	 

	Afraid
	0
	0
	Nothing
	0
	0

	Worried
	4
	13.3
	Courage and trust
	18
	60

	Sad
	2
	6.7
	Clarify doubts about the disease
	20
	66.7

	Desponted
	0
	0
	Clarify doubts about hospitalization
	14
	46.7

	Cheered up
	15
	50
	Support from other participants
	6
	20

	Happy
	12
	40
	Support from the multidisciplinary team
	19
	63.3

	With hope
	24
	80
	Changed my idea about the disease
	9
	30

	Without hope
	0
	0
	Ability to help others
	6
	20

	Welcomed, supported
	21
	70
	Changed my behaviour
	5
	16.7

	Alone, helpless
	1
	3.3
	Improved my mood (sadness)
	10
	33.3

	Enlightened
	18
	60
	Decreased fear
	18
	60

	Quiet
	15
	50
	More acceptance of the disease
	4
	13.3

	Nervous
	0
	0
	Other
	0
	0

	Confused
	0
	0
	 
	 
	 

	Bored
	1
	3.3
	 
	 
	 

	Relieved
	19
	63.3
	 
	 
	 


	
Discussion
The characterization of the sample showed most caregivers were mothers of hospitalized children, which corresponds to other studies that have sought to characterize the companions of hospitalized children with congenital heart disease (Queiroga et al., 2017; Prieto, Massa & Torres, 2011). This phenomenon demonstrates the social role of women as main caregiver of their children (Mariano, 2016).
Historically, the patriarchal model of European family advocated the role of women being responsible for the education of children and care of the home. The Brazilian family model was influenced by the Portuguese family model and is still present, perpetuating the female figure as children, husband and home main caregiver. Even though women have gained their place in public spaces and work market, roles remain stereotyped, making the father responsible for providing the family support and the mother for taking care of the children (Mariano, 2016).
 Also observed an average schooling level (46.7%) and similar result was found in other studies characterizing profile of caregivers of hospitalized children, which most of them reported having completed high school (Oliveira, Lopes, Lélis, Mota & Cardoso, 2015) and ranged from elementary to middle school (Soares, Carneiro & Bezerra, 2017). This result demonstrates a relevant characteristic, since beware professionals to adapt the language used during interventions to facilitate communication and understanding (Queiroga et al., 2017).
As for hospital length of stay, the majority of children (63.3%) were hospitalized for at least one week, demonstrating the unit's turnover. This explains the fact that 70% participated for the first time.
 At the time of attendance, most caregivers reported that they participate in the group when invited (53.3%). On the other hand, 53.3% stated that they did not participate because they did not know of the group’s existence demonstrating the importance of invitation for greater adhesion and greater team integration and commitment to promote the group.
It is noteworthy that 46.7% of the participants stated they participated in the group because of already being in the waiting room, which may characterize one of the advantages performing there. The group transforms a space into a productive area and potentiates it in a psychosocial support strategy (Verissimo & Valle, 2017).
Regarding motivation to participate, 90% indicated interest in asking questions and obtaining information. This data shows the psychoeducational characteristic of the group. Psychoeducation is a technique that uses psychological and educational resources regarding diagnosis, prognosis and treatment (Lemes & Ondere Neto, 2017; Peron & Sartes, 2015).
Assisting the patient and caregivers to understand the patient's illness, hospitalization and procedures, favours adherence to treatment and collaboration. In addition, it provides a realistic and correct dimension of the situation, contributing to anxiety and illusion control (Alcântara, Shioga, Lima, Lage & Maia, 2013).
Participants pointed out reasons for participation in the group, such as feeling of well-being and team support. Illness of a loved one can affect the physical and emotional health of those who accompany them during their hospitalization. When it comes to children, the situation worsens because it causes structural change throughout the family’s routine. It is common for caregivers to experience tiredness, pain, and feelings of worry, sadness, nervousness, as well as abandoning of household functions and even reducing the attention of other children (Faria, Carvalho & Telles, 2017). 
The family is going through a moment of fragility, aggravated by the absence of social support caused by isolation during hospitalization. Often, families find support in the healthcare team, the feeling of belonging and establishment of affective bonds. When they feel supported, families perceive themselves to be welcome, safe and capable of contributing to treatment (Faria et al., 2017). 
 Regarding the way family members feel after interaction with the group, it is possible to observe that 80% highlighted the feeling of hope. A similar research study evaluated the waiting room group with women facing breast cancer, and results indicated that the main therapeutic factor was the feeling of hope (Martins & Peres, 2014).
According to group theory (Yalom & Leszcz, 2006), this modality of intervention raises some therapeutic factors such as feeling of hope. When one participant shares emotional improvement, it generates a hopeful effect on the other participants who are in distinct phases. In the establishment of hope, members are stimulated, inspired, and create expectations through positive experiences of others. It is worth emphasizing the importance of the group leader in identifying such occurrences, stimulating and highlighting the participants' emotional improvements.
Another relevant fact is that the majority (70%) highlighted the feeling of protection and welcome after the group's participation. As shown previously (table 2), the search for support was one of the main motivations for group participation. In addition to emphasizing the importance of intervention as a strategy of integrated and humanized care to family members, this data demonstrates that the group attends to the emotional needs and expectations of the participants.
Support is one of the core objectives of waiting room groups. In a study that evaluated the waiting room group with brain tumour patients and their relatives, it was a strategy of psychosocial support, since it was characterized as a rich and safe moment to express patient’s difficulties in their daily lives (Verissimo & Valle, 2017). A research that sought to understand the parental experiences related to hospitalization and cardiac surgery pointed that the parents found support, mainly in the relationship with the health team, which helped them face this challenging period (Kosta et al., 2015).
Other feelings highlighted by participants after participating in the group were: joy, happiness, tranquillity and relief. Note that the most significant numbers point to positive feelings. Relief may be related to a therapeutic factor called “universalization”, which is the unpleasant feeling of being singular in a problem is resolved when it is realized that other people are in the same difficult situation and probably share the same feelings. This factor becomes an important source of relief (Yalom & Leszcz, 2006). Homogeneous groups favour the emergence of universalization, since it helps with feeling of empathy and identification (Botega, 2017).
Regarding benefits of the group, participants highlighted clarification of doubts about the disease and hospitalization, multiprofessional team support, more courage, confidence and fear reduction. Such benefits relate to sharing of information provided, since explanations become therapeutic. The explanation and understanding of a phenomenon is the first step in its control (Yalom & Leszcz, 2006).
The answers indicated that the participants perceived the group as beneficial due to expressed feelings of hope and courage, a sense of welcome and clarification of doubts. The same group perception was found in a study that evaluated a group of parents of children with hearing impairment, which highlights support, exchange of experiences, knowledge, benefit, clarification and hope (Rezende, Yamada & Morettin, 2015). This data reinforces the importance of waiting room groups and integrated and humanized care also to patients and caregivers. It is worth mentioning as a limitation of the study the inexistence of a validated and adapted instrument that evaluates the impact and benefits provided by waiting room groups.

Conclusion
	The intervention performed through a waiting room group called “Cor Ação” provided an integrated and humanized care, which had a positive impact on the experiences of family members and caregivers of children hospitalized in a Paediatric Cardiovascular Intensive Care Unit.
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