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Background: Cancer has an impact not only on children but also on parents. Parents play the most crucial role in cancer’s symptom
control and management. However, as the primary caretakers, parents are frequently unprepared or engage in inappropriate behavior
when caring for their children. Increasing parents’ role through empowerment is critical in pediatric cancer care.

Purpose: This systematic review aimed to identify the effect of empowerment interventions on parent and child outcomes in pediatric
oncology.

Methods: In this review, studies published between 2013 and 2023 in The Cumulative Index to Nursing and Allied Health Literature
(CINAHL), PubMed, Embase, Medline, and Scopus databases were identified using a search strategy to identify relevant studies that
determined empowerment-based intervention for parents in the pediatric oncology. This study used the Joanna Briggs Institute (JBI)
critical appraisal tools to assess the quality of the studies. This systematic review followed the recommended reporting items for
systematic reviews and meta-analysis (PRISMA) standards.

Results: Seven studies met the inclusion criteria: four randomized and three non-randomized experimental studies. Children range in age
from 1-14 years. The intervention is mostly delivered through face-to-face learning using booklets or modules as a learning tool. The
intervention is delivered in 2—6 sessions over 1-8 weeks, lasting 20—45 minutes each. In most studies, the interventions positively affect
parents’ outcomes (knowledge, caring behavior, distress, care burden, quality of life) and children’s outcomes (oral mucositis, gastro-
intestinal complications, quality of life). The intervention, however, has no significant effect on the coping style. Barriers to implementation
include parent-nurse commitment, the retention of parent-nurse participation, and more time spent to provide interventions.

Conclusion: Our study highlights that empowerment-based interventions positively impact parents and children. These findings
suggest that an empowerment-based intervention should be developed to provide better cancer care for a parent and their children.
Systematic Review Registration: PROSPERO registration number was CRD42023422834.
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Introduction

Cancer is currently a chronic disease that endangers global health. Cancer does not only affect adults but also children.
The World Health Organization (WHO) reports that the prevalence of cancer in children is around 4%.' The majority
(80%) of children with cancer are from developing countries or low and middle-income countries.” Cancer is estimated to
kill 90,000 children and adolescents each year." In developing countries, the survival rate for children with cancer is still
relatively low, at less than 60% and even less than 30%.'~ As a result, WHO emphasizes the importance of improving
effective treatment policies for all children with cancer to increase survival rates, particularly in developing countries.'*
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Child cancer treatment is intensive and continuous, intending to control the number and spread of cancer cells and increase
survival.” The primary therapeutic modalities for treating child cancer are chemotherapy, surgery, and radiotherapy, with
additional therapies including immunotherapy, photodynamic therapy, stem cell transplantation, and targeted therapy.® Cancer
treatment has numerous adverse effects on children.” The most common side effects of cancer treatment experienced by
cancer patients (69.6%) were in the mouth and gastrointestinal area.® Other side effects of the treatment include fatigue, bone
marrow depression, hair loss, and skin problems.’ In addition to the adverse side effects of the disease and its treatments, the
long-term negative consequences exacerbate the negative impact on these patients’ life quality. They may cancel out any
benefit of increased survival.'’

Cancer has an impact not only on children but also on parents and families. Parents play the most crucial role in symptom
control and management in children with cancer.'' However, as the primary caretakers for their children, parents are
frequently unprepared or engage in inappropriate behavior when caring for their children. Parents face several challenges
when caring for children with cancer, including a lack of knowledge, skills, and abilities.'? Parents often lack knowledge about
their children’s treatment and care even though parental disease awareness is critical to child care. It is required to make
appropriate decisions for children’s treatment.'? Several studies also report that parents frequently provide inadequate care for
their children, necessitating appropriate and innovative interventions from health workers.'*

Parents frequently perceive caring for a child with cancer as a burden.'” Parents sense a hardship since they must
assume responsibility for drug administration, symptom management, and psychological well-being of sick children.'®
Cancer causes life-threatening conditions and fundamental changes in the child and family.'” This condition causes
parents to experience stress and anxiety, which can impact the children’s health outcomes."'’

Parents must be prepared to prevent and overcome chemotherapy manifestations and the impact of cancer on
children.'®'® Patient and family education, as well as holistic, supportive care strategies, are required.'”*® Parents’
abilities must be prepared so that they can provide appropriate care to their children both in the hospital and at home.'*-*

Empowerment is a collaborative learning approach that is one of the fundamental concepts of family-centered care.”!
Parents are the empowerment target because of their critical role in child care.'? Pediatric oncology nurses can support
children and their parents through empowerment-based programs.'>?*> Nurses are essential in empowering parents by
providing opportunities for parents to participate in childcare activities, increasing skills and self-confidence, and
preparing mothers to care for their children after they return from the hospital.?*-**

Parent empowerment interventions are essential in oncology nursing. The lengthy treatment process for children’s
cancer, the frequent hospitalization of children, and the long-term side effects of treatment at home necessitate
continuous intervention. One of the main goals of pediatric oncology nursing is to empower parents to care for their
children. Therefore, identification of the impact of empowerment-based intervention in the pediatric oncology setting is
a must. Ashcraft conducted a systematic review in 2019 that identified the consequences of parent empowerment as
engagement, improving informational needs, involvement in care decisions, advocacy, and empowering others.'> The
studies included in Ashcraft’s review, however, were qualitative and observational, with the majority of them conducted
on children with special health care needs, so generalizability to other child populations may be limited because the
expected outcomes for children with special needs and children with cancer are different. Besides, because the included
studies in Ashcraft’s were qualitative and observational, the review did not determine the magnitude of the effect of
empowerment-based intervention on the outcomes.

In recent years, it has been seen that empowerment-based interventions are used in a wide variety, both in the format
of empowerment interventions provided and their consequences. As a result, a current synthesis is required that identifies
how empowerment-based interventions are carried out in pediatric oncology settings, the implications for both children
and their parents, and the extent to which empowerment-based interventions influence both children and their parents.
This systematic review aimed to find evidence on the impact of empowerment-based interventions on parents and their
children. This systematic review will benefit the field by providing evidence for the efficacy of empowerment-based

interventions for supporting and empowering children with cancer and their parents.
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Materials and Methods

Study Design

This research employs a systematic review design for its study. The study protocol was registered on the PROSPERO
database (CRD42023422834). The systematic review aims to inform and facilitate this process by synthesizing research
from multiple studies, allowing for scale-up and efficient access to evidence.>> The framework consists of six core stages:
identification of research questions, reviewing the literature, sifting the studies to select relevant ones, assessing the
quality of investigations, identifying the outcome measures of each, and summarizing and reporting results.?> This study
followed the Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) guidelines.

Search Method

From December 15, 2022, until March 2023, two reviewers independently analyzed research articles published between 2013
and 2023 in five databases: PubMed, The Cumulative Index to Nursing and Allied Health Literature (CINAHL), Embase,
Medline, and Scopus. This study used a systematic search based on research questions aligned with medical subject headings,
phrases, and combinations of synonyms with subjects on all items using Boolean (“AND” and “OR”) operators for each
database. The keywords and Boolean operators used were: (‘“empowerment OR parent* empowerment OR family empowerment
OR family center* empowerment”) AND (“child OR children”) AND (“cancer OR tumor OR malignant neoplasm”) AND
(intervention OR effect).

Inclusion and Exclusion Criteria
The articles were chosen for review based on inclusion and exclusion criteria.

Inclusion Criteria
e Population: studies in which the participants are children with cancer up to 18 years old and their parents.
e Intervention: empowerment-based interventions
e Comparison: control group or standard care
e Outcome: children’s outcomes and parent’s outcomes.

Study type: experimental studies

The article’s publication year ranges from 2013 through 2023

Exclusion Criteria
e Studies on young adults and adult cancer patient
e Studies for children with other chronic health problems outside cancer.
e Descriptive, cross-sectional, case-control, cohort studies, qualitative studies, feasibility studies, study protocols,
conference proceedings, thesis/dissertation, or abstracts.
e Studies in languages other than English
e Articles with no full text.

Study Selection and Data Extraction

Two reviewers (IN and DG) independently screened the articles from five databases. All search results were transferred
into the reference management program for data management. After removing any duplicate articles, two reviewers
independently reviewed and cross-checked the remaining articles. Any arguments about whether or not to include an
article were settled with the help of a third reviewer (NN). Following the evaluation, the two researchers agreed. The first
researcher (IN) who screened the database appraised the studies based on the appropriateness of the study title. At this
stage, studies that did not match the inclusion requirements regarding the title were deleted. The reference manager
application was used to record studies that satisfied the inclusion criteria in titles and abstracts, and full texts were
obtained. Two independent researchers (IN and DG) evaluated full texts for inclusion criteria and methodological quality
before transferring them to the data extraction table. The reviewers (IN and DG) then retrieved information from each
article, including the year, study location, study design, number of samples and characteristics, the type of empowerment-
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based interventions employed, and theories used. The study employed the PRISMA writing criteria for systematic review

and meta-analysis studies (Figure 1).

Quality Assessment

The methodological quality of the included studies was evaluated separately by two reviewers using the Joanna Briggs
Institute (JBI) critical appraisal methods for experimental studies.”®*’ JBI consists of 13 questions for Randomized
Experimental Studies.”® Questions have four possible answers: “Yes”, “No”, “Unclear” (if no information concerning
a certain issue is presented), and “Not applicable (NA)” (if a question is not done). Each question is graded either a “Yes”

[ Identification of studies via databases and registers ]
o
c Records identified from
) Databases (n=642): Records removed before
® PubMed (n=121) screening:
5.% Embase (n=363) —> Duplicate records removed
= Medline (n=95) (n=124)
3 CINAHL (n=55)
Scopus (n=8)
—
'
Records screened Records excluded after inclusion
- — | criteria removed
(n=518) (n=424)
v
: Reports not retrieved after
Report: ht f t I
e_po S Sougnht for refrieva —»| abstractititle screened
(n=94)
o (n=79)
=
c
o
§ y
: Reports not retrieved after full
Reports sought for retrieval
_p vg eV —»| text screened
(n=15)
(n=8)
\4
Reports assessed for eligibility
(n=7) ’
Reports excluded after JBI
A
screened (n=0)

Studies included in review
(n=7)

Figure | PRISMA flow diagram.
Notes: Adapted from Page MJ, McKenzie JE, Bossuyt PM, et al. The PRISMA 2020 statement: an updated :guideline for reporting systematic reviews. BMJ. 2021;372:n71.
Creative Commons.
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(1 point), a “No” (0 points), an “Unclear” (0 points), or a “Not relevant” (0 points). The overall score ranges from 0 to 13.
JBI for non-randomized experimental studies consists of nine questions.”” Each question is graded as “Yes” (1 point),
“No” (0 points), “Unclear” (0 points), or “Not relevant” (0 points). The overall score varied from 0 to 9 points. The high
ratings achieved from both instruments imply that the study is methodologically sound. Studies that scored less than or
equal to half of the items reviewed were regarded to have considerable bias, resulting in poor methodological quality. IN,
DG, and AA assessed the articles critically. If there were a dispute, NN would be involved in reconciling the process
based on JBI guidelines. Table 1 shows the assessments of the research using the JBI checklists developed for

. . . . . 26.2
randomized controlled trials and non-randomized experimental studies.**’

Risk of Bias

Individual studies using experiment designs had a low risk of bias if 70% of answers were “yes”, a moderate risk if 50 to
69% of questions were “yes”, and a high risk of bias if “yes” scores were less than 50%.%' Table 2 summarizes the
appraisal’s conclusion regarding the risk of bias based on the cut point, according to Viswanathan.*'

Data Synthesis and Analysis

Two separate researchers build the data extraction form using the following parameters: (1) author and year, (2) country,
(3) aims, (4) study design, (5) sample characteristics, (6) intervention, (7) outcomes, (8) tools, (9) measurement times,
and (10) results of the study (Table 3). Table 4 summarizes the specific empowerment-based interventions carried out in

Table 1 The JBI Critical Appraisal Tools for the Included Study

JBI Critical Appraisal Checklist for Randomized Experimental Boshagh Uysal Farsani Lashgari

Studies et al et al, (2023)'° (2019)*'
(2022)" (2021)*®

Internal Validity Yes Yes Yes Yes

Bias related to selection and allocation

|. Was true randomization used for the assignment of participants to
treatment groups?

2. Was allocation to treatment groups concealed? Yes Yes Yes Yes

3. Were treatment groups similar at the baseline? Yes Yes Yes Yes

Bias related to administration of intervention/exposure

4. Were participants blind to treatment assignment? Unclear Unclear Unclear Unclear

5. Were those delivering treatment blind to treatment assignment? Unclear Unclear Yes Unclear

6. Were treatment groups treated identically other than the intervention of Yes Yes Yes Yes
interest?

Bias related to assessment, detection, and measurement of the

outcome

7. Were outcomes assessors blind to treatment assignment? Unclear No Unclear Unclear
8. Were outcomes measured in the same way for treatment groups? Yes Yes Yes Yes
9. Were outcomes measured in a reliable way? Yes Yes Yes Yes

Bias related to participant retention
10. Was follow-up complete, and if not, were differences between groups in Yes Yes Yes Yes
terms of their follow-up adequately described and analyzed?

Statistical Conclusion Validity

I'l. Were participants analyzed in the groups to which they were randomized? Yes Yes Yes Yes
12. Was appropriate statistical analysis used? Yes Yes Yes Yes
13. Was the trial design appropriate, and were any deviations from the Yes Yes Yes Yes

standard randomized controlled trials design (individual randomization,

parallel groups) accounted for in the conduct and analysis of the trial?

(Continued)
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Table 1 (Continued).

JBI Critical Appraisal Checklist for Non-Randomized Experimental Krisnana Shoghi Arief and

Studies et al, et al, Rachmawati,
(2019)% (2019)'® (2019)*

I. Is it clear in the study what is the “cause” and what is the “effect” (ie, there Yes Yes Yes

is no confusion about which variable comes first)?

2. Were the participants included in any comparisons similar? Yes Yes Yes

3. Were the participants included in any comparisons receiving similar Unclear Yes No
treatment/care other than the exposure or intervention of interest?

4. Was there a control group? Yes Yes No

5. Were there multiple measurements of the outcome, both pre and post- Yes Yes Yes

intervention/exposure?
6. Was follow-up complete, and if not, were differences between groups in Unclear Unclear Unclear
terms of their follow-up adequately described and analyzed?
7. Were the outcomes of participants included in any comparisons measured in Yes Yes Yes
the same way?
8. Were outcomes measured in a reliable way? Yes Yes Yes

9. Was appropriate statistical analysis used? Yes Yes Yes

Notes: Adapted from Barker TH, Stone JC, Sears K, et al. The revised JBI critical appraisal tool for the assessment of risk of bias for randomized controlled trials. /Bl Evid
Synth. 2023;21 (3):494—506.e26 and Tufanaru C, Munn Z, Aromataris E, Campbell ], Hopp L. Systematic reviews of effectiveness. In: |BI Manual for Evidence Synthesis. Joanna
Briggs Institute; 2020. Available from: https://synthesismanual.jbi.global/, with permission from the University of Adelaid.?”

Table 2 The Result of Critical Appraisal for Included Studies

Author, Published Year JBI Critical Appraisal Tool Study Design

Boshagh et al, (2022)"3 77% (10/13) Randomized Experimental Studies
Farsani, (2023)'° 84.6% (11/13) Randomized Experimental Studies
Shoghi, (2019)'® 88.8% (8/9) Non-randomized Experimental Studies
Lashgari et al (2019)?' 77% (10/13) Randomized Experimental Studies
Krisnana et al, (2019)* 77.7% (719) Non-randomized Experimental Studies
Uysal et al, (2021)*® 77% (10/13) Randomized Experimental Studies
Arief and Rachmawati, (2019)* 66.6% (6/9) Non-randomized Experimental Studies

each study, including data extraction: (1) author, (2) empowerment model, (3) setting, (4) empowerment steps, (5))
delivery methods, (6) media, (7) learning content, (8) frequency, (9) duration, and (10) theory/model-based.

The findings are summarized, followed by a narrative describing the similarities and differences between the
outcomes. The data could not be statistically assessed, and no meta-analysis could be carried out.

Results

Seven publications explored empowerment programs for cancer parents or caregivers. Table 3 and 4 highlight the
findings of the analysis. Empowerment interventions for parents, especially mothers, can help them play a more
significant role in caring for their children. According to Table 3, empowerment benefits the outcomes of both parents
and children. The specific implementation of empowerment-based intervention can be found in Table 4. Based on the
findings of this systematic review, the following is an explanation of the impact of empowerment interventions on parents

of children with cancer.
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Table 3 The Primary Feature of the Systematic Review Included Studies

Author, Country | Aim Study Sample Intervention Outcomes Tools Measurement | Results
Years Design Characteristic Time
Boshagh Iran To determine the impact of Randomized Mothers with Four steps of Knowledge of Empowerment Twice (before There was a significant difference in
etal, 2022." family empowerment Experimental | 2-12 years of the caring questionnaire intervention) knowledge in the intervention group
programs on the knowledge | Studies children with empowerment | performance and after before (3.09) and after (6.29) the
of care performance of leukemia program. intervention) intervention (p<0.001), but not in the
mothers with leukemia. (n=62). control group. This study concluded
n=31 that different knowledge differed
(intervention) significantly between the control and
n=31 (control) intervention groups (p<0.001).
Farsani, Iran To identify the effect of Randomized Parents of Four steps of Mucositis Mucositis Three times There was a significant reduction in
2023.'° a family-centered Experimental | children with the Children’s measurement (before, the incidence of mucositis after the
empowerment model based | Studies cancer empowerment | quality of life. tools. immediately intervention (p<0,05). In the first
on mucositis management on undergoing program Peds QoL after, one month | and second weeks after the
the quality of life of children chemotherapy questionnaire after intervention, the incidence of
with cancer undergoing (n=60). intervention) mucositis in the intervention group
chemotherapy n=30 Two times was lower than in the control group.
(intervention) (before and However, there was no significant
n=30 (control) three months difference in the incidence of oral
after mucosa inflammation in both the
intervention) intervention and control groups.
The children’s quality of life in the
two groups differed significantly
(p<0.001) immediately and three
months after the intervention. The
quality of life of the children in the
intervention group (35.12+66.30)
increased (4.6%7.6) considerably
when compared to the control group
(p<0.001).
Shoghi, Iran To determine the effect of Non- Parents having Four steps of Care Burden Zarit Burden Twice (before In the intervention group, there was
2019."° the Family-Centered randomized children with the Self-report and one month a significant difference in parent
Empowerment Model Experimental | cancer (n=78). empowerment questionnaire after burden after the intervention
(FCEM) on the care burden Studies n= 39 program. intervention) (p<0.001). The inter-group
of the parents of children (intervention) comparison showed that the mean
diagnosed with cancer n= 39 (control) parental burden of care in the control
group was significantly higher in the
post-test than in the pre-test. By
contrast, the intervention group’s
mean parental burden of care
significantly reduced the post-test.

(Continued)
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Table 3 (Continued).

Author, Country | Aim Study Sample Intervention Outcomes Tools Measurement | Results

Years Design Characteristic Time

Lashgari Iran To determine the effect of Randomized Mothers of Maternal The frequency Gastrointestinal Four times The frequency of gastrointestinal

etal 2019.2' maternal empowerment Experimental | children with empowerment | of complication (baseline, two, complications reduced significantly
training on gastrointestinal Studies cancer training. gastrointestinal checklist form. for, and eight after the training in the intervention
complications in children undergoing complications. weeks after the | group (p<0.05). There was no
undergoing chemotherapy chemotherapy last session of significant difference in the frequency

(n=40). intervention) of gastrointestinal complications
n=20 before and after the intervention in
(intervention) the control group (p>0.05). After the
n=20 (control) training, the frequency of
gastrointestinal complications was
significantly lower in the intervention
group than in the control group.

Krisnana Indonesia | To investigate the impact of | Non- Mothers of The Mothers’stress Depression Twice (before There were significant differences in

etal, 2019.% a parental empowerment randomized children with empowerment | level Anxiety Stress and after stress levels in the intervention group
module on the stress levels Experimental leukemia who program is Scale 21 (DASS), | intervention) before and after intervention
of mothers of children with Studies were delivered (p=0.001). Stress levels were also
leukemia. hospitalized through significantly different in the control

(n=60). education group. The intervention affected
n= 30 modules. parents’ stress levels (p=0.017).
(intervention)

n= 30 (control)

Uysal et al, Turkey To evaluate the effectiveness | Randomized 74 caregivers of | The mobile- Caregivers’ Distress Twice (before Compared with the baseline,

2021.%8 of a mobile-assisted Experimental cancer patient assisted distress Thermometer and 21 days individuals’ mean distress scores
empowerment program Studies n=38 empowerment | Quality of life tools after were lower in the empowerment
developed specifically for (intervention) program. Coping style. Quality of life intervention) group than in the control group
caregivers of cancer patients n=36 (control) family version (p<0.001). The general quality of life
undergoing radiotherapy. (QoL-FV). and sub-dimension mean scores were

Coping style higher in the empowerment group

brief scale. than in the control group (p< 0.05).
The two groups had no difference in
average coping style scores (p2 0.05).

Arief and Indonesia | To investigate the impact of | Non- Families with Two-step Knowledge Not mention Twice (before Statistical analysis of family

Rachmawati a parent empowerment randomized hospitalized empowerment | Attitude and after knowledge shows a significant

2019.%° program on family behavior Experimental children with program. Behavior intervention) increase after intervention (p<0.001).
in caring for children with Studies leukemia Family attitudes before intervention
leukemia (n=50). were largely unfavorable (56%),

n=25 whereas after intervention, they

(intervention)
n= 25 (control)

were mostly positive (72%). Family
attitudes differed significantly before
and after intervention (p=0.000).
Family behavior significantly differed
before and after intervention
(p<0.001).
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Table 4 The Empowerment-Based Intervention of Included Studies

Author Model Setting Step of Delivery Media Learning Content Frequency Follow- Duration Theory-Based
Empowerment Empowerment Methods Up at
Home
Boshagh The Family- Hospital | Four steps of Face-to- Booklets Not Mentioned Five No 45 minutes | The family-centered
et al Centered empowerment: |) face and sessions per session | empowerment model
(2022)" Empowerment identify the perceived education | pamphlets (two (FCEM) increases family
Model (FCEM) threat through sessions per roles in the dimensions
education and group week). of motivation,
discussion; 2) Promote psychology (knowledge,
self-efficacy through attitude, perceived
problem-solving, group threat), performance
problem-solving, and (self-efficacy), and self-
practical belief.
demonstration; 3)
Increase self-
confidence through
public participation; 4)
evaluation, which
involves formative on-
The-job evaluation and
final evaluation with
questionnaires and
checklists.
Farsani and The Family Hospital | Four steps of the Face-to- Educational | The nature of mucositis, | Eight No 20 minutes | Al-Hani Iranian’s Model
Moghaddasi | Empowerment empowerment face booklet and | factors related to sessions per session | to increase motivation,
(2023)'° Model program consider training clip, audio mucositis, nutrition self-confidence,
issues: |) threat program files. style, control infection, performance (self-
understanding, 2) and prevention efficacy), and
problem-solving, 3) complication of psychological outcomes
participation, and 4) mucositis. (knowledge, attitude,
evaluation. perceived threat).

(Continued)
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Table 4 (Continued).

Author Model Setting Step of Delivery Media Learning Content Frequency Follow- Duration Theory-Based
Empowerment Empowerment Methods Up at
Home
Shoghi et al | The Family- Hospital | Four steps of the Face-to- Booklet 1) the types of cancers Four No 2040 Underpin by Gibson’s
(2019)'* Centered empowerment face during childhood; 2) the | sessions in minutes Empowerment Model to
Empowerment program consist of 1) education common signs and four per session | increase family members’
Model (FCEM) perceived threat, 2) and symptoms of cancer; 3) consecutive role in the motivational,
skill and self-efficiency groups of diagnostic methods; weeks (one psychological (self-
acquisition, 3) gaining 3-6 and 4) treatment session per esteem, self-control, and
self-confidence through | parents’ programs according to week, self-efficacy), and self-
educational discussion the stage and the per day) problem characteristics
participation, and 4) condition of the child’s (like perceived
evaluation. illness. knowledge, attitude, and
perceived threat).
Lashghari Mother Hospital | Four steps of Face-to- Not Symptoms and how to Not No Not Social Cognitive Theory
et al empowerment empowerment: |) face mentioned reduce the frequency of | Mentioned Mentioned
(2021)* training understanding the education gastrointestinal
threats, 2) training complications following
troubleshooting, 3) chemotherapy.
educational
participation, and 4)
assessment
Krisnana Family-Centered | Hospital | The empowerment Face-to- Module Nutrition, preventing Two No 30 minutes | Guided by
et al Empowerment program is delivered face infection, and controlling | sessions in per session | Family-Centered Care
(2019)% Module (FACE) through education education bleeding. one week (FCC) model.
program using empowerment
modules to improve
the cognitive abilities of
mothers.
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Uysal et al,
(2021)%

Mobile-assisted
empowerment

program

Hospital

Three-step educational
modules developed for
the empowerment

program

Mobile

learning

Modules
and mobile
software

platform

Module I: radiotherapy
and symptom
management, care for
the caregiver, and
communication with the
healthcare team.
Module 2: caregiver
issues (eg, physical
problems (tiredness,
insomnia, and self-care)
and psychosocial
problems (anger, stress,
problem-solving, and
communication
problems).

Module 3: a question-

and-answer section.

Not

mentioned

Not

mentioned

Not

mentioned

Quality of life paradigm.

Arief and
Rachmawati
(2019)*°

Parent
Empowerment
Program (PEP)

Hospital

The steps
empowerment
program consists of
two steps: |) giving
information and 2)

family participation.

Face-to-
face
education

Not

mentioned

Not mentioned

Not

mentioned

Not

mentioned

Guided by the Calgary
family-centered care
(FCC) model, it aims to
promote family

engagement in child care.
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Characteristics of Studies
The search yielded a total of 642 articles. After removing duplicates from the collected articles, 518 remained.
Furthermore, 94 articles remained after exclusion based on the inclusion criteria. Following that, 15 articles were
obtained after checking the title and abstracts. The whole text of the articles was then thoroughly assessed, and seven
(7) were eventually included in this study (Figure 1). Articles were evaluated using the JBI Critical Appraisal Tool, with
good article standards reaching 60% based on criteria and topic relevancy.

Table 3 shows four studies from Iran, two from Indonesia, and one from Turkey. Participants in this study were

13.21.29 406 on parents (mothers

parents or caregivers of children with cancer. Three studies were conducted on mothers,
and fathers),'®'33° and one on the family or primary caregiver.?® The participants ranged in age from 20 to 50 years. The
number of participants ranged from 40 to 78, with the lowest number found in the study by Lashgari et al*' and the
highest in Shoghi’s study.'> Three studies were conducted on children with leukemia, and the remaining studies were
conducted on childhood cancer in general. Children range in age from one to fourteen years.

The impact of the empowerment intervention on parental and child outcomes was assessed in the included studies. Table 3
shows that the effect of parents includes (1) knowledge of caring performance, (2) attitude and behavior, (3) distress, (4)
depression, (5) coping style, (6) care burden, and (7) parental quality of life. The assessment of outcomes in children includes
(1) mucositis, (2) gastrointestinal complications, and (3) children’s quality of life. Parents’ outcomes were generally measured
twice in each study, before and after the intervention. The second measurement was performed at various time intervals,
including one week, the 21st day after the previous session, and thirty (30) days after the last session.'

The outcomes of children, including mucositis, gastrointestinal problems, and quality of life, were assessed at various
points. Mucositis was evaluated at three points: baseline, shortly following, and one month after the final intervention.'”
Gastrointestinal problems were assessed at the start of the intervention, two, four, and eight weeks afterward.?' Quality of

life was assessed at the beginning of the intervention and three months later.'

Characteristics of Empowerment-Based Intervention

Table 4 shows that the empowerment model implemented was the family empowerment model, mother empowerment
program, parent empowerment program, and mobile-assisted empowerment. All of the studies were conducted in
a hospital setting. Four studies used four steps of empowerment, including 1) threat understanding, 2) problem-

solving, 3) participation, and 4) evaluation.'®'*'>?! One study used three steps,”®

and two studies used two steps
(providing information and family participation).”*~*° The intervention period ranged from 1-8 weeks, with 2—8 sessions.
The length of each intervention session ranged from 20 to 45 minutes.

Empowerment programs are mostly delivered in the form of face-to-face education training, whereas besides face-to-
face training, one intervention is also equipped with groups of 3-6 parent discussions,'> while another intervention uses

10,13,1 . . : 1 29
0-13.15 educational clips and audio files,'® modules,*

online learning via a mobile application.”® Booklets and pamphlets,
and online modules,” are among the media utilized in empowerment interventions. The educational content provided in
the empowerment program includes cancer information, the signs and symptoms of cancer, diagnostic and treatment
programs,'> as well as nutrition, infection prevention, and bleeding prevention,”® mucositis,'® gastrointestinal

complications,?' radiotherapy side effects,” while two other studies did not mention specific material provided.

Theories-Model Used in Intervention
According to the findings of this study, empowerment programs were developed using theories or models from the

Family-centered care paradigm,'***>*° Gibson’s Empowerment model,'> Al-Hani Iranian’s Model,'® social cognitive

15,21

theory, and the quality of life paradigm.”®

Parents’s Outcomes

The primary outcomes of an empowerment-based intervention for parents are knowledge of caring performance,'’

28,29

caregivers or parent distress, care burden,'® coping styles,”® parents or family behavior,’® and quality of life.”®
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Knowledge of Caring Performance
Children rely on family care, and an active member’s role in child care is very beneficial in children’s treatment and
recovery process. Parents frequently lack knowledge about the underlying cause and method of treatment and care,
limiting their role in caring for their children. The Family-centered empowerment model (FCEM) intervention has
improved mothers’ caregiving knowledge and prevented chemotherapy complications in children."?

Boshagh’s (2022) study found that mothers’ knowledge of caring increased after the intervention.'> Mothers, as
primary caregivers for their children, can boost their self-esteem and confidence to change the situation and control the
disease by sharing their experiences and information. "’

Caregiver Distress and Stress Level

Cancer in children is challenging. Parents struggle to cope as they observe their children being unwell and in pain, with
numerous hospitalizations and emergency visits.*>** Parents are more likely to suffer discomfort and higher stress
levels.*** Caregivers who participated in the empowerment program through online-based empowerment experienced
less distress.”® Other studies that have been developed offer Family Centered Empowerment Module (FACE) interven-
tions to reduce mother distress among parents.”” The FACE module has been shown to reduce stress in parents of
leukemia children. Parental knowledge of dietary needs, infection control, and bleeding prevention can improve, giving
parents confidence in caring for their children.”

Parents or Family Behavior in Caring for Children

Families with cancer children frequently feel powerless when attempting to balance their child’s healthcare needs with
family life.'” This sense of helplessness can influence parents’ behavior when caring for children with cancer.*® Arief and
Rachmawati investigated the effect of empowerment interventions on family behavior in caring for children with
leukemia using a Parent Empowerment Program (PEP).*® The empowerment program is based on The Calgary Family
Model. According to the study’s findings, the parent empowerment program can help families improve their knowledge,
attitudes, and behavior when caring for children with cancer.

Reducing Care Burden

A study conducted by Shoghi shows that parent empowerment can reduce the care burden on parents who have children
with cancer.'®> The principles of the Family-Centered Empowerment Model (FCEM) are combined with an approach
from The Al-Hani Empowerment Model in that study that aimed at increasing caregiver competence in caring for cancer
patients receiving chemotherapy by increasing perceived threat, skill, self-efficacy, and self-confidence.'®> The results of
the inter-group comparison showed that the mean parental burden of care in the control group was significantly higher in
the post-test than in the pre-test. In contrast, the mean parental burden of care in the intervention group decreased
significantly in the post-test. Shoghi concluded that a statistically significant difference in the level of burden was
observed between the two groups (p<0.001)."°

Coping Style

According to Uysal’s study, cancer caregivers use coping strategies such as instrumental support, humor, emotional
venting, substance use, acceptance, suppression of competing activities, religion, denial, behavioral disengagement,
mental disengagement, restraint coping, and positive reframing. This study found no significant difference in coping
scores between the empowerment and control groups (p > 0.05).® However, the empowerment group’s planning sub-
dimensional score significantly differed in intragroup comparisons. On day 21, the empowerment group’s planning sub-
dimensional score was significantly higher than the baseline score. This study concluded that caregivers in the
empowerment group had higher coping scores in the planning dimension on day 21 (p=0.018).*®

Improve Caregiver’s Quality of Life

The empowerment-based intervention has increased cancer caregivers’ quality of life.”® Uysal’s empowerment program
is delivered through online learning via a mobile application that caregivers can access.”® The empowerment group had
higher general quality of life and sub-dimensional mean scores than the control group (pSO.OS).28 According to the study,
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a mobile-supported empowerment program reduced caregiver distress and improved quality of life during their loved
one’s radiotherapy treatment.

Children’s Outcomes
The primary outcomes of the empowerment-based intervention for children with cancer are symptom management (oral

10,21

mucositis and gastrointestinal complications) and quality of life.'”

Preventing Complications of Oral Mucosal Inflammation

The side effects of chemotherapy vary depending on the type and dose of drug administered to the children. Mucositis,
a side effect of chemotherapy, causes inflammation and soreness in the mouth or intestine. Mucositis has been reported to
affect 45-80% of children undergoing chemotherapy. According to Farsani and Moghaddasi, the Al-Hani Family
Empowerment Model can help parents discover the reality and increase awareness, abilities, skills, and critical thinking
in mucositis management.' The parent empowerment program could help avoid complicating the oral mucosa’s
inflammation in children undergoing chemotherapy.

Reduce Gastrointestinal Complication

According to a study by Lashgari et al, the empowerment program may improve mothers’ understanding of chemother-
apy and associated difficulties, reducing such complications in chemotherapy-treated children.' This study found that
after the empowerment program in the intervention group, the frequency of gastrointestinal problems decreased
significantly (p<0.05). There was no significant difference in the frequency of gastrointestinal problems before and
after the intervention in the control group (p>0.05). In contrast, the intervention group had significantly fewer gastro-
intestinal problems than the control group after the training program.

Improve Children’s Quality of Life (QoL)

Farsani and Moghaddasi in Iran have studied the effects of empowerment programs on children’s quality of life.'”
According to the study’s findings, the children’s quality of life differed significantly (p<<0.001) immediately and three
months after the intervention. Compared to the control group, the children in the intervention group had a significantly
higher quality of life (35.12+66.30, p<0.001). There was a significant difference in the mean difference of QoL score
between the intervention and control groups (4.6+7.6, p<0.001).

Discussion

In recent years, it has been stated that parent or caregiver support and empowerment interventions should be imple-
mented throughout the cancer process.”® Empowerment as a collaborative learning approach is one of the basic concepts
of family-centered care.”’ In the context of child health care, parents are targets of empowerment efforts because of the
integral role of parents in child care.'> Nurses not only care for children but also increase parents’ abilities through the
knowledge, skills, and confidence to meet the needs of children with cancer.?

In our study, we found that an empowerment program can be delivered to mothers, parents, or carers, but we found
that empowerment programs mostly targeted mothers as the primary caregivers for children. In most societies, mothers
are important in children’s health care.?'** Mothers are more often the primary caregivers for their children, while fathers
have other responsibilities.*’

Several studies show that strengthening mothers’ abilities is vital so that mothers can empower other family members,
such as fathers, siblings, and other caregivers.'> However, fathers’ involvement in caring for children with cancer should
be encouraged. A study by Shoghi in Iran found that fathers were not involved in empowerment programs because their
presence in the ward was limited to visiting hours, making their accessibility difficult.'’

An important finding from this systematic review is that the interventions provided varied in terms of the time and
duration of the intervention. The time intervention of the empowerment-based program varies between 1-8 weeks in 2—6
sessions, with the duration varying between 20—45 minutes. The empowerment program was found to be carried out
continuously over 1-8 weeks in this study rather than in a one-time shoot. According to Ashcraft et al, empowerment
programs cannot be implemented in a single session because empowerment focuses on increasing knowledge and

3730 s Journal of Multidisciplinary Healthcare 2023:16

Dove!


https://www.dovepress.com
https://www.dovepress.com

Dove Nurhidayah et al

acquiring skills that direct parents to increase self-confidence or self-efficacy, obedience, and control in symptom
management.12 Empowerment involves aspects of the partnership between parents and nurses. This creates a barrier to
implementing the empowerment program because it requires a high level of commitment from both parties, both parents
and nurses. Retention of participation by both parents and nurses is crucial to implementing an empowerment program.
Therefore, Chapman and Cattaneo emphasize the need to build power and meaningful goals to increase motivation to
achieve empowerment goals.>®

Other findings from this study show that most empowerment-based interventions are delivered through face-to-face
education, with only one study adopting web-assisted intervention as a delivery method. Discussions and question-and-
answer sessions follow individual and group face-to-face education. Most studies used booklets or modules as a learning
tool for parents. Only one study conducted by Uysal (2019) implemented empowerment-based technology using a mobile
platform that parents can download with a smartphone.”® There are several barriers to implementing empowerment
programs that use face-to-face learning; one is that they require more nurse time. This review shows that the average time
nurses spent providing education was 20-45 minutes per session. A different delivery method was found in Uysal’s
study, which used mobile-assisted empowerment.”® Uysal states that technological advances have provided new
opportunities for planning and presenting initiatives directed toward empowerment.”® In a systematic review that
examines computer-aided interventions in support of caregivers, it is stated that technology may benefit caregivers’
support.37 In Uysal’s study, the active participation of caregivers was encouraged with videos and question-answer
modules.”® Apart from that, using mobile-assisted empowerment can also save nurses time spent providing education.

Another notable finding is that the entire empowerment program in this study is mainly carried out in the hospital.
There were no empowerment interventions conducted in a home setting. This systematic review also found that each
empowerment-based program was not followed by follow-up at home. The side effects of chemotherapy do not only
occur in the hospital but can be prolonged and even worsen when the child is at home.*® As a result, empowerment
programs should be long-term, provided while the child is in the hospital, and followed up on when the child returns
home.>*** Continuity of care for children with cancer is critical to ensuring that children receive appropriate care,
including at home. It is hoped that parents’ ability to provide appropriate and long-term symptom care will reduce
symptom suffering and severity and improve the child’s quality of life, including when the child returns home. As
a result, empowerment interventions should be supplemented with a follow-up period after the child returns home from
the hospital. This is required to ensure childcare continuity from hospital to home. The empowerment program’s follow-
up period can be carried out not only through face-to-face meetings but also through the use of technology such as
telephone, messaging, mobile applications, wearable technologies, and social media, allowing nurses to save time while
maintaining nurse-parent contact even when nurses do not make home visits.*’

In this study, two outcomes were observed that were influenced by the empowerment-based intervention: parent and child
outcomes. This review concludes that empowerment programs significantly increase knowledge, attitudes, caring behavior,
and quality of life, as well as reduce care burden and distress among parents.'>'>**>° The relationship between empower-
ment-based interventions and these outcomes demonstrates that empowerment interventions can help strengthen parents’
involvement and capacities in caring for children with cancer. However, the findings of the Uysal study revealed that
caregivers’ coping skills did not change even though the mobile empowerment program included information about coping
with physical and psychosocial problems encountered by caregivers during the care process.”® One explanation for the finding
of no changes in caregiver coping skills could be that the research time was insufficient to gain skills. Furthermore, the findings
of this study revealed that empowerment programs benefit children by decreasing the frequency of chemotherapy side effects
such as mucositis and gastrointestinal problems and increasing children’s quality of life.!*2!

Parent empowerment is how parents gain more control over health-related decisions and actions for their children.
Parents are frequently the target of empowerment efforts due to their critical role in child care.'” Parents are less
confident in caring for their children.*> The study’s findings indicated that using the empowerment model to educate
parents can improve parents’ caregiving knowledge and prevent chemotherapy complications in children. Well-informed
parents can raise parental awareness, an essential aspect of parenting. It can increase their self-esteem and belief in their
ability to change the situation and control the disease.'** Empowering parents is a viable alternative to improving

parental knowledge and caring performance.'***
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Parents may endure substantial distress when their children are diagnosed with cancer. Uysal et al advocate for family-
centered intervention that assists parents in recognizing the physical, emotional, and social needs of caregivers and the patient
during cancer treatment.”® This review found that the Mobile Assisted Empowerment Program and the Family Centered
Empowerment Module (FACE) programs can reduce parent distress and improve quality of life during their children’s
treatment.”®** Empowerment can reduce parental stress by giving parents the confidence to care for their children.?**’

Empowerment-based interventions may help to alleviate the burden by improving physical and mental function and
increasing parents’ self-awareness.'> The majority of parents of cancer children experienced a care burden as a result of
caring for their chronically ill child. Negative sensations and physical or mental effects of caring are classified as
caregiver burdens.'” Living with cancer children is difficult, especially if the parents are unaware of the disease and lack
professional support.*> Implementing family-based empowerment programs can help parents recognize their limitations
and change their situation by providing information and support and promoting life skills."?

This study shows that empowerment-based intervention benefits reduce symptom-related chemotherapy in children. This
review found that empowerment interventions benefit children by reducing the side effects of mucositis and gastrointestinal

921 thus improving the quality of life in children with cancer.'® The findings of this study show that the aspect

complications,’
of symptom management as a result of empowerment intervention is still limited to mucositis and gastrointestinal complica-
tions. A systematic review by Harris et al found that side effects of chemotherapy in the oral and gastrointestinal areas were the
most common symptoms (69.6%) from primary studies identified, implying that these symptoms were most commonly
reported by cancer patients undergoing chemotherapy.® Therefore, the benefits of empowerment programs to reduce
symptoms in the gastrointestinal system are critical in reducing the suffering of children with cancer. However, more research
into developing empowerment programs to reduce chemotherapy side effects, such as pain or fatigue, should be encouraged.

Studies on empowerment-based intervention are based on theories and models such as The family-centered empow-
erment model (FCEM), Al-Hani Iranian’s Model, Gibson’s Empowerment Model, Social Cognitive Theory, Quality of
Life Theories, and the Calgary family-centered care model.'%!*!%-212839 Vogt theoretical models used to develop the
empowerment model emphasize knowledge, attitude, perceived threat, and self-efficacy. Indeed, Ashcraft’s research
indicates that other aspects of empowerment, such as engagement and decision-making, require further investigation in

a more comprehensive empowerment model.'?

Strength and Limitations

This systematic review has some limitations. This study in this review is mostly from Asia and Eurasia, including
Turkey, Iran, and Indonesia, so it is less able to provide diversity in respondents’ social and cultural characteristics. The
study in this review is not focused on one type of childhood cancer or one specific outcome, which is a limitation of this
review. Childhood cancers are screened in general, and no criteria for specific cancer diseases are covered in this review.
The included studies revealed a wide range of consequences of empowerment. As a result, homogeneity in the outcome
parameters cannot be attained, and further investigations, such as impact size calculation, cannot be done. Further study
should be conducted by equalizing the type of cancer in children and focusing on specific outcomes.

Despite its limitations, this study has several benefits that should be recognized. The study used a comprehensive
search strategy and systematic data extraction and quality assessment process. In addition, this review focuses on
pediatric oncology settings to identify the use of empowerment-based interventions for parents and cancer children
while another investigates empowerment in a broader context in the pediatric population in general or in chronic illness
children population. This study included empowerment programs with various theoretical underpinnings that are
appropriate for oncology settings. Thus, the findings of this study provide some strong indications of the impact of
empowerment-based intervention on parent and child outcomes in oncology settings.

Implication for Nursing

The study implies a fundamental basis for health professionals, particularly pediatric nurses, to develop empowerment-
based interventions for parents and children with cancer. Pediatric oncology nurses play an essential role in enhancing
parents’ ability to care for their cancer children. This systematic review is expected to guide empowerment-based studies
in pediatric oncology regarding the intervention used, the duration of the interventions, the key results, and the theories or
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models underpinning the intervention. This study also assesses the effectiveness, feasibility, and potential difficulties of
using empowerment-based pediatric oncology interventions. The empowerment program in this systematic review is
carried out in several sessions on an ongoing basis, which poses additional challenges, such as requiring high retention
and participation from parents and nurses, implying that nurse-parents must be highly motivated to implement empow-
erment interventions. Another barrier is that nurses spend more time in the hospital to provide each educational session in
empowerment interventions because most interventions are delivered through face-to-face learning, which reduces
nurses’ time allocation for providing other direct care. Therefore, it is necessary to develop further empowerment models
regarding the delivery process of the intervention to make it more effective and efficient. This research could pave the
way for more comprehensive empowerment-based interventions for parents of children with cancer.

Conclusion

Our study highlights that empowerment-based interventions positively impact parents and children. There are several
challenges to implementing empowerment interventions, including the need for high retention and participation from
parents and nurses, as well as the need for nurses to spend more time in the hospital to provide each session of
intervention. Therefore, it is necessary to develop further empowerment models regarding the delivery process of the
intervention to make it more effective and efficient. These findings suggest that an empowerment-based intervention
should be developed to provide better cancer care for a parent and their children.
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