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Abstract

Introduction: A reasonable body of literature is available on children, cancer, information
provision and information seeking, and the information needs and related experiences of survivors
of childhood cancers. Considering the increase in childhood cancers, the improvement of chances
for survival, how children are affected by the cancer of parents and siblings and importance of
informed decision-making for survivors of childhood cancer, a need has been identified for a state
of the art literature review on improving information provision to children about cancer.

Objectives: To identify types of research methods in deepening understanding of gaps in
information provision to children about cancer. Literature on information provision to children on
cancer is limited implying that they might experience unmet information needs in seeking
information. A literature review can offer an opportunity for health librarians to raise awareness of
the value of systematically exploring the literature to learn from children and their experiences,
information needs and information behaviour.

Methods: A literature search on children and synonyms e.g.: child, toddlers, teenagers, and
childhood cancer and information provision was conducted using databases from health care,
library and information science, psychology and education. Publications were hand-selected for
further consideration and obtaining the full-text. Only research articles in English were included.
Discussion: The review considers four scenario settings reporting research on information
provision for children: children with cancer, children who’s parent or sibling has cancer, public
health prevention information, survivors of childhood cancers reporting childhood experiences of
information provision (only when the research participants are youth or young adults). Methods of
information provision include written, oral and visual information. Research approaches cover
quantitative, qualitative and mixed methods research. One methodology or data collection method
does not prevail in any of the four scenario settings. Discussion on methods of data collection from
children, and needs for innovative and age appropriate methods do not feature strongly.
Conclusion: Based on the gaps noticed there is ample scope to identify a particular methodology
for particular scenarios that can deepen understanding of the needs of children about cancer, their
own cancer, the cancer of a close family member, preventing cancer, and to inform decision-making
with regard to quality of life as a survivor and model the results. This, and input from health
librarians can improve information provision to children about cancer.
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Children and information provision

One of the most important political influences in changing attitudes and to listen to children’s
voices increasing their particiation in descisons concerning their own lives came from the
Convention on the Rights of the Child."* The notion that children have different expectations and
needs of literature from those of adults is well accepted worldwide. In Britain the establishment of a
Children’s Poet Laurate is one significant move that confirms this. It is also acknowledged
worldwide that school librarians and childrens’ librarians can be a good and powerful infuence in
childrens’s lives providing the stimulus and encouragement for improved, wider reading and
literacy, and supporting their needs for information.

Children and health information provision

Research demonstrates that appropriate health information provision can influence decision-making
for treatment, compliance to treatment, choices on participating in clinical trails, and overall patient
anxiety and psychological well-being. “The provision of information is an individual entitlement
and a prerequisite to enabling children to understand their illness, make choices about their health

care and be involved in decision-making processes around these choices”.

Given the universally recognised concept that children are not as fully developed mentally or
physically as adults and should be treated in ways appropriate to them, we wanted to know if
information provison for children with cancer is appropriate, if there were any known protocols, and
whether methods of data collection from children were appropriate. This paper focuses mostly on
the latter.

Together with the knowledge of an existing staff expertise base of health librarians it would seem a
logical expectation to suggest that health librarians could be used or assist in the provison or
provide working examples of conveying medical facts to children in the healthcare setting. Health
librarians often work closely with nurses and clinicans and are privy to detailed case conferences
about patients; they perform structured and systematic literature reviews and provide “gold standard
evidence” to assist in the clincial decision making process.

With an increasing number of children diagnosed with childhood cancer, or affected by the
diagnosis of a parent or sibling there is an increased need for appropriate information. These include
information on the diagnosis, disease, symptoms such as pain. The frustrations children report are
very similar to frustrations reported with regard to cancer information provision in general, namely,
insufficient information and lack of information. To address the need for the improvement of
information provided to children, we decided on a global literature study to determine the status
quo, and to explore opportunities for health librarians to be involved.

Children and cancer

Childhood cancers and the experiences of patients differ from adult cancers.® Considering the scope
of childhood cancers, types, age ranges of people affected (from babies to teenagers and young
adults), the research reported on children and cancer information is very limited. Especially if one
considers that findings from cancer in general has shown difference in the information needs and
information seeking for specific types of cancer, the role of the person seeking information, the
cancer stage, age, gender, and also cultural differences.® Although children can get some of the
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cancers associated with adults, there are also many cancers that are more uniquely associated with
childhood cancers such as neuroblastoma. This is a type of childhood cancer that develops in nerve
tissue outside of the central nervous system. It usually begins in the adrenal gland on top of the
kidney, but it can be found anywhere along the spine and also Wilms tumor, which is a tumor
associated with the liver.

Children are also affected by the cancer diagnosis of parents and siblings. A considerable part of the
literature on cancer information provision to children concern the prevention of cancers such as
cervical cancer, and hereditary cancer such as breast cancer, parental involvement and on how
parents should inform children about parental cancer or the cancer of other close family members.
This plentiful provision of literature for children with parents suffering from cancer, reflects the
general focus and scope of the literature; the focus being primarily on adult cancers or the adult as
parent of a child with cancer and not the child as cancer patient. There is also a significant amount
of literature about the information needs and information provision to the survivors of childhood
cancer. For the latter, most often, but not always, research participants are then young adults with a
diversity of age ranges being covered, often in the same study e.g. including teenagers as well as
people in their late twenties and even late thirties.

Methods of information provision include written and oral information, booklets, and videos.

A study of information provision particularly noteworthy is Parton’ where a visusal approach had
been used. Not surpringly this study concerned information for parents of children with cancer not
the children. Also Hazen et al.2 where a video approach for information provision was used; again
this was to convey information to family members and not speicifcally to the children with cancer.
Surprisingly in the era of “Digital Natives the use of websites and the Internet for conveying
information did not prevail. The www.teenagecancertrust.org is however an exception to this
finding.

Research question and sub-questions

The following research question guided our study:
How can health librarians contribute to provision of information to children about cancer?

In finding answers, we considered the following sub-questions:
e What has been published on information provision to children about cancer?
e What type of research methods feature in the provision of information to children about
cancer?
e Does one research method predominate in this field?

We thus considered methods of information provision to children, as well as the research methods
used to identify gaps in information provision to children about cancer. Our purpose was to reflect
on the opportunities for health librarians to raise awareness of the value of systematically exploring
the literature to learn from children and their experiences and to address findings from information
behaviour/practice research.

E2 Page 3 of 7



15" EAHIL CONFERENCE KNOWLEDGE, RESEARCH,
06-11 June 2016 — Seville, Spain PROCEED I NGS INNOVATION....eHEALTH

Conducting the state of the art literature review
Literature search

In preparation for the study, we searched an array of library and information science, educational,
health, psychology and interdisciplinary databases to which we had access. These included AIDS
and Cancer Research Abstracts, CINAHL, Library and Information Science Abstracts, Library &
Information Science Source, Medline, PsycINFO, and Thompson’s Web of Science. We also
considered specific journal titles such as: American Journal of Psychiatry, Journal of Child Health
Care, Information Research, Health Information and Libraries Journal.

Search terms for the three key concepts (children, cancer and information provision) had to appear
in the title, keyword and abstract fields. Singular and plural form, as well as other word forms were
considered. We included synonyms e.qg.: child, toddlers, teenagers, and childhood cancer, as well as
giving, sharing, telling and terms for specific media e.g. video or booklets, and terms for specific
types of cancer typically associated with children, e.g.: leukaemia, lymphoma, astrocytoma,
neuroblastoma, Wilms, and Hodgkins disease.” Publications were hand-selected for further
consideration and obtaining the full-text. Only research articles in English were included.

Scope of the review

The review considers four scenarios of research on information provision for children: children with
cancer, children who’s parent or sibling has cancer, public health prevention information, and
survivors of childhood cancers reporting childhood experiences of information provision (only
when the research participants are youth or young adults). Information behaviour studies have
shown that role and responsibility and how a person is affected e.g. whether a patient or family
member,6 as well as progression in a situation impacts on information needs and information
seeking.

Most of the studies we analysed were reporting on information provision to the children of a parent
with cancer, the need to take precaution in cancer prevention such as for hereditary cancer and
cancers such as cervical and prostate cancer that are approached as preventable with vaccination
(for cervical cancer) and timely diagnosis through screening (cervical, breast and prostate cancer).

Findings and discussion
Types of research methods

Research approaches cover quantitative, qualitative and mixed methods research with most studies
following a quantitative approach. One methodology or data collection method does not prevail in
any of the four scenario settings. Discussion on the methods of data collection from children and the
appropriateness of the methods do not feature strongly.

Types of research methods found in the literature included, questionnaires, diary recordings,
interviews, content analysis of web-postings and observations. Studies are often limited to the
traditional, namely questionnaires (print and electronic), individual and focus group interviews.
Although telephone interviews are reported for young adults, interviews are mostly face-to-face.
Sometimes these methods are combined with means for providing information such as a
booklet, combined with a clinical interview and a questionnaire. Hardly any of the reported studies
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focused on age appropriate methods of data collection. This is a problem since the age ranges are
often very wide e.g. 8-16 or 12-24, and sometimes even older participants for studies on survivors.

Timeline, target group for information provision, and research participants

Information provision is aimed at children as cancer patients, as persons who can prevent cancer, as
affected by the cancer of a relative or as survivors of childhood cancer. Often parents or even health
professionals are, however, included as participants, or even the sole participants sharing their
perceptions and experiences on the information needs of children. The target group is also
important in terms of the stage of cancer e.g. in treatment or as a survivor, or the role of the
participant e.g. as a patient or relative. In this sense, there is a serious lack of diversity of studies
with children about cancer; the scope of what needs to be studied is not nearly covered.

In terms of methods of data collection used for the scenario settings, there are some studies worth
noting:

(1) Children as patients: Kauhanen et al.® report on the sense of an interview with a questionnaire,
diaries and a physical examination to assess the impact on following the messages/information
provided on exercising. Soanes’ et al.!® is an exceptional study reporting on using age
appropriate techniques of data collection for various age groups about their experiences. A
mosaic approach was used for 4-6 year olds, draw and write for children between 6-12 years
and interviews for children older than 12 years.

(2) Public health prevention: Semi-structured focus group interviews, self-reported assessment after
receiving messages with information, online surveys, and questionnaires are reported as typical
methods. A card-sort game combined with pre- and post-questionnaires was more innovative.™

(3) Survivors: Apart from the traditional methods also noted for other scenarios, there are reports
were these methods are combined with means for providing information such as a
booklet, combined with a clinical interview and a questionnaire. Self-portraits combined with
the use of photovoice was more innovative®?.

(4) Related to a cancer patient: The studies noted were mostly using traditional methods such as
interviews and focus group interviews.

Model for research methods for information provision for children with cancer

One methodology or data collection method does not prevail in any of the four scenario settings.
Discussions of methods of data collection from children do not feature strongly. There is not a clear
and identifiable pattern for information provision for clincial and other healthcare staff to adopt.
This is somewhat surpring as often treatment regiems will be similar for the same cancers with
supporting clincial governance protocols. It would seem that age appropriate information provision
and research methods on information provision is a forgotten or ignored factor in the treatment of
children suffering from cancer. It is acknowledged throughout the literature that informing patients
about their condition and treatment helps the take ownership of their own health and this can be
benificial for both clincial staff and patients. Children should be no exception. Shillabeer™ observed
that little research had been done in the area of information provision for adolescents in the past
twenty years and similarly there had been little improvement in clinical outcomes. Our initital
findings from this literature review would seem to confirm this.
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Opportunities for health librarians

There are many opportunities for health librarians to get involved in the provision of information to
children about cancer. They can raise awareness of the value of systematically exploring the
literature; as clinical librarians they can contribute to gathering evidence based medicine for use in
clinical diagnosis making; they can contribute to preventative literature; they can contribute to
raising awareness that existing methods of data collection on information needs are insufficient
considering the difficulties in recognising and articulating information needs, and that a wider
spectrum of age appropriate research methods as well as methods of information provision is
needed to learn from children and their experiences of information needs and information behaviour
to ultimately add to the knowledge base.

Conclusions

The most striking finding from our literature searching is the paucity of literature available
concerning the information provision for children with cancer of information giving by healthcare
professionals directly to children. There may be several very good reasons for this absence of
literature: it is extremely difficult to interview and gain views and opinions from children who are
suffering from cancer given the ethical issues surrounding treating children and gaining consent for
research studies; the importance of information provision is seen as secondary to clincial
intervention; children are not seen as articulate and able to express themselves clearly; and/or the
information is considered to be too upsetting or difficult to translate to a child’s perspective.

Based on the gaps noticed and the paucity of research available, there is ample scope to identify a
particular methodology, for particular scenarios that can deepen understanding of the needs of
children about cancer, their own cancer, the cancer of a close family member, preventing cancer,
and to inform decision-making with regard to quality of life as a survivor and model the results.

The identification and/or development of a model for information provision for healthcare staff to
use with children suffering and coping with cancer would be invaluable; contributing to both
improvement of patient knowldege and empowerment and the clinical governance agenda. This
would include raising awareness of methods appropriate for research with children.
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