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Abstract

Despite rapid and successful development in pediatric cancer treatment, many ethical challenges remain. These challenges have
been, and continue to be, the subject of much research, but few qualitative studies have explored the views of nurses, especially in
the Middle East. This study, therefore, seeks to fill a knowledge gap in this area and to better understand the concerns of nurses—
particularly those in Saudi Arabia and the Middle East. Face-to-face, in-depth interviews were conducted with 17 male and female
nurses working in pediatric units at 2 hospitals in Saudi Arabia to explore their views on the ethical challenges in caring for children
with cancer. All interviews were recorded and transcribed, then line-by-line encoded, merged, and categorized into themes. Our
results show that pediatric cancer is perceived as being “different” from other diseases, and from cancer in adults. Nurses are an
integral part of the medical care team and are aware of the importance of their role, as well as the special relationships that they
develop with the children. Consent is mandatory and necessary and can be signed by any parent. Assent is important when
children become able to give it. Pediatric cancer is seen as a different disease by nurses for various reasons. Their roles and
relationships with children and families pose many challenges. Though parental consent and child assent are essential, nurses’
collaboration is important for shared decision-making. Our study paves the way for broader studies to understand the concerns
of nurses and other health-care providers about treating children with pediatric cancer.
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Introduction quantitative research methods to target the attitudes of nurses.
In 2018, a systematic review of qualitative studies of informed
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Table 1. Qualitative Literature Targeting Nurses’ Views Regarding
Informed Consent in Pediatric Cancer.

Authored Interview
Study by Nurses Methods Participants
Dekking et al® No Focus groups  Physicians
IRB members
Coordinators
Parents
Adolescents
Byrne-Davis et al’ No Interviews Parents
Dekking et al® Focus groups  Physicians
Parents
Adolescents
Kupst et al’ No Interviews Parents
Levi et al'® No Focus groups  Parents
Oppenheim et al'' No Interviews Mothers
Stevens and Pletsch'>  No Interviews Mothers
Bartholdson et al'? Yes Open-ended  Physicians
questions Nurses
Nurse aides
Eiser et al'* No Interviews Mothers
Chappuy et al'® No Interviews Parents
Chappuy et al'® No Interviews Parents
Deatrick et al'” No Interviews Parents
Adolescents
Physicians
De Vries et al'® No Interviews Physicians

Abbreviation: IRB, institutional review board.

interviewed nurses, most targeted parents.’ The results reflect a
lack of nurses both in conducting research and as research
participants in qualitative studies of pediatric cancer ethics
(Table 1).

In a study of health professionals’ experiences of various
ethical challenges, Bartholdson et al'® asked 87 health profes-
sionals open-ended questions. Of these participants, 11 were
registered nurses and 9 were nurse aides working in pediatric
cancer care. The researchers concluded that caring for children
with cancer gives rise to strong feelings and challenges of the
conscience. They also raised ethical questions about the effects
of differing and conflicting visions between specialists and
parents, and the possibility of sharing these visions to combine
ethical approaches.'?

Other studies highlighted other issues, such as Eilertsen
et al,'® which involved more than 1 neonatal nurse, using the
focus-group research method. This study sought to demonstrate
the importance of collaboration and communication between
specialists. Kathy Ruccione interviewed the “living legend”
Jean Fergusson, reviewing her long experience as a pediatric
oncology nurse and the challenges she faced.?’

Despite the fact that many medical centers in Saudi Arabia
and the wider Arab region provide treatment for pediatric
patients with cancer, there is a paucity of qualitative research
on the ethical challenges faced by nurses involved in the care of
children with cancer. Therefore, we conducted in-depth inter-
views with several nurses working in Saudi Arabia to explore

Table 2. Overview of the Interviewees’ Characteristics.

Variable Coded Number Total
Profession

Nurse 1-17 17
Gender

Male 7-9 3

Female 1-6, 10-17 14
Nationality

Saudi Arabia 2-5,9, 10, 12, 15-17 9

Philippines 1,6,7, 11,13, 14 6

Other 8, 12 2
Religion

Islam 2-5, 8-10, 12, 15-17 I

Christianity 1,6,7, 11,13, 14 6
Hospital location

Riyadh 1-5,9, 10, 12-17 14

Jeddah 6-8 3
Place of professional training

Middle East 2-5, 8-10, 12, 15-17 I

Far East 1,6,7, 11,13, 14 6
Ages of children treated

<14 years 1-17 17

<18 years 9 I
Type of patients treated

Pediatric oncology and hematology 1-17 17

Stem cell therapy 1,3,9 3
Type of interview

Live 1-17 17

their views on childhood cancer care and the ethical issues
involved. Data generated from these interviews may form the
basis for subsequent research.

Materials and Methods

The selection of interviewees was guided by the purpose of the
study, so they were nurses with good experience and knowl-
edge of pediatric cancer. Interview participants were selected
using the “snowball” technique®' until we reached a satisfac-
tory point of saturation, when the data related to themes
became repetitive and no new relative information could be
generated.”” Participants were 17 nurses (14 females and 3
males) employed at branches of King Abdul Aziz Medical City
in Riyadh and Jeddah. These 2 cities were selected because of
the presence of specialized units to treat children with cancer.
Moreover, included nurses were of Saudi, non-Saudi, and non-
Arab nationality/ethnicity, as shown in Table 2.

A well-trained research coordinator, who was not part of the
research team, approached research participants by visiting
pediatric departments treating children with cancer, and inter-
view appointments were made after obtaining informed con-
sent. Face-to-face interviews were conducted in English, for
between 45 and 60 minutes. Semi-structured, open-ended ques-
tions were used to allow participants to express their views
freely and to be able to include important findings.** Since all
the nurses were able to speak fluent English, English was the
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Table 3. Overview of the Major Themes in Participants’ Responses.

Theme Findings

Pediatric cancer differs from other children’s
diseases

Pediatric cancer differs from cancer in adults.

Feeling of fear is common among patients with
cancer.

Childhood cancer raises emotions and feelings
of sadness and pity in the people
surrounding the patients, including nurses.

Parents may (seek to) use traditional
alternative treatments

Nurses have an important role in the care of
pediatric patients with cancer.

Nurses may work as health educators.

Nurses may play other roles, such as research
assistants.

Relationships are developed between patients
and nurses

The role of a nurse may extend for a long
period beyond treatment.

Nurses who work with children with cancer
should be nice and well-trained.

Informed consent is mandatory.

Any parent can give consent, however fathers
have priority

Consent should be easily understandable and
contains all needed information.

Emotions can make decision-making difficult.

Child assent is important, when the child is old
enough to understand.

Nurses can give support in getting assent from
the child.

Nature of pediatric
cancer

Various nurses’ roles
in pediatric cancer

Consenting and its
challenges

only language used in all the interviews to avoid any language
biases.

Research questions were developed by the authors, building
on a previously published paper and a review of related liter-
ature, as explained in the introduction. A variety of interview
questions were used and included questions about the intervie-
wee’s profiles, experience, and history with dealing with pedia-
tric cancer, and information about the department or center.
This was followed by a number of questions about ethical
challenges related to pediatric cancer treatment, which
included questions about the differences between it, and other
diseases and adult cancers, as well as questions about collecting
informed consent, type and degree of involvement of children
in decision-making, the family role, and how important it is to
be aware of and respect the family concerns and values. Addi-
tionally, questions were asked about the other duties of nurses
who take care of children with cancer.

All interviews were recorded and then transcribed without
making any changes or corrections. Then, the interview texts
were manually encoded, line-by-line, and participants’ answers
to the questions were merged and categorized into themes,
based on the interview questions and relevant literature. The

themes were modified and, finally, shaped to display all major
ideas. Finally, the codes were validated by a second, indepen-
dent relistening to the recordings.

Ethical approval was obtained from the institutional review
board institutional review board at King Abdullah International
Medical Research Center (KAIMRC). In quotations from par-
ticipants’ statements, nurses are referred to as “nurse,” rather
than by name, for the sake of confidentiality. Other personal
characteristics (see Table 2) are only referred to if necessary for
context.

Results

Through previously explained methods, our results could be
classified into 3 main themes that reflect the views of inter-
viewed nurses. The first theme was about the nature of pedia-
tric cancer and its differences from other pediatric diseases, and
from adult cancers. The second theme concentrated on the role
of nurses and the factors affecting these roles and what char-
acteristics these nurses should have. The third theme was about
parental consent and child assent, and what are consenting
challenges (See Table 3).

First Theme: Nature of Pediatric Cancer

Our results showed that many of the participants agreed that
cancer is perceived as being “different” from other diseases,
regardless of its type, diagnosis, treatment, or dimensions. One
nurse said: “Cancer differs from other diseases, by nature,
ways, and duration of treatment,” while another said,
“Treatment is a long-term process, affecting everyone, includ-
ing children themselves.” However, one nurse expressed the
view that cancer in children is not different from other serious
diseases in children: “In case life-threatening diseases, I do not
see any difference with cancer, as both need more careful care.”

When comparing childhood cancer with cancer in adults,
most nurses believe that the main difference is the children’s
inability to understand the nature of the disease, and their
inability to express their feelings and properly make decisions.
One nurse said, “Children do not know what cancer is and why
they come every day, while adults know that and can be
educated.” Another said, “Children are unable to express their
complaints.” On the other hand, one nurse expressed the opin-
ion that adults with cancer are more psychologically affected
by it and, thus, require more support.

No non-Saudi nurses reported any differences in perceptions
of the challenges of pediatric cancer between their home coun-
try and Saudi Arabia, apart from financial challenges. One
Filipino nurse, who worked in both Saudi Arabia and the Phi-
lippines, said: “Compared with the situation in Philippines, I do
not see any difference, unless when it comes to survival rate
because of financial support which is bigger here.”

Our results confirm the perception that, according to their
nurses, patients with cancer experience a mixture of feelings of
fear, hope, and frustration, as exemplified by a comment from
one nurse, who said: “Feeling of fear is common among cancer



Cancer Control

patients.” Moreover, childhood cancer also raises emotions and
feelings of sadness and pity in the people surrounding the
patients, including nurses. One nurse said, “It is full of
emotions,” while another described, “It is heartbreaking to see
a child with a cancer at a very young age, with a long process of
treatment.” Nurses see that childhood cancer affects not just the
child, but their whole family. For example, “We see the reac-
tion of family and I think their acceptance of disease is a most
important challenge.”

Nurses see how the parents—who are, at first, shocked to
learn that their child has cancer, and then by the prospect of a
long phase of treatment—start to look for alternative treat-
ments, some of which may pose risks. One nurse said, “Some
alternative traditional methods used by patients and their fam-
ilies are acceptable, such as reading verses of holy book, but
when it comes to certain practices, such as using cautery, then
we should give them clear recommendations not to use them,
especially when they contradict treatment protocols.”

Second Theme: Nurses’ Roles in Pediatric Cancer

Nurses are an integral part of the medical care team. Nurses are
aware of the importance of the role assigned to them, as exem-
plified by 1 nurse who said, “Nurses have important role in care
of pediatric cancer.”

Nurses start to provide care from the moment of diagnosis,
through treatment, and even for many years afterward. One
nurse said, “We are following up all kinds of patients, including
post-marrow transplantations, chemotherapy, blood transfu-
sion, and others.”

Patients with cancer are among the longest-term patients,
and, along with their relatives, nurses are in the closest contact
with them. A special relationship develops between the nurse
and the child. One Saudi nurse described the feeling when a
young man called her by name, and she realized he was a
former patient, “I was so happy because I saw the fruit of
my work.”

According to our interviewees, the role of the nurses extends
beyond the care of patients, to help in educating patients and in
medical research. One nurse said, “As a nurse, I play the role of
witness in collecting informed consent process.” Because of
their proximity to patients, they can also play an educational
role. One interviewee said, “All staff working in caring of
patients with cancer should have a duty to educate patients
on how to deal with their diseases.”

Nurses participating in our study agreed that a nurse should
be patient, courteous, well informed, and well-trained in this
field. One nurse said, “Nurses who work with children of can-
cer should be nicer and should have training on how to deal
gently with children and their families.”

Third Theme: Decision-Making and Consenting
in Pediatric Cancer

Making decisions in the care and treatment of children
with cancer is not always easy. Frequently, decisions are made

through discussion and collaboration between the treatment
team, parents, and the child himself.

In regard to parental consent, the nurses interviewed in our
study considered parental consent mandatory and necessary
from the moment the child is admitted to the hospital, as well
as during the course of diagnosis and treatment. One nurse said,
“We need consent in each stage of treatments plan.”

Most nurses agreed that “Both women and men have the
right to sign the consent,” but most of these nurses viewed the
father as having priority. For example, “Any parent can sign
the consent, and the father is the one who sign if he is
available.” However, the nurses reported that disagreement
between the parents was rare, and social workers were used
to resolve any problems. One nurse said, “It happened, but it
was rare, a mother came after medication taken after a father
consenting asking why you gave it, I refuse that. Such kind of
problem should be solved through social workers.”

This consent should easily understandable and contain all
the required information for an informed decision. One nurse
said, “It is important to the family to know if the treatment is
curative or palliative, because this may help them in preparing
themselves.”

Nurses reported that parents’ emotional and psychological
states sometimes made it difficult to obtain consent from
them. One nurse said, “The main problem is that the parents
are usually being emotional, under strong feelings and maybe
not completely able to make proper decisions.” In light of this,
some nurses considered the process of collecting consent
sometimes to be insufficient, as exemplified by the comment,
“I do not think our practice in getting consent is adequate—we
need to help them in taking decision. I always see it as shared
decision and a shared responsibility between parents and
healthcare providers.”

When it comes to child assent, nurses agreed that children
with cancer are often weak and require care, so the child’s own
decisions cannot be relied upon. A nurse said, “Children are not
who take decisions,” At the same time, while it was noted that
it is important for children to participate in decision-making,
one nurse said it depends on their age, “From age of 12 years,
we have to seek permission from child besides of parental
consent.” However, another nurse expressed that the child’s
understanding of their illness, the procedure, and the treatment
provided was more important than age, “When the child can
understand, he should be involved in consenting process.” That
said, it was stressed that any information given should be pro-
vided in a simplified way, and—if possible—used as an oppor-
tunity to teach the child, “The child can understand, and the
nurse can educate him about his disease.”

Discussion

Nature of Cancer

Three main ideas have shaped nurses’ views about pediatric
cancer: children’s vulnerability, differences from other
childhood diseases, as well from adults’ diseases. Children
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weakness gives rise to many emotions and feelings. It is not
surprising that the nurses in our study described moments of
sadness when faced with a child with cancer.

Pediatric cancer causes feelings of sorrow and pain not just
for the child but also for the whole family. This explains why
breaking the news to the child’s family is an important step.**

It is not surprising, then, that after their child’s diagnosis,
parents often reprogram their lives to adjust to the new situation
and often begin to look for solutions—both inside or outside
hospitals. Nurses may not be happy with pursuit of alternative
therapies,” so they feel a moral duty, which goes beyond the
scope of their job, to warn against practices that may pose a
danger or harm. As has been noted by other researchers,?®
reading verses from the Qur’an and the supplication of du’aa
(prayers) are widely accepted in Saudi Arabia. It is not surpris-
ing to find that some nurses in our study reported that they had
encouraged parents to do that, along with following treatment
protocols, especially when they see a beneficial psychological
effect that helps parents to accept their child’s disease.

Childhood cancer is the same, here or there, as is the human
vulnerability of the child and their parents. In cases of child-
hood illness, differences are eliminated and, nurses have the
same attitudes toward children in different countries. This is a
reflection of the moral principles of equality and justice that
must be exercised by all who care for the sick.

Despite advances in cancer treatment, we found that nurses
view cancer as being different from other childhood diseases.
That said, stereotypes associated with cancer are difficult to
eliminate from people’s minds—even from the minds of
nurses, who are arguably more aware of developments in treat-
ment and diagnosis, and with a direct contact with sick children
and their families. Perhaps the causes of and the distinction
between diseases relate to therapeutic methods other than those
used in the treatment of other diseases.

The nurses interviewed in our study also viewed childhood
cancer as being different from cancer in adults, reporting the
perception that adults are better able to understand their illness
and can make independent decisions. Although this difference
is not limited to cancer, it is unique here because of the nature
of the disease. Furthermore, lack of adequate knowledge about
cancer may even be a positive thing—adults with cancer might
be more susceptible to its psychological effects, thus requiring
greater care and support to overcome the ordeal.

Nurses’ Roles and Duties in Caring for Children
With Cancer

The main role of the nurse is to take care of patients, and this is
arguably most important in pediatric cancer when around the
clock care is needed from the moment of hospital admission to
the moment of discharge. Although nurses do not develop
treatment plans, they are required to implement them, step by
step, monitoring patients, and responding to questions from
patients and their parents. Nurses follow-up with children after
they take strong medications that may affect the whole body,
making them feel exhausted, weak, vulnerable, and helpless.

Other authors have also noted this, including Al-Gamal and
Long,* who investigated the significant impact that pediatric
cancer has on quality of life.

The development of special, memorable, and long-lasting
relationships between health-care providers, especially nurses,
and patients and their families is a result of love, compassion,
kindness, and sympathy. Nurses must have the emotional and
social skills to be able to deal professionally with patients and
their families. This indicates a need for robust training pro-
grams>’ to ensure that future nurses possess these qualities,
with a moral basis in the rules and laws governing professional
ethics, and the customs and ethos of people and their religions
and laws.”®

Although nurses are not usually required to educate patients,
they sometimes, give advice. Because of the good relationships
with patients, and families, such advice is often trusted, and
will lead to shared decision-making.® As reported by one of the
nurses in our study, the fact that nurses are in regular contact
with, and are trusted by, patients and their parents means that
nurses also play other roles, such as being the doctor’s and
researcher’s “right arm.”

Parental Consent

In caring for children with cancer, it is accepted and expected
to obtain parental consent, whether in terms of hospital admis-
sions, surgery, analysis, investigations, or remedial actions.
Obtaining parental consent for such cases is in line with the
ethical principles of general clinical practice, local*” and inter-
national ethical norms,*® and Islamic fatwas.!

Since children are unable to make their own decisions, par-
ents must play this important role to protect their child’s inter-
ests and avoid harm as far as possible.> It is well established
that nurses who care for children view the receipt of parental
consent as essential.

Furthermore, nurses in our study noted the importance of
providing adequate information to parents, enabling them to
make a free and fully informed decision about consent. This is
considered to be a milestone in ethical clinical practice,
including in pediatric oncology.*® This finding implies that
nurses know that obtaining informed consent is a reflection of
the principle of respect for autonomy.>* At the same time,
some nurses highlighted some practical challenges in obtain-
ing informed consent, in particular, that the process is sub-
optimal and done too quickly. This may be due to nurses’
heavy workload and responsibilities. It may also be because
parents are perceived to have confidence in their doctor’s
decision-making capabilities while, at the same time being
under great emotional stress. Perhaps nurses sense that par-
ents are disinterested in reading the consent copy, or that they
are too emotionally weak to make decisions with full aware-
ness and will.*® In turn, this may require the medical team to
provide sufficient professional psychological support to help
parents make appropriate decisions.

Obtaining consent from the child’s father, as mentioned
by the interviewees, reflects a cultural difference, that has been
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reported in other Middle Eastern®® and Saudi®’ research. How-
ever, an increase in mothers’ input in decisions making is
noticed, which indicates a shift that has been observed in recent
years, although decision-making is still largely a male domain.
Furthermore, the priority given to fathers is supported by the
procedural policies of the institution in which the research was
carried out, that is, that consent may be obtained from family
members in the following order: father, mother, grandfather,
elder brother, and so on. The influence of the opinions of scho-
lars of Islamic law and traditions explains why nurses try to
obtain consent from children’s fathers.>'

Child Assent

There is broad acceptance that children do not have the capac-
ity or qualifications to make fully informed decisions about
their medical care, thus any child’s health decision must be
made by the child’s parents and not by the child.>® The com-
plex nature of cancer treatment, and the toll that it takes not
only on the child’s body but on the child’s family, as well,
makes this issue even more pertinent since it stands in the way
of children’s ability to understand their disease and its treat-
ment. Nevertheless, this does not mean that children should not
participate in decision-making, an idea which is supported by
other studies.*”

Several factors can make it difficult to accept a child’s
assent, such as their inability to fully comprehend or to make
decisions, but if this ability is present—regardless that the final
decision should remain in the parent’s or guardian’s hands—
children must be consulted. Despite differences in capacities
between children, the generally accepted minimum age at
which a child’s consent can be accepted is 12 years old. Some
researchers believe that every child should be evaluated on a
case by case basis,* and others agree that child consent can be
used instead of assent when the child is 12 years old or older.*!

It is important to discuss a child’s treatment with them
before obtaining their assent. Such discussions should provide
information in a simple and educational way, and nurses can
play a key role in this education, for both children and their
families.*

Conclusion

There is little information about nurses’ views of the ethical
challenges in pediatric oncology in Saudi Arabia. Pediatric
cancer is seen as a different disease by nurses, for various
reasons, and it has familial, social, and psychological reflec-
tions. Exploring other groups’ views, such as family’s members
and physicians, will help in having a complete picture.
Nurses’ roles in providing care for children with cancer
poses challenges other than those related to the quality and
success of treatment. These challenges must be taken into
account more broadly for better clinical and ethical practice.
It is also necessary to provide satisfactory training on how to
properly and correctly collect consent, with the options avail-
able, taking into account the emotional state of the parents. The

present study paves the way for broader research in the Arab
region to explore nurses’ views on other relevant issues, such as
refusing treatment and research on children.

Authors’ Note

This research is ethically approved by the IRB at King Abdullah
International Medical Research Center (KAIMRC), under the IRBC/
027/17.

Acknowledgments

The authors sincerely wish to thank all of the nurses agreed to be
interviewed.

Declaration of Conflicting Interests

The author(s) declared no potential conflicts of interest with respect to
the research, authorship, and/or publication of this article.

Funding
The authors disclosed receipt of the following financial support for the
research, authorship, and/or publication of this article: This research

was funded by Sanad Children’s Cancer Support Association, Saudi
Arabia.

ORCID iD
Ghiath Alahmad, MD, PhD { https://orcid.org/0000-0002-3331-4378

Supplemental Material

Supplemental material for this article is available online.

References

1. Wiener L, Oppenheim D, Breyer J, Battles H, Zadeh S, Patenaude
AF. A worldview of the professional experiences and training
needs of pediatric psycho-oncologists. Psychooncology. 2012;
21(9):944-953.

2. Nassin ML, Mueller EL, Ginder C, Kent PM. Family refusal of
chemotherapy for pediatric cancer patients: a national survey of
oncologists. J Pediatr Hematol Oncol. 2015;37(5):351-355.

3. Pye K. Exploring moral distress in pediatric oncology; a sample
of registered practitioners. Issues Compr Pediatr Nurs. 2013;
36(4):248-261.

4. Al-Gamal E, Long T. Health-related quality of life and its asso-
ciation with self-esteem and fatigue among children diagnosed
with cancer. J Clin Nurs. 2016;25(21-22):3391-3399.

5. Alahmad G. Informed consent in pediatric oncology: a systematic
review of qualitative literature. Cancer Control. 2018;25(1):
1073274818773720.

6. Dekking SA, van der Graaf R, Schouten-van Meeteren AY, Kars
MC, van Delden JJ. A qualitative study into dependent relation-
ships and voluntary informed consent for research in pediatric
oncology. Pediatr Drugs. 2016;18(2):145-156.

7. Byrne-Davis LM, Salmon P, Gravenhorst K, Eden TO, Young B.
Balancing high accrual and ethical recruitment in paediatric
oncology: a qualitative study of the ‘look and feel’ of clinical trial
discussions. BMC Med Res Methodol. 2010;10:101.


https://orcid.org/0000-0002-3331-4378
https://orcid.org/0000-0002-3331-4378
https://orcid.org/0000-0002-3331-4378

Alahmad et al

8.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

Dekking SA, van der Graaf R, Kars MC, Beishuizen A, de Vries
MC, van Delden JJ. Balancing research interests and patient inter-
ests: a qualitative study into the intertwinement of care and
research in paediatric oncology. Pediatr Blood Cancer. 2015;
62(5):816-822.

. Kupst MJ, Patenaude AF, Walco GA, Sterling C. Clinical trials in

pediatric cancer: parental perspectives on informed consent.
J Pediatr Hematol Oncol. 2003;25(10):787-790.

Levi RB, Marsick R, Drotar D, Kodish ED. Diagnosis, disclosure,
and informed consent: learning from parents of children with
cancer. J Pediatr Hematol Oncol. 2000;22(1):3-12.

Oppenheim DB, Geoerger B, Hartmann O. Ethical issues in
pediatric oncology phase I-II trials based on a mother’s point
of view. Bull Cancer. 2005;92(11):57-60.

Stevens PE, Pletsch PK. Ethical issues of informed consent: moth-
ers’ experiences enrolling their children in bone marrow trans-
plantation research. Cancer Nurs. 2002;25(2):81-87.
Bartholdson C, Liitzén K, Blomgren K, Pergert P. Experiences of
ethical issues when caring for children with cancer. Cancer Nurs.
2015;38(2):125-132.

Eiser C, Davies H, Jenney M, Glaser A. Mothers’ attitudes to the
randomized controlled trial (RCT): the case of acute lymphoblas-
tic leukaemia (ALL) in children. Child Care Health Dev. 2005;
31(5):517-523.

Chappuy H, Baruchel A, Leverger G, et al. Parental comprehen-
sion and satisfaction in informed consent in paediatric clinical
trials: a prospective study on childhood leukaemia. Arch Disease
Child. 2010;95(10):800-804.

Chappuy H, Bouazza N, Minard-Colin V, et al. Parental compre-
hension of the benefits/risks of first-line randomised clinical trials
in children with solid tumours: a two-stage cross-sectional inter-
view study. BMJ Open. 2013;3(5):e002733.

Deatrick JA, Angst DB, Moore C. Parents’ views of their chil-
dren’s participation in phase I oncology clinical trials. J Pediatr
Oncol Nurs. 2002;19(4):114-121.

de Vries MC, Houtlosser M, Wit JM, et al. Ethical issues at the
interface of clinical care and research practice in pediatric oncol-
ogy: a narrative review of parents’ and physicians’ experiences.
BMC Med Ethics. 2011;12:18.

Bradley Eilertsen ME, Kristiansen K, Reinfjell T, Rannestad T,
Indredavik MS, Vik T. Professional collaboration—support for
children with cancer and their families—focus group inter-
view—a source of information and knowledge—professionals’
perspectives. J Interprof Care. 2009;23(4):355-368.

Ruccione K, Fergusson J. A living legend in pediatric oncology
nursing: Jean Fergusson. J Pediatr Oncol Nurs. 2001;18(5):
229-238.

Jacoby L, Siminoff LA, eds. Empirical Methods for Bioethics: A
primer. Bradford, England: Emerald Group; 2007:123-146.
Sugarman J, Sulmasy DP, eds. Methods in Medical Ethics.
Washington, DC: Georgetown University Press; 2010.

Lindlof TR, Taylor BC. Qualitative Communication Research
Methods. 2nd ed. Thousand Oaks, CA: Sage; 2002.

El Malla H, Steineck G, Ylitalo Helm N, et al. Cancer
disclosure—account from a pediatric oncology ward in Egypt.
Psychooncology. 2017;26(5):679-685.

25.

26.

217.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

Grootenhuis MA, Last BF, de Graaf-Nijkerk JH, van der Wel M.
Use of alternative treatment in pediatric oncology. Cancer Nurs.
1998;21(4):282-288.

Suhami N, Muhamad MB, Krauss SE. Why cancer patients seek
Islamic healing. J Religion Health. 2016;55(5):1507-1518.
Feraco AM, Brand SR, Mack JW, Kesselheim JC, Block SD,
Wolfe J. Communication skills training in pediatric oncology:
moving beyond role modeling. Pediatr Blood Cancer. 2016;
63(6):966-972.

Day SW, McKeon LM, Carty R. Impact of the Guatemala Nursing
Program on treatment abandonment in children with cancer.
Paper presented: 24th Annual Meeting of Sigma Theta Tau Inter-
national. Prague, Czech Republic; 2013. https://sigma.nursingre
pository.org/handle/10755/304175. Accessed on 12 October,
2019.

Saudi Commission for Health Specialties. Profession ethics reg-
ulations: the resolution of the Minister of Health & Population. In:
Ministry of Health and Population, ed. Riyadh, Saudi Arabia;
2003:238.

World Medical Association. Declaration of Helsinki: ethical prin-
ciples for medical research involving human subjects. JAMA.
2013;310(20):2191-2194.

Shankeeti M. Ahkam Al-Jeraha Al-tebia (The Rules of Medical
Surgery). Jeddah, Saudi Arabia: Maktabat Al-Sahaba; 1994.
Foster C, Herring J.Introduction. In: Herring O, Charles F, ed.
Altruism, Welfare and the Law. Cham, Switzerland: Springer;
2015:1-5.

Johnson LM, Leek AC, Drotar D, et al. Practical communication
guidance to improve phase 1 informed consent conversations and
decision-making in pediatric oncology. Cancer. 2015;121(14):
2439-2448.

Kearney JA, Lederberg MS. Ethical issues in pediatric oncol-
ogy. In: Wiener LS, Pao M, Kazak AE, Kupst MJ, Farkas
Patenaude A, eds. Pediatric Psycho-Oncology: A Quick Refer-
ence on the Psychosocial Dimensions of Cancer Symptom
Management. Oxford, United Kingdom: Oxford University
Press; 2015:313.

Katz AL, Webb SA, Committee on Bioethics. Informed consent
in decision-making in pediatric practice. Pediatrics. 2016;138(2):
€20161485.

Alahmad G, Al Jumah M, Dierickx K. Confidentiality, informed
consent, and children’s participation in research involving stored
tissue samples: interviews with medical professionals from the
Middle East. Narrat Inq Bioeth. 2015;5(1):53-66.

Alahmad G, Hifnawy T, Abbasi B, Dierickx K. Attitudes toward
medical and genetic confidentiality in the Saudi research biobank:
an exploratory survey. Int J Med Inform. 2016;87:84-90.

Ruhe KM, Wangmo T, Badarau DO, Elger BS, Niggli F.
Decision-making capacity of children and adolescents—
suggestions for advancing the concept’s implementation in
pediatric healthcare. Eur J Pediatr. 2015;174(6):775-782.
Coyne I, O’Mathuna DP, Gibson F, Shields L, Leclercq E, Sheaf
G. Interventions for promoting participation in shared decision-
making for children with cancer. Cochrane Database Syst Rev.
2016;11(11):CD008970.


https://sigma.nursingrepository.org/handle/10755/304175
https://sigma.nursingrepository.org/handle/10755/304175

Cancer Control

40. Stultiéns L, Goffin T, Borry P, Dierickx K, Nys H. Minors and

41.

informed consent: a comparative approach. Eur J Health Law.
2007;14(1):21-46.

Hein IM, De Vries MC, Troost PW, Meynen G, Van Goudoever
JB, Lindauer RJ. Informed consent instead of assent is appropriate
in children from the age of twelve: policy implications of new

42.

findings on children’s competence to consent to clinical research.
BMC Med Ethics. 2015;16(1):76.

Rodgers CC, Laing CM, Herring RA, et al. Understanding effec-
tive delivery of patient and family education in pediatric oncol-
ogy: a systematic review from the children’s oncology group. J
Pediatr Oncol Nurs. 2016;33(6):432-446.




<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Gray Gamma 2.2)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.4
  /CompressObjects /Off
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages false
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.1000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams true
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Remove
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 266
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Average
  /ColorImageResolution 175
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50286
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.40
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 266
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Average
  /GrayImageResolution 175
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50286
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.40
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 900
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Average
  /MonoImageResolution 175
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50286
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox false
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (U.S. Web Coated \050SWOP\051 v2)
  /PDFXOutputConditionIdentifier (CGATS TR 001)
  /PDFXOutputCondition ()
  /PDFXRegistryName (http://www.color.org)
  /PDFXTrapped /Unknown

  /CreateJDFFile false
  /Description <<
    /ENU <>
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /BleedOffset [
        9
        9
        9
        9
      ]
      /ConvertColors /ConvertToRGB
      /DestinationProfileName (sRGB IEC61966-2.1)
      /DestinationProfileSelector /UseName
      /Downsample16BitImages true
      /FlattenerPreset <<
        /ClipComplexRegions true
        /ConvertStrokesToOutlines false
        /ConvertTextToOutlines false
        /GradientResolution 300
        /LineArtTextResolution 1200
        /PresetName ([High Resolution])
        /PresetSelector /HighResolution
        /RasterVectorBalance 1
      >>
      /FormElements true
      /GenerateStructure false
      /IncludeBookmarks false
      /IncludeHyperlinks false
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles true
      /MarksOffset 9
      /MarksWeight 0.125000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /DocumentCMYK
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /UseDocumentProfile
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
  ]
  /SyntheticBoldness 1.000000
>> setdistillerparams
<<
  /HWResolution [288 288]
  /PageSize [612.000 792.000]
>> setpagedevice


