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ABSTRACT
Background and Objective: Parenting a child with cancer is a painful experience. Parents of these
children use information to know about the disease and they need support from health care providers to
deal with their stresses. The literature has not clearly identified the role of pediatric oncology nurses in
providing information. The aim of this article was to conduct a comprehensive review of the literature
to explore psychosocial needs of parents who have a child with cancer and identify the role of pediatric
oncology nurses to comply with their needs.
Methods: The review was conducted systematically by using Academic Search Complete, Cochrane,
CINAHL, Ovid, PubMed, and Google scholar. The search was undertaken using key words child, cancer,
parents, information, and support in combinations using Boolean operators (AND).
Results: Thirty five articles found to search the evidence, all articles topics matched, but did not exactly
meet the criteria. There were only seven studies that fulfilled the criteria and also provided a global
view of literature. Three used quantitative methods, three used qualitative methods and one used mixed
method. All studies examined the psychosocial needs of parents and found information need as primary
outcomes. The Critical Appraisal Skills Program (CASP) tools were used to check the quality of papers to
ensure that the findings were applicable to practice.
Conclusion: Nurses can contribute to the care of a child suffering from cancer by providing correct and
adequate information to their parents. But the complexity of the disease and advancement in treatment
place many challenges for nurses. There is a great need of continued professional education for pediatric oncology nurses to meet these challenges and to provide evidence – based care.
Key words: Cancer, Information, Support, Need, Child, Parents.
INTRODUCTION
There have been many medical advances in the treatment of childhood cancer and survivor rate now exceed 70%.1 In United States pediatric cancer mortality
rate has decreased dramatically; the current 5-years
survival rate is about 80%.2 However, more than 80%
of world’s children live in developing countries, where
the cure rate generally does not exceed 35%.3,4 Major
causes of poor prognosis in these countries are; suboptimal supportive care, treatment related side effects,
delay in diagnosis, illiteracy, lack of financial resource,
lack of knowledge about disease and inadequate or inaccessible healthcare facilities.3,5-7
A childhood diagnosis of cancer is a difficult and
painful experience for the family. Parents feel as they
are trapped by their child’s illness. The family goes through complex procedures and fears related to the
disease. Receiving the diagnosis, in particular, is regarded as an extreme strain that puts parents into shock.8,9 The situation for the family can be described as
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“a broken life world,” where parents experience an unreal situation with an immediate risk of death. The
family immediately starts “striving to survive” using
information and other supportive resources, to reduce
the stress and confusion they are experiencing after
diagnosis.10
The family may need social support from health
care professionals to deal with their feelings and insecurity. Information is a main component of social support that can be most helpful. Good information exchange increases patient’s control and involvement in
care and reduce psychological distress that help to progressive treatment.11,12 It is imperative that information is adequate to meet the needs of the parents of a
sick child and ensure child’s safety at home, and that it
is delivered via the most effective medium and format.13
The supports from healthcare professional, especially nurses are recognized as a major influencing factor in parents’ ability to cope positively with their chiBiomedica Vol. 32, Issue 2, Apr. – Jun., 2016
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ld’s illness.14 Literature has shown that parents’ health
outcomes increased with better understanding and
management of the symptoms and symptoms clusters.15 It is recommended that, if patient and family wish and are able to contribute to the management of
their condition, this should be supported and appropriate training should be provided as their participation give them confidence to take care at home.16
Research suggests that during treatment, paediatric patient may receive inadequate information about
treatment’s side effects, treatment’s efficacy, prognosis
and their risk of reoccurrence.17 Parents need honest
information from health care professionals regarding
child’s diagnosis and actual condition. They want to
share feelings, a space to cry, an affirmation of the harshness of the situation where help fall in dealing with
the sense of being overwhelmed.8 Open communication between professionals, children and their families
is a prerequisite for success and it should be culturally
appropriate including language, accessible and available in an appropriate format. Facilities to be used for
imparting information, especially at the time of diagnosis, should be private and comfortable. Families
should have the opportunity to ask questions and discuss treatment options, and be given ready access to
further information and support.16
In developed countries the importance and need of
psychosocial support has been widely acknowledged
but, in developing countries it is still ignored. This is
the time to change for nurses, other healthcare professionals and for the healthcare organizations. Healthcare professionals must contend with this changing
environment by meeting the challenges that they face
within their specialty while also maintaining some
degree of control and self-determination.18
This article discussed the psychosocial needs of
parents who have a child with cancer and found informational needs most important component. This literature review explored information need from parents’
perspective and health care providers’ perspective and
how these needs can been addressed by pediatric oncology nurses.
Social Support
Social support for children with cancer and their families are; information and preparation for treatment,
support from staff, leisure and play, involvement and
independence opportunities, support from family friends and peers and transitional support.19 The provision of supportive care is an important part of nursing
care for a child and family dealing with cancer.14,20-22 It
is beneficial for patients and their families and we can
encourage individuals to live as well as possible.21 The
Ontario Cancer Treatment and Research Foundation
presented a comprehensive model Supportive Care
Needs Framework (SCNF), describing six categories of
needs. This framework describe supportive care as the
Biomedica Vol. 32, Issue 2, Apr. – Jun., 2016

pro-vision of necessary services as defined by those
living with or affected by cancer to meet their physical,
informational, psychosocial, emotional, practical, and
spiritual needs during the pre-diagnostic, diagnostic,
treatment, and follow-up phases, while encompassing
issues of survivorship, palliation, and bereavement.23
According to a review of 49 studies on supportive
care needs of parents of children with cancer, most of
the studies reported informational needs (88%) and
emotional needs (84%) as highly required. Within six
categories of needs specific citations were noted. Informational needs were cited 132 times compared to 58
citations in the next most common category, emotional
need. Psychosocial, practical, spiritual and physical
needs were least required.23
Information
Seeking information is one of the most important methods used by parents to cope with the stressful event
of having an ill child, as it provides a sense of control24.
Information has been described as a critical part of the
care.9,10,23,25 Information is a wider concept than patient education and disclosure of diagnosis and includes
what parents are being told about the disease, its treatment, and skills they need to take care of the child
throughout the disease trajectory.26 Information is important for patient and their family members because
it increases their knowledge and reduces their uncertainty about the illness, it also facilitates their understanding of illness, and trajectory and it enables them
to plan for transition from one phase of illness to another.27
Source of Information
Information can also be provided through different
media such as flayers, pamphlets, videos, cassette records and websites. The major organizations providing
information are Cancer Research UK, American cancer
society, National Cancer Institute, International Confederation of Childhood Cancer Parent Organization.
Many of these websites also provide information about
managing of symptoms and side effects.27 Internet based information is found to be the best source of information in developed countries but at the same time it
is not safe. It needs careful consideration when we are
recommending web – based resources.28 Example of
useful cancer related website Table 1.
Seeking information from sources outside the
hospital environment can also be seen as a result of
extreme anxiousness about the disease. Some parents
purchase newspapers, medical journals and textbooks
in an attempt to increase their knowledge about the
basic biochemical and physiological process, underlying the child’s illness and newly acquired responsibilities.29 Parents receive information from other parents
of children similarly affected by cancer, self-help groups, or from brochures and relevant books made avai-
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lable by associations representing childhood cancer. Parents also receive some
information from the extended family
members and friends however the information they receive from these sources
may be inaccurate, insufficient and not
useful.30

Table 1: Example of useful cancer related website.
Name of organization

Website

Cancer Research UK

www.cancerresearchuk.org

American cancer society

www.cancer.org

National Cancer Institute

www.cancer.gov/aboutnci

Information Need, Parents’
Macmillan Cancer Support
www.macmillan.org.uk
Perspective
Children with Cancer
www.childrenwithcancer.org.uk
A study was conducted in Canada about
the problems and needs of children with
CLIC Sargent
www.clicsargent.org.uk
cancer and their families. Cross – secWorld Child Cancer
www.worldchildcancer.org
tional quantitative structured telephonic
interviews were conducted with 56 pareInternational Confederation of
www.icccpo.org
nts of children with cancer and 13 adoChildhood Cancer Parent Organization
lescents from these families. 0 to 10 analog scale was used to assess the importance of different needs, how these needs had been
ease – specific information lacking. Treating oncolomet, the acceptability of different ways of providing
gist was the primary source of information. Families
supportive interventions, how often these ways had
appraised the information provided by their oncologist
been used, and comfort using them. The results shopositively and showed high level of trust in the inforwed, parents’ mean rating of importance of informatmation they provided. The most preferred information
ion needs was 9.42, peer social support 7.84, and self –
interventions for participants were information bookmanagement therapy 9.21. The ratings of how well thelet, online support and a question prompt sheet. It is
se needs had been met were 8.05, 5.30, and 7.13, resalso seen that, paediatric oncologist are likely to be
pectively. Written form of information was ranked hiplaced at best place to provide accurate information to
gh by parents and adolescents, face-to-face communifamilies. However, this raises challenges for paediatric
cation preferred for peer social support, and preferred
oncologists as number of patients or the workload ina therapist for self – management therapy. The comcrease. The oncologist may not fulfill the supportive
fort ratings for using different ways to provide the incare needs of families. This study suggests other health
terventions were all high. As were accessible; 89% of
care professionals who should also be able to provide
families had computers in their homes and 76% had
accurate information according to the family needs.28
Internet access. The authors concluded that the needs
A qualitative study to highlights the parent’s views
for information, peer social support, and self-manageon information in childhood cancer care in Sweden.
ment therapy are all high. There is still room to meet
Eight families with children diagnosed with cancer wethese needs better. Using different formats for inforre interviewed. Each family was interviewed five times
mation as paper – based, telephone, computer comduring the first year of child illness after diagnosis. The
pact disc (CD), or an interactive Web – based intervenchildren selected for the study, were diagnosed with
tion package all seem to be acceptable and accessible
various types of leukemia and solid tumors of different
to meet the needs and might reduce the risk of families
level and the age limits of children were 2 months to 17
developing psychosocial problems.25
year. Their study points out that the information is an
A study from Australia conducted 112 semi-struimportant perspective for the family and there are asctured telephonic interviews to collect the data. Mix
pects of structure, time and emotional effect to consimethod approach was used to explore the informatder to this phenomenon. The parents had different exional needs of families having a child with cancer. The
periences concerning how much information they reparticipants were the parents or a family member of
ceived and when it was provided. They found when the
the child aged less than 18, and had been suffering
parents were emotionally prepared and had more quefrom any type of cancer for less than five years. The
stions to ask, staff members did not have the time to
study assessed the satisfaction with information receiaccommodate them. The information parents received
ved, sources of information and informational needs of
from oncologists was difficult to understand and most
the families. Their study revealed that most of the parof the time did not fulfill their needs. Sometimes they
ticipants were satisfied with the amount of information
have to wait for the answers until the next meeting at
they receive. The participants also reported that if they
the outpatient departments and sometimes the nurses
receive information, it was either difficult to read or
provided the information. Parents often experience a
not relevant to their situation. Participants desired
lack of information and unclear expectations. They
more practical suggestions for coping, and found disalso noted that most of the parents were satisfied with
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their experience of receiving the diagnosis, but there is
still a need to improve communication between health
care professionals and the families.31
A Swedish study investigate parents’ perceptions
of satisfaction with care, information provided by both
physicians and nurses was valued lower compared
with other components of care. Parents reported highest satisfaction with doctors’ and nurses’ technical skills.32
Psychosocial support services for children with
cancer and their families were evaluated in the UK.
Two questionnaires were used for a postal survey, one
for the parents and one for children and young people.
Total 303 families returned the questionnaires, within
which parents and children identified their satisfaction
with support services and also areas of unmet need.
Most of the families found satisfied with the nurses for
providing medical information and support. However,
areas of unmet need were also highlighted, especially
age appropriate facilities, emotional support and information in different formats. Parents need information
in video format and more help was required to access
online web based information. It was also found that
there is still a need to develop psychosocial support
services to ensure that families receive flexible but
equitable packages of care and support, all over the
UK.19 Online information resource should be made
available to families in principal treatment centers.
Advice should be provided on which websites are authoritative and useful.16 According to National Health
System (NHS) the services must reflect the needs and
preferences of patients, their families and their carers.33
During child’s illness parents face a steep learning
curve with a rapid increase in knowledge. The parents
have to learn a new language when the child goes through treatment. They claimed that information helped
them cope with the situation, but the amount of information needed differed between individuals. Some
parents felt they were under informed, whereas others
got too much information, thus, anxiety increases in
both cases. In that situation nurses are the primary
source of information because of their immediate availability. The Internet is another source for some parents.9
Information Need, Healthcare Professionals’
Perspective
Lot of work has been done to describe the informational need of parents of children with cancer, but there
is limited work to know the caregivers perspective or
how they decide to provide information, how much information or what type of information etc. Seeking and
absorbing information is not easy for parents. Similarly informing parents is critical for health care providers. Nurses rate information a more important component as compared to other health care professionBiomedica Vol. 32, Issue 2, Apr. – Jun., 2016

als.34 Diagnosis of a serious disease in a child is a stressing factor for the healthcare professionals who have
to tell the parents about it. Caregivers also express that
the need for information changes over time.11,34,35
Professional caregivers’ perceptions of providing
information to parents of children with cancer were
evaluated. Twenty caregivers at a Swedish pediatric
oncology ward participated in four focus group interviews. The participants include thirteen nurses, six
allied health personnel and one physician. The areas
discussed during interviews were disruptive setting,
unclear responsibilities within team, unintelligible information, difficult timing, and underused tools of
communication. The authors concluded that professional caregivers within pediatric oncology should be
conscious of the difficulty in providing an appropriate
amount of information. Carefully balancing the amount of information and making sure that it is correct,
consistent, understandable, and given at the right time
can also be empowering to the recipient. A clear responsibility should be established to provide information that could enhance the process. It is also found
that the use of the Internet to gain information was
problematic for parents. However, if parents were provided with quality assured sources of information on
the Web, other sources could be a good complement to
the information given by the caregivers, having also
the advantage of being immediately accessible at the
parents’ own convenience.26
A survey from United States of America identifies
priority educational topics for parents of children with
cancer from pediatric nurses’ perspective using Delphi
techniques. In first round they were asked to identify 5
educational topics they spend most of the time teaching parents. 199 nurses responded and the information
about treatment was the most frequent cited priority
and twenty four educational categories were identified.
In second round, 132 consented participants from first
round were approached via e-mail. They were asked to
rate the importance of the categories from round one
during four time periods diagnosis, initial treatment,
maintenance and therapy. They reported different teaching priorities across the continuum of treatment.
The most important topics to inform parents about
were; treatment, myelosuppression, symptom management, self – care, and chemotherapy. Of note, teaching about end-of-life issues and alternative therapy
were marked as least important across all time points.11
It is concluded that information is a most important and useful component of psychosocial support for
parents who have a child with cancer. All parents wanted as much information as possible about the diagnosis, treatment and prognosis. Although informational needs are being addressed in the developed countries very well, but there is still a need for improvement. Most of the parents are not satisfied with the
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information they received from healthcare providers
that is why they use other sources of information that
may mislead them. It is healthcare providers’ responsibility to provide easy to understand information on
time. Nurses can contribute to the care of a child suffering from cancer by providing correct and adequate
information to their parents. Pediatric oncology nurses
need to become more active in providing information,
because physicians may give a hurried explanation to
parents so it is their responsibility to resolve parents’
queries. There is a great need of continued professional education for pediatric oncology nurses to meet
these challenges and to provide evidence – based care.
ACKNOWLEDGEMENTS
The authors are thankful to the administration of Sadia Waheed College of Nursing to facilitate the review
of this problem through literature search.
Authors’ Contribution
NI, conceived, did critical review and manuscript writing. MI, did literature search and reference management. SAJ, did review and final approval of manuscript.
REFERENCES
1. Cancer research UK [Internet] Child cancer factsheet;
2003 [Cited 2016 Jan 20] Available from
http://www.cancerresearchuk.org/?gclid=CIbE94uFoa8
CFYpjfAodZTFpdg
2. National Cancer Institute. SEER cancer statistics review,
1975 – 2004 (Eds. Ries, L. A. G., Melbert, D., Krapcho,
M., Marrioto, A., Miller, B. A., Feuer, E. J., Clegg, L.,
Horner, M. J., Howlader, N., Eisner, M. P., Reichman,
M., Edwards, B. K. Bethesda, MD. 2007 National Cancer
Institute.
3. Mostert S, Sitaresmi MN, Gundy CM, Veerman AJ. Influence of socioeconomic status on childhood acute lymphoblastic leukemia treatment in Indonesia. Pediatrics.
2006 Dec 1; 118 (6): 600-606.
4. Shaikh, B. T., Hatcher, J. Health seeking behavior and
health service utilization trend in national health survey
of Pakistan: what needs to be done? J. Pak. Med. Assoc.
2007; 57 (8): 411-414.
5. Asim, M., Zaidi, A., Ghafoor, T., Qureshi, Y. Death analysis of childhood acute lymphoblastic leukaemia; experience at Shoukat Khanum Memorial Cancer Hospital
and Research Centre. J. Pak. Med. Assoc. 2011. 61 (7):
666-670.
6. Mehdi, I. Pediatric cancer. J. Pak. Med. Assoc. 2000; 96
(3): 45-49.
7. Metzger ML, Howard SC, Fu LC, Peña A, Stefan R, Hancock ML, Zhang Z, Pui CH, Wilimas J, Ribeiro RC. Outcome of childhood acute lymphoblastic leukaemia in resource – poor countries. The Lancet. 2003 Aug. 30; 362
(9385): 706-8.
8. McGrath P. Beginning treatment for childhood acute
lymphoblastic leukemia: insights from the parents' perspective. In Oncology nursing forum, 2002 Jul. 1; (Vol.
29, No. 6).

126

9.

10.

11.
12.

13.
14.

15.

16.

17.

18.

19.
20.
21.
22.

23.

24.

25.

McGrath, P., Kail-Buckley, S., Philips, E. Learning a new
language: Informational issues for parents of children
treated for acute lymphoblastic leukaemia. Austral-Asian J. Cancer, 2007; 6: 205-212.
Björk M, Wiebe T, Hallström I. Striving to survive: Families’ lived experiences when a child is diagnosed with
cancer. J. Pediatr. Oncol. Nurs. 2005 Sep. 1; 22 (5): 26575.
Kelly KP, Porock D. A survey of pediatric oncology nurses’ perceptions of parent educational needs. J. Pediatr.
Oncol. Nurs. 2005 Jan. 1; 22 (1): 58-66.
McPherson CJ, Higginson IJ, Hearn J. Effective methods of giving information in cancer: a systematic literature review of randomized controlled trials. J Public
Health, 2001 Sep. 1; 23 (3): 227-34.
Department of Health, Children’s cancer measures for
the manual for cancer services. London: HMSO; 2009.
McGrath P. Findings on the impact of treatment for childhood acute lymphoblastic leukaemia on family relationships. Child Fam Soc Work, 2001 Aug. 1; 6 (3): 22937.
Gedaly – Duff V, Lee KA, Nail LM, Nicholson HS, Johnson KP. Pain, sleep disturbance, and fatigue in children
with leukemia and their parents: a pilot study. In Oncology nursing forum, 2006 May 1; 33 (3).
National Institute for Clinical Excellence. Guidance on
cancer services: improving outcomes in head and neck
cancers: the manual. National Institute for Clinical Excellence, 2004.
Hedström M, Skolin I, von Essen L. Distressing and positive experiences and important aspects of care for adolescents treated for cancer. Adolescent and nurse perceptions. Eur J Oncol Nurs.2004 Mar. 31; 8 (1): 6-17.
Royal College of Nursing [Internet] New directions in
nursing; a framework for developing practice in pediatric oncology nursing. 2000 [Cited 2015 Dec 12]
Avai-lable from
http://www.rcn.org.uk/__data/assets/pdf_file/0004/1
15870/001062.pdf
Mitchell W, Clarke S, Sloper P. Care and support needs
of children and young people with cancer and their parents. Psycho‐Oncol. 2006 Sep. 1; 15 (9): 805-16.
McGrath P. Identifying support issues of parents of children with leukemia. Cancer practice. 2001 (b) Jul. 1; 9
(4): 198-205.
Tebbit, P. Definitions of supportive and palliative care.
Progress in Palliative Care, 2001; 9: 187–189.
Enskär K, Carlsson M, Golsäter M, Hamrin E, Kreuger
A. Parental reports of changes and challenges that result
from parenting a child with cancer. J. Pediatr. Oncol.
Nurs. 1997 Jul. 31; 14 (3): 156-63.
Kerr LM, Harrison MB, Medves J, Tranmer J. Supportive care needs of parents of children with cancer: transition from diagnosis to treatment. In Oncology nursing forum, 2004 Nov. 1; 31 (6): 116-126.
Hallström I, Runeson I, Elander G. An observational
study of the level at which parents participate in decisions during their child’s hospitalization. Nurs Ethics.
2002 Mar. 1; 9 (2): 203-14.
Ljungman G, McGrath PJ, Cooper E, Widger K, Ceccolini J, Fernandez CV, Frager G, Wilkins K. Psychosocial
needs of families with a child with cancer. J Pediatr Hematol Oncol. 2003 Mar. 1; 25 (3): 223-31.
Biomedica Vol. 32, Issue 2, Apr. – Jun., 2016

PSYCHOSOCIAL NEED OF PARENTS WHO HAVE A CHILD WITH CANCER: A CHALLENGE FOR PEDIATRIC ONCOLOGY NURSES

26. Ringnér A, Jansson L, Graneheim UH. Professional caregivers’ perceptions of providing information to parents
of children with cancer. J. Pediatr. Oncol. Nurs. 2011; 28
(1): 34-42.
27. Yarbro CH, Wujcik D, Gobel BH. Cancer nursing: Principles and practice. 7th ed. Boston: Jones and Bartlett;
2010.
28. Wakefield CE, Butow P, Fleming CA, Daniel G, Cohn RJ.
Family information needs at childhood cancer treatment
completion. Pediatr Blood Cancer, 2012 Apr. 1; 58 (4):
621-6.
29. Patistea E, Babatsikou F. Parents’ perceptions of the information provided to them about their child's leukaemia. Eur J Oncol Nurs. 2003 Sep. 30; 7 (3): 172-81.
30. Medvene L. Self-help groups, peer helping, and social
comparison. Helping and being helped: Naturalistic studies, 1992: 49-81.
31. Kästel A, Enskär K, Björk O. Parents’ views on information in childhood cancer care. Eur J Oncol Nurs. 2011
Sep. 30; 15 (4): 290-5.
32. Pöder U, von Essen L. Perceptions of support among
Swedish parents of children on cancer treatment: a pro-

Biomedica Vol. 32, Issue 2, Apr. – Jun., 2016

33.

34.

35.

36.

spective, longitudinal study. EurJ cancer care, 2009 Jul.
1; 18 (4): 350-7.
National Health System [Internet] The NHS constitution; the NHS belongs to us all England; 2010 [Cited
2016 Feb 10] Available from
http://www.nhs.uk/choiceintheNHS/Rightsandpledges
/NHSConstitution/Documents/nhs-constitutioninteractive-version-march-2012.pdf
Bradlyn AS, Kato PM, Beale IL, Cole S. Pediatric oncology professionals’ perceptions of information needs of
adolescent patients with cancer. J pediatroncolnurs.
2004 Nov. 1; 21 (6): 335-42.
Beltrão MR, Vasconcelos MG, Pontes CM, Albuquerque
MC. Childhood cancer: maternal perceptions and strategies for coping with diagnosis. J de pediatria. 2007 Dec;
83 (6): 562-6.
Critical Appraisal Skills Program – UK [Internet] Critical Appraisal skills program: making sense of evidence
about clinical effectiveness, Qualitative research checklist. [Cited 2016 Feb 10] Available from URL
http://www.casp-uk.net/

127

