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Introduction

Effective communication in pediatric palliative cancer care is an important aspect of practice to enhance patient- and family-centered care, and to optimize decision-making. However, little is known about communication preferences practices from the perspectives of children, caregivers and their health care professionals (HCPs) in the Middle Eastern region. Furthermore, involving children in research is crucial but limited. This study aimed to describe the communication and information-sharing preferences and practices of children with advanced cancer, their caregivers, and health care professionals in Jordan.





Methods

A qualitative cross-sectional study was conducted using semi-structured face to face interviews with three groups of stakeholders (children, caregivers and HCPs). Purposive sampling recruited a diverse sample from inpatient and outpatient settings at a tertiary cancer center in Jordan. Procedures were in line with the Consolidated criteria for reporting qualitative research (COREQ) reporting guidelines. Verbatim transcripts were thematically analyzed.





Findings

Fifty-two stakeholders participated: 43 Jordanian and 9 refugees (25 children, 15 caregivers and 12 HCPs). Four major themes emerged: 1) Hiding information between the three stakeholders which includes parents who hide the information from their sick children and ask the HCPs to do so to protect the child from distressful emotions and children who hide their suffering from their parents to protect them from being sad; 2) Communication and sharing of clinical versus non-clinical information; 3) Preferred communication styles such as use of a companionate approach by acknowledging patients and caregivers’ suffering, building a trustful relationship, proactive information sharing, considering child age and medical status, parents as facilitators in communication, and patients’ and caregivers’ health literacy; 4) Communication and information sharing with refugees where they had dialect issues, which hindered effective communication. Some refugees had unrealistically high expectations regarding their child’s care and prognosis, which posed challenges to communication with staff.





Discussion

The novel findings of this study should inform better child-centered practices and better engage them in their care decisions. This study has demonstrated children’s ability to engage in primary research and to express preferences, and parents’ ability to share views on this sensitive topic.
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1 Introduction

Around 300,000 cases of children worldwide are diagnosed with cancer each year (1, 2). Although around 80% of those patients are cured in high income countries, this drops to 20% in low- and middle-income countries (3). Cancer is a leading causes of death among children (4), and will become the leading cause of serious health-related suffering for any age at the end of life globally (5). In the Eastern Mediterranean region, cancer is the third leading cause of death for children aged 5-14 years (6). In 2015, nearly 245 new Jordanian pediatric patients were diagnosed with cancer, and it was estimated that about 62 new pediatric Syrian refugee patients in Jordan were diagnosed with cancer (6).

Tailoring effective communication according to cancer patients’ preferences and needs, during cancer treatment trajectory, is considered as a crucial component of patients’ centered care. It was correlated with patient adherence to treatment, decision making, and satisfaction with care and had shown a noticeable impact on patients’ quality of life (7). Effective communication between patients, family and HCPs requires a humanitarian touch, compassionate connection, interdisciplinary team collaboration, and coordination and follow up to meet patients, family, and HCPs needs (8).

Palliative care is now established as an essential health service within Universal Health Coverage. Effective communication and information is essential to sharing information about diagnosis and prognosis and for informed decision-making when cure is unlikely. Good communication can improve children’s health related outcomes positively (2, 9, 10), enable children to better cope better with their disease, treatment, end-of-life care and relapse (11, 12) and for the families when curative therapy is unsuccessful and families are grieving (8).

Evidence to date regarding communication and information sharing in pediatric palliative care settings has mainly originated in Western cultural settings (13). The existing evidence in this field has focused on parents sharing cancer diagnoses with their children (14), and adolescents’ experience of their diagnosis (15). The pediatric palliative care research literature has not recruited child refugees (16). Similar research among adult refugees with advanced cancer revealed specific issues relating to compounded trauma and fractured social networks (17).

This study aimed to describe the communication and information-sharing preferences and practices of children with advanced cancer, their caregivers, and health care professionals in Jordan.




2 Materials and methods



2.1 Study design and settings

We conducted a qualitative cross-sectional study with semi-structured face-to-face interviews. It was conducted within inpatient and outpatient clinics of a tertiary cancer center serving >60% of adult and pediatric Jordanian patients with cancer and patients from surrounding countries (18).

GA, WA and SA (senior researchers and instructors at adult palliative care department) conducted the Jordanian interviews with three groups of stakeholders (children, caregivers, and HCPs). The consolidated criteria for reporting qualitative research (COREQ) guidelines were followed (19). The research questions were: 1) What are their communication and information sharing practices and preferences? 2) What are the communication challenges in this population and what might be the best practice? Primary data for these questions was collected to improve child- and family-centered care and palliative care through local health policies, clinical guidelines, and local practices in Jordan and regionally.




2.2 Research study participants

Inclusion/exclusion criteria for each population were as follows:

Children and young people (hereafter “children”) aged from 5-18 years with advanced cancer (Stage III or IV as determined by their treating clinicians) who had been seen by palliative care team at least once. Parents or main caregivers of children who met the inclusion criteria.

Children or caregivers who were unable to communicate, to speak Arabic or English, or those were unable clinically to provide assent/consent (written and/or verbal) were excluded.

Health care professionals (HCP) with at least 6 months’ clinical experience of managing children with advanced cancer (doctors, psychologists, social workers, child life specialists and nurses).

We purposively sampled the populations by gender, age, child diagnosis and HCP profession. The aim was to recruit participants till reaching data saturation with respect to the study aim.




2.3 Recruitment and ethical considerations

Eligible participants were identified and approached by one of the three clinically experienced trained Jordanian researchers (GA, SA and WA) with the support of the pediatric palliative care nurse coordinator (SA). Each population sample was recruited and interviewed using a customized interview topic guide, information sheet and consent form. Furthermore, for children the topic guides, information sheets and assent forms were designed appropriately for their age and developmental stage (5-7, 8-10, 11-16 and 17-18 years, in line with ongoing research in this population (20–22).

If the participant agreed to participate, they were asked to sign a consent form. An assent form was also obtained from children 5-18 years old following their parents’ approval (23). A distress protocol was used to reduce potential harms (24).

Ethical approval was obtained from both: Kings College London (Study Reference: HR-18/19-8838) and King Hussein Cancer Centre (Study Reference: 18 KHCC 162) prior to any study recruitment.




2.4 Data collection

GA, WA and SA conducted and digitally audio recorded the interviews in Arabic language using appropriate topic guide (decided with the family). Interviews were conducted at a private convenient place and time, after obtaining informed consent/assent forms from the participants. However, due to COVID-19 restrictions, five interviews were conducted by telephone following further institutional review board approvals.

The interviews were carried out between April 23rd 2019 and July 29th 2020. Qualitative methods training workshops were held with local research team (led by RH PG OS). The interviewers had no previous knowledge or relationships with any participants prior to the consenting or interviewing process. The main caregivers who participated in this study were not related to any recruited child participant.

The interview topic guides were developed by the core project team members following review of relevant literature. The interviewers started the interview by building a rapport with the participants, then used the topic guide’s open-ended questions. For example, they played and drew with children before and during the interviews to encourage them to interact, to answer the topic guide questions, and to complete the interviews effectively. The questions mainly focused on children’s concerns, needs, preferences and challenges in relation to the four palliative care domains of physical, social, psychological, and spiritual (25).

Before the end of each interview, the interviewer summarized the information back to participants for clarification and any further data was added to enhance data credibility (24). The majority (n = 23) of pediatric patients (especially those 15 years old or below) were accompanied by their caregivers during the interviews, and the caregivers were permitted to assist the child in the interview when needed.




2.5 Data analysis

Descriptive analysis of sample characteristics was followed by two local researchers (GA and WA) transcribing interviews verbatim. Transcriptions were pseudonymized, translated into English language by two local professional translators, then the two local researchers did a data quality check on the translation for accuracy, then imported to NVIVO 12 PRO software. The joint research team (Jordan and UK) applied the six phases of inductive thematic coding (Table 1). Frequent virtual meetings were held, and the thematic framework was refined during an iterative process by rearranging, adding, and deleting some generated themes and codes after discussion and agreement of the full team (26). The proposed coding framework was then presented to the wider research team for review, refinement and approval. The final approved framework was used by (GA and SB) to analyze the whole data after discussion and agreements of the teams on the findings’ interpretations.


Table 1 | Six phases of thematic analysis.







3 Results



3.1 Participant characteristics

52 interviews were conducted. Of those, 43 were Jordanian and 9 were refugees. 100% of those who were approached were recruited. Their demographics are reported in Table 2.


Table 2 | Participant characteristics (N=52).



Median duration of interviews (minutes) was as follows: children=28.5 (range=16-62); caregivers=39.5 (range=27-80); HCP=50 (range=37-116).




3.2 Main findings

Four major themes emerged: 1) Hiding information between the three stakeholders; 2) Communication and sharing of clinical (physical) versus non-clinical (social, spiritual, and psychological) information; 3) Preferred communication styles such as use of a companionate approach by acknowledging patients and caregivers’ suffering, building a trustful relationship, proactive information sharing, considering child age and medical status, parents as facilitators in communication, and patients’ and caregivers’ health literacy; 4) Communication and information sharing with refugees where they had dialect issues, which hindered effective communication (Table 3). Themes were supported by quotes with basic demographic description.


Table 3 | Communication and information sharing themes and sub-themes.





3.2.1 Hiding information between the three stakeholders

The three stakeholders shared that they did not share all information with all the other partners, and hide some information from each other. Interestingly, no interviewee mentioned that parents may be hiding the information from the healthcare workers.

Parents and HCPs, upon parents’ request, shared they mainly hide bad news, such as cancer diagnosis and bad prognosis, from the sick child to protect them from feeling bad.


“The next day he told my father, and my parents kept it from me, they kept telling me it was a microbe in the blood and not to be scared. They told me my treatment would take a while, when I was admitted here, they knew I didn’t know it was leukaemia.” (child, age 16, male, Jordanian)

“We need the parents’ permission to know to what extent we can speak because you are not allowed to talk about everything with the child, or they don’t want the child to know that he is in a critical situation and he’s near death even though the child usually knows.” (Medical HCP, female, 10 years of experience).



Furthermore, some parents stated that they were not sharing the information with their young children because they thought that such young children cannot understand cancer related information.


“I think they start understanding at the age of 9. My nephew is eight and a half years old, he understands things now, he asks me questions about my daughter, but I don’t think younger children can understand. One of our relatives, who is friends with my daughter, is seven years old, and she doesn’t understand what cancer is” (Mother of a 3 years old child, age 35, Jordanian)



Some HCPs also reported challenges in sharing information with both children and parents during the same encounter. Staff were often asked by the caregivers to hide certain information (mainly negative information such as bad prognosis or relapse) from the child. HCPs reported they would then ask the child to go out the meeting room or rearrange another meeting with the caregivers alone when they wanted to share negative information. This attitude may affect HCPs’ relationship with the child, especially with those who want to know more about their health status.


“A lot of the time, especially if we have the father and mother, both are present, so we take the- yeah go to the playroom, go dispense the medicine [ … ] Sometimes if it’s not possible or the child is asking why we are speaking to the parents alone, we will call the parents for a meeting outside the clinic on a different day if it’s possible.” (Medical HCP, female, 10 years of experience).



On the other hand, some children also hide information from their parents. They tended to hide their suffering and symptoms from their families to protect them from feeling sad. So, HCPs develop strategies to navigate the conflicting demands and communication needs by going back to see some children when their family are not around.


“Because sometimes a child can’t talk to just anyone, especially his parents. When I talked to you earlier, I felt relieved, but I can’t go and talk to my dad, and I can’t tell mom everything. If I was to talk to my siblings about it, it would make them sad, and I don’t like seeing them sad.” (child, age 15, female, Jordanian)

“We would ask if there is anything about the child; and the mother “no, there is nothing”, and I always tried to go back, especially if the patient was inpatient, I tried to find a chance, when the mother is praying or is out to get something, to sit with the boy or the girl and ask them the questions I needed.” (Medical HCP, female, 15 years of experience)



Arranging for these additional meetings with parents alone or the child requires extra time and effort for services that are already busy.


“I think it is too much for him. Dr. X clinic is every Tuesday, he is busy with his clinic patients, and I don’t know how much time he has to check on his inpatients” (Mother of a 3 years old child, age 35, Jordanian)



Hiding information from children, especially, teenagers may affect their trust in their parents. They may become doubtful and lose trust in their parents and HCPs which may interfere with their compliance with treatment.


“But there are the older ones that we consider teenagers those start to lose trust in their parents because they kept [information] from them.” (Non-Medical HCP, female, 3 years of experience)

“For example, some young children around the age of 8 and 9 can read what is written on the medication or on the badges and go and Google it. When they figure out what it’s for and that they have cancer, they stubbornly refuse to continue treatment – and we have a couple of cases like this. They become so upset from their parents for hiding it from them, they become skeptical of them and think about what else they’ve been hiding from them. They refuse treatment.” (Non-Medical HCP, female, 7 years of experience)



Few HCPs stated that some parents make decisions regarding their children care plans without involving or informing the child, which was also confirmed by some children.


“They offered to amputate my leg from the hip down. My parents refused, but they didn’t tell me about it.” (child, age 17, male, Jordanian)



Some children reported being fine with certain information being hidden from them. They preferred that medical HCPs talked to their parents first. They thought that this was helpful and more convenient for them, especially when sharing bad news.


“I came here and started getting treatment for six months and I didn’t know I had cancer. I owe all of this to my parents, it was a very helpful step … I still thank them for it, I tell them it’s the best step they’ve done with me.” (child, age 16, male, Jordanian)

“No, my mom is the one who used to talk to [the doctor], she shouldn’t say anything [to me] if it’s not good.” (child, age 15, female, Jordanian)



However, nearly half of the interviewed children said that they wanted to know more about their illness.


“When they are talking at the door, I wish I can be a mosquito so I can know what they are saying.” (child, age 14, female, Syrian)

“Interviewer: Would you like if they came and spoke to you? should they come and tell you or speak to your mom and dad first? child: Sometimes they don’t tell me. Interviewer: Sometimes they don’t tell you. You would like if they can tell you? child: Yes, just for me to know” (child, age 8, female, Jordanian)






3.2.2 Communication and sharing clinical versus non-clinical information

Many caregivers and some children shared that they needed HCPs to share enough information especially regarding treatment plan, disease prognosis and side effects, and that their needs for information were satisfied.


“They [The HCPs] always provided me with all the full information, and they’d tell me what’s happening, what the plan is for the future, and what the possibilities are.” (Mother of a 3 years old child, age 26, Jordanian)



In contrast, few parents stated that they did not receive enough clinical information and wanted to know more, especially about prognosis and future plans. They mentioned that hiding information such as disease progression could cause conflicts with HCPs and increase their feeling of uncertainty.


“A doctor told us that [the child] has an aggressive disease but no one ever told me before that. I confronted the nurse coordinator and asked why he didn’t tell me before that he [the child] has an aggressive disease, he said that he did tell me he had and active disease. I told him you didn’t say active or aggressive, you didn’t tell me anything.” (Father of 4 years old child, age 36, Jordanian)

“I: Do you have enough medical information regarding her situation?

CG: Well, no, I don’t think so. I just know that she’s taking chemotherapy and today was supposed to be her 6th cycle but then they told us that she has radiotherapy instead. So today is her first session of radiotherapy [ … ] I like to know everything about my daughter like when she should finish treatment and what happened to the tumor – is it still the same or did it shrink.” (Mother of 3 years old child, age 26, Jordanian).



Some caregivers reported that addressing clinical issues was their priority. The majority of caregivers, more than half of HCPs and half of children stated that HCPs, especially doctors, tended to focus more on clinical information and they considered it was not their job to share or interact with non-clinical issues.


“I think physical issues are the most important. If a symptom is upsetting her, they should check that first. Psychological issues are not really their thing, [ … ] as doctors, they should mainly think about the body, and how different medications are affecting it, or if it is causing any side effects. This is a hospital, not a chapel.” (Mother of 16 years old child, age 46, Jordanian)



However, some parents and children reported that sharing non-clinical information could help them to vent and make the HCPs understand their needs better which would be reflected on the child’s health status.


“It is important to ask about the mood, ask them about their likes and dislikes, that should be included, what they feel like doing, whether they want to play or to listen to music, or even dance and sing, or maybe go out. The questions you asked me earlier should be included because it makes some people feel better.” (child, age 15, female, Jordanian)

“They should ask about the mental state. If the parents are in a good place mentally, the child will benefit more from treatment.” (Mother of 3 years old child, age 46, Jordanian)



Some HCPs recognized the need of non-clinical information to help in assessing patients’ physical issues, such as pain and insomnia. They shared that some physical symptoms may result from non-clinical issues such as social, emotional and psychological problems.


“Sometimes problems manifest as physical symptoms. Like, if the patients don’t want to eat, it may be due to pain but it can also be because the child saw his/her parents fight or is worried or upset about something and it’s keeping the child up at night. So, not all physical symptoms are cause by a medical pathology, sometimes it’s due to psychological or social factors. For example, a child with divorced parent [ … ] never been given enough attention and they always want the medical team to care for them, so they fake the pain.” (Non-Medical HCP, female, 1 year of experience)






3.2.3 Preferred communication styles

Being compassionate and understanding were mentioned by some HCPs and caregivers as an important aspect to consider when communicating with caregivers and children. This included using compassionate verbal and nonverbal communication with caregivers and children, acknowledging their suffering and feelings, and giving them adequate time to answer their inquiries.


“It’s unnatural the way she holds all of these children, you feel like she is a human in every sense of the word. She gives you enough time, if you forget any questions, she reminds you of them. She’s unreal when you deal with her you wonder why there aren’t more people like this … honestly some doctors if they want to hand you the child it’s like gum. They don’t look at the child or acknowledge him even though it’s a child.” (Mother of a 3 years old child, age 44, Jordanian)

“Interviewer: Are you happy with the way the doctors and nurses communicate?

child: It is perfect.

Interviewer: How so?

child: They make me feel at home. They treat me well.

Interviewer: Do you feel they are compassionate?

Child: Yes” (child, age 17, male, Jordanian)

“But the parents are like those drowning who are holding on to a straw, they want anything that might work. He might think it is ridiculous if it was someone’s son, but when it’s his it’s different. And this is something that as a medical staff we must appreciate, we don’t belittle anyone who says anything. There must always be a sense of respect and dignity for the other person so that the relationship can remain healthy.” (Medical HCP, female, 10 years of experience)



For HCPs, effective verbal and non-verbal communication between the three stakeholders relied on trustful relationships for better interaction, understanding, and information sharing.


“They have to be on the same page as their child, they have to know what is wrong with their child and not to tell their child lies, because if that child lost trust in the parents, they will be living in their own world. Some healthcare professionals, not many in our center, lack experience and cannot use proper words. Choosing words is very essential with children, as many of our children are too aware for their age.” (Medical HCP, female, 3 years of experience)



Some HCPs highlighted the role of experience, time and previously knowing the family and the patient in facilitating effective communication and interactions with them and delivering bad news for individuals.


“He [the child], for example, has been with us for a long time and then dies as we know his family, or we had a relationship with the patient’s family. So, telling them becomes much easier for me. But here is the first time for me, I have known him just for two weeks or a week, and the patient’s family is unknown to me, so telling them becomes much difficult for me, but by the time with the period and with the experience that become a little easier for us.” (Medical HCP, male, 3 years of experience)



Sharing information proactively, before the event, helps in reassuring the family and the patient, decreases their uncertainty and helps them to cope better.


“We all changed, it got better, when you have information about something, you feel relieved, you know what to expect.” (Mother of a 3 years old child, age 35, Jordanian)

“I had spots on my lungs. My parents knew about it and they also didn’t tell me and I found out, there was this guy named [ … ], God bless him, he told me that those who have it in their bone it can come back to their lungs so it might come back for you, so he gave me a hint so I expected it so when I got it I wasn’t shocked” (child, age 15, male, Jordanian)



The findings show that some children and caregivers with limited health literacy need more information and explanation regarding cancer and its related aspects. Some caregivers acknowledged that they would need more explanation to understand things better because they were less educated.


“I want to get the right result. I did not go to school, if you didn’t explain to me what is in this piece of paper, I would never understand a thing even if I stared at it for an entire day.” (Father of a 4 years old child, age 38, Jordanian)



Some HCPs and caregivers mentioned that collaboration and coordination between staff were needed for effective communication as it helped in managing families’ and children’s health-related issues appropriately. Open and regular communication channels were used. Some HCPs reported that they communicated with each other directly face-to-face (e.g., during rounds, clinics, and meetings) or indirectly (e.g. through phone calls, messages, emails, and WhatsApp) as needed.


“We usually see each other during rounds, we see each other in the clinic. If anything happens, we immediately contact each other through the phone and we also have a WhatsApp group. So, we communicate on all levels as they say. So, if one of the parents contacted one of us on duty or someone came during the weekend, she would tell me.” (Medical HCP, female, 10 years of experience)



Some HCPs, caregivers and few children mentioned that the use of different approaches of communication upon the child developmental stage, age group and disease progression were helpful for effective communication between the child and both the staff and caregivers. Searching for alternative ways to communicate with children with disabilities (e.g. losing certain communication abilities such as speech or eyesight) resulting from tumor, even when limited, may address some of these challenges. They reported that using children’s language and aiding material may facilitate communication with the child. Few parents stated that the use of simple and plain language when communicating with young children may make them communicate and understand their health-related information better.


“When Dr [ … ] first explained the illness to me, she did it using Lego with trucks, these things [ … ] like some little kids, like when they come to the center this toy idea, these ideas would really help them.” (child, age 16, male, Jordanian)

“I remember having a patient who lost his sight, could no longer speak, and could no longer hear. They were completely dependent on their sense of touch. The only person they could communicate with was their mother. If he was hungry, he’d press on one finger [ … ] the family’s biggest issue was being able to communicate with their child, which was very difficult to facilitate. What we try to do is create a tool for the neuro-oncology patients so that they aren’t completely incapable of communicating with their family.” (Medical HCP, female, 13 years of experience)



Informing caregivers that disease may cause behavioral changes for the child could help HCPs and caregivers when dealing and communicating with the children. It may also help in preventing conflicts and facilitating communication among the three stakeholders.


“if he [the child] has a brain tumor it changes his behavior. He cannot differentiate if it’s ok to say that or not. So it’s not that he’s impolite, or not to criticize the father, and the behaviors are caused by the tumor. It put pressure on the behavior area, so neither the mother nor the father can let him know what’s right or wrong, especially when the child never said any bad word and all of sudden, he does.” (Medical HCP, female, 15 years of experience)



Some of HCPs and caregivers reported that caregivers may help in communicating and assessing the child’s needs especially younger ones and those who have certain communication limitations. However, these results were mentioned by staff and caregivers only and not by any child.


“If I cannot communicate with the child, I would ask their parents, if they were sleeping, you’ll ask their mom how they’re doing, and whether they have eaten or drunk anything that day. All of this gives an impression.” (Medical HCP, female, 3 years of experience)

“Forget about talking, he can’t even express himself anymore. He just nods his head or blinks for “yes”, he raises his eyebrows for “no” [ … ] we tell them about his symptoms because we can understand him more than the physicians. We’re his parents, we can understand what’s hurting him, like once he was indicating that his leg hurt him by saying “my weg ow”.” (Father of 4 years old child, age 36, Jordanian)



In contrast, a couple of parents verbalized that they found difficulties in understanding their young child’s (5 years old below) complaints and needs, which made them feel frustrated and anxious. They related this to the effect of disease progression or child’s age.


“Little children are tough to understand, and I believe this is the greatest challenge in children younger than five years of age. This is my experience, there were nights when I couldn’t sleep because I was worried, she might be in pain and I couldn’t spot it, so I would keep observing. It was very hard, but it is easier if the child is a bit older.” (Mother of a 3 years old child, age 35, Jordanian)






3.2.4 Communication and information sharing with refugees

Most refugees (caregivers and children) were found to have similar practices, issues, and needs in relation to communication and information sharing themes. For example, caregivers felt they understood their child needs and complains better than HCPs.


“If I ask her [the child] what she feels like eating, I can tell from the way she answers that question if she doesn’t feel like eating. I ask her if I brought her food from home would she eat and she says yes, that means she doesn’t like the food in the hospital and not that she doesn’t feel like eating.” (Grandmother of a 5 years old child, age 55, Palestinian)



Refugee children and caregivers reported facing no discrimination or problems regarding a language/dialect barrier between them and their HCPs or their ability to understand or being understood.


“It wasn’t that difficult, we have similar vocabulary, very little difference. We understand what you say” (Father of 2 years old child, age 45, Libyan).

“Interviewer: Do you face any trouble understanding some of the words the medical team uses? Do you have an issues with the dialect or do you understand clearly? child: No, I understand.” (child, age 17, male, Syrian)



In contrast, some HCPs shared that some refugees had difficulties in understanding their dialect, especially the Libyans and Iraqis. Other HCPs stated that they faced problem in understanding some refugees’ dialect words, especially at the beginning when refugees started to come for treatment at the center. However, with time HCPs get more used to different refugees’ dialects. They reported that refugees’ dialect issues may vary between and within cultural contexts especially for Libyan, Iraqi and Yemeni.


“When the Libyans first came, it was hard to understand some of the sentences they were saying. I remember having a Yemeni patient who I didn’t know how to collect history from, it is probably due to the cultural background of the patient. Other Yemeni patients were easy to talk to, but I can’t generalize and say we have a communication issue with them here at KHCC.” (Medical HCP, female, 3 years of experience)

“The Libyans in particular would face great difficulty in interpreting our dialect, sometimes the doctor would come to speak with them, and they can’t understand a thing, so this problem needs a solution. I mean, the Syrian dialect is similar to the Jordanian dialect, but the Libyans and Iraqis aren’t very familiar with it.” (Medical HCP, female, 1 year of experience).



Some of Libyan refugees had misleading information, which created communication challenges for HCPs. Some Libyan caregivers had unrealistically high expectations toward their children’s health status though they came to the center with a progressive terminal stage, and expected their child to be cured. This may result in communicational conflicts between the staff and refugees and parents or/and refugees and non-Jordanian parents’ dissatisfaction.


“I mean, the Libyan patients, do you understand how? I mean, the problem is that they do not come to us at the early stage, they are all in complicated stage and end stage, and their situation is complicated, you understand how? And the problem is that they have been told if they go to Al- Hussein Centre, they will be cured, if God’s will [ … ] I mean, he is coming with a belief, and you are coming to change their belief [ … ] Therefore, dealing with them is a little more difficult.” (Medical HCP, male, 3 years of experience)








4 Discussion

This novel study has revealed communication and information sharing preferences and practices as well as generated recommendations for good practice from primary data collected with children, family members and health care professionals in advanced cancer care in Jordan.

Our study demonstrated the importance and feasibility to involve children participants in palliative care research. It highlighted that children also hide information from their parents to protect them, and that HCPs need to ask whether or not they want to be involved in decision-making or to receive information about their treatment or disease.

We found that hiding information was a frequent practice by all stakeholders. These results contradict WHO recommendations for children’s involvement in their health care (28), and the United Nations convention on the rights of child. Furthermore, hiding information from patients may form a moral challenge for HCPs who have to be honest with the patients to gain their trust while respecting families’ wishes (29, 30). This trustful relationship built on honesty, is the cornerstone of effective communication (31). Best practices must reflect the religious beliefs of Muslim-majority countries with respect to end-of-life (32).

Our data showed that sharing and addressing enough non-medical information is crucial to enhance patients’ and caregivers’ satisfaction, high quality patient and family-centered care and improve their mental wellbeing (33; 34). However, HCPs should check patients’ and caregivers’ preferences regarding information sharing. HCPs should re-check children preferences over time as the children mature and may change their preferences and needs (2). Some children may wish to have full information and be involved in their treatment plan, others may choose not to know and to delegate decisions to their parents.

We found that parents and children in Jordan value compassionate, understanding and proactive communication. They wanted their HCPs to collaborate and coordinate between each other to understand families’ suffering and to acknowledge the difficulties they were facing. They wanted to be heard and be given the chance to talk. This concurs with the findings of a systematic review including Eastern and Western studies (2).

Our participants suggested that different approaches of communication could be adapted to fit patients’ age and developmental stage. For example, using toys in our sample worked well in facilitating communication and enhancing child understanding (31; 35; 36).

HCPs working with refugees and refugees may face challenges in communication such as dialect differences and potential unrealistic expectations regarding their child’s treatment and disease progression. This high expectation may have resulted from the good reputation of the treatment center in the surrounding regions. Previous study with caregivers of children with cancer concluded that communication complexity increased greatly with patients and families from conflict-affected areas (13).



4.1 Strengths and limitations

To the best of our knowledge, this is the first study in the region to describe the views of children and caregivers and their HCPs regarding communication and information sharing in pediatric palliative cancer care. Involving palliative children with terminal diseases in such studies is limited worldwide, especially in low- and middle-income countries (16). Participating stakeholders provided us the opportunity to have more insightful, in-depth data that helped us to meet our study aim and objectives from different perspectives.

The methodological approach used in this study including a variety of interview topic guides, the qualified experienced interviewers, the collaborative approach between the research team in research conduction and analysis and the regular meetings, resulted in producing high quality data. Additionally, the recruitment of a variety of stakeholders, such as a culturally-diverse research team from different countries with various backgrounds (e.g., nursing, public health, and psychology) as well as the different interpretations in this study’s initial framework gave our research a culturally and contextually broad perspective and guaranteed data credibility.

Regarding our study limitations, our findings may not be generalizable to the whole region because of the relatively small sample size and the fact that we recruited participants from one cancer institution in Jordan. This may result in excluding participants from another institution (selection bias) who may have different perspectives and experiences of pediatric palliative care. Those with poor engagement in care or greatest distress may not have had the opportunity to engage in the research. Furthermore, parents’ religion and socio-economic status were an important issue that has not been addressed in our study. Addressing these aspects may give us a clearer view of parents’ religion and socio-economic status and its effect on communication and information sharing in this particular context.




4.2 Contribution to the pediatric palliative cancer care future practice

Communication and information sharing in pediatric palliative care settings is an essential component of care to enhance patients’ and families’ quality of life and enhance the patient-centeredness of care (2, 9, 10). However, concurrent relevant stakeholders’ views (children, families and health care professionals) are rarely collected together, and refugee families have been rarely reported. Our findings emphasize the need to respect patients’ and caregivers’ rights and preferences, to know how and when to share information in line with cultural and educational backgrounds.

We need to improve stakeholders’ (including public) awareness regarding palliative care holistic approach, team roles and services, and the importance of addressing clinical and non-clinical information and issues. Enhanced HCPs training regarding communication and information sharing with children and caregivers in pediatric palliative cancer care settings is required. There is also a need to develop a suitable child-centered outcome measure that assesses child’s and family’s needs and concerns including communication and information sharing. In addition, refugees deserve particular attention and support taking into consideration addressing any issues related to their dialect and child treatment misconceptions.





5 Conclusion

Communication and information-sharing is a core aspect of quality cancer care for children with advanced disease. The findings of this study can guide evidence-based, culturally appropriate and acceptable care in advanced disease. Thus would put the child and the family at the center of decision making and support, and enable health care professionals to have confidence in initiating relevant discussions. Conducting a multi-center study in culturally homogeneous settings, focusing on communication and information sharing, is recommended.
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