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ABSTRACT

Caring for children with chronic diseases, such @scer, can impose lots of responsibilities on ptse The
present study aimed to investigate time and efémtiired for care activities among parents of cleéld with cancer
in pediatric educational treatment center, Tabrizgn. In this descriptive comparative study, pasemf 150
children with cancer who were under treatment imdipFic educational treatment center, Tabriz weedested

through convenience sampling. Care of My Child vitéincer questionnaire was used to measure the dinte
effort spent on taking care of children. The datravanalyzed using descriptive (frequency, perggtenean, and
standard deviation) and inferential (Friedman testatistics. The most difficult and time-consumiagks were
physical care activities and usual care for theciiild and other children for the mothers, but eioml factors,

information, communication needs, and maintainiagify performance while facing disease and treatni@nthe

fathers. The study findings emphasized the effechitdhood cancer on families. While taking carfepatients

physically, mothers can be provided with informatabout the disease, treatment, and child carestwaeduce a
part of their care burden. Besides, supportive riveations can be used to decrease the fathers’ ienatcare

burden.
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INTRODUCTION
Childhood cancer, as a life-threatening factocdasidered as a serious health concern [1]. Thisadie causes a

large number of disorders in children and impos®s responsibilities on parents [2]. Children reeedvgreat part
of their treatment at home, which imposes even nresponsibilities on parents, including controllidgug
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consumption and communication with the treatmeanimtg3]. Moreover, caring for such children changes

parents’ normal life process, resulting in shortd éong-term changes in family function. Duringatmaent, parents
have close contact with healthcare specialists5]4 Caregivers of patients with cancer may alsce fphysical,

social, and economic problems during treatment the@ marital life, occupation, health, and soditd may be

negatively affected by the burden of the diseakeTlfis reduces the quality of care and caregivifies eventually

influencing patient’s life quality [7]. Evidence $iandicated that having a child with cancer camlteéa emotional

instability, uncertainty, and tension among fanmitgmbers, particularly parents [8, 9]. Parents shoate for other
family members, including other children, as w&l0[ 11]. Thus, the process of moving from hospitak toward
home care for these patients imposes a great bumiéamilies [12]. This can be considered as theetand effort
required for supplying others’ needs and includesblems related to financial costs, familial redas, social

performance [13], caregiver’s distress, and ematiand behavioral problems [14, 15].

Nowadays that most medical cares are shifting tdev&ilome and outpatient care, parents and othegicars are
expected to accept more responsibilities regarairaglical care, related complications, and child'siditions.
Therefore, performing studies in this respect camalbasis for increasing families’ caring role ancer [3]. In
addition, timely identification of time and diffitties of caregivers’ care activities can play a onajole in
improving their health [16], because caring caneham impact on caregivers’ quality of life and thés a direct
relationship between mother’'s and child's life diyaJ17]. Hence, timely identification of these psaires among
caregivers is of great importance in improving life of children with cancer. According to a previresearch,
mothers reported high care burden and low life iguaimong their children with schizophrenia [18jufies have
also demonstrated that long-term care for indiisligffering from chronic diseases, such as Alzleejnand
psychological disorders had a great impact on deeg health [19]. Additionally, ill children’s ca demands have
impacts on their own and their family caregivengality of life [20].

By describing the present status of care activitieparents of children with cancer, the presentstcan help
nurses, instructors, educational planners, andngirmanagers have access to a proper model foidimgvcare

appropriated to families’ conditions and needs.tHis way, nursing care can be improved and suclergat

satisfaction and life quality can be enhanced, tvltian be of great importance in taking a step tda/arogress of
nursing profession. Having holistic care approaththis regard, emotional care behaviors should daed in

addition to physical care. Since no studies hawn lm®nducted on care activities of parents of childvith cancer
in Iran, this study aims to determine the time effdrt required for care activities of parents watich children in
pediatric educational treatment center, Tabriz).Ira

MATERIALS AND METHODS

Based on a pilot study on 30 families, a 135-subjemple size was determined for this descriptvagarative
study. Thus, the study was conducted on 150 pamsitts 8-16-year-old children suffering from cancéihe
samples were selected through convenience samptimg the individuals referring to clinic and hemlatygy
department of the pediatric hospital affiliatedTabriz University of Medical Sciences from May tepbember
2013. The inclusion criteria of the study were passof at least 3 months from definite diagnosishefdisease,
lack of mental disorders in parents, parents livivith children, at least one discharge since diseli@gnosis, and
being willing to participate in the research. Atsfi permission for performing the study was gaifiean the
Research Vice-chancellor of Tabriz University of dital Sciences and dean of the pediatric hospitislo, the
study was approved by the Ethics Committee of Tabmiversity of Medical Sciences. Before completihg
guestionnaires, the study objectives and procedwe® explained to the parents and their writteiorimed
consents were obtained. After that, the study dumsdires were separately completed by the parémtsigh
interview in the hospital.

The study data were collected using a questionnedrgaining two sections. The first section wasoaic
demographic form, including parents’ age, educaliéwel, and occupation, child’s age and sex, apeé ©f cancer.
The second part was Care of My Child with Cancesstjonnaire developed by D Keegan-Wells for meaguri
parents’ care activities. This questionnaire ineki@8 items assessing time and effort for careoresspilities. At
first, the validity of the translated version ofgtlyuestionnaire was determined through conteridlitsaimethod by
13 nursing and oncology professors. In so doing,ghestionnaire was given to the experts to evaliistcontent
validity. The modified version of the questionnameasured time and effort required for care respiities in 1
week through 25 items. The three omitted items welated to care with ports and catheters that weaslone in
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the study hospital in the study period. Each itdrithis questionnaire was responded through a 5tpdkert scale.
In the time section, the scores ranged from 1 (nem®& (more than 5 hours a week). In the effodtisae also, the
scores ranged from 1 (none) to 5 (too much effort).

The first 13 items of the questionnaire were relate meeting emotional needs, information, meeting
communication needs, and maintaining family perfamge while facing disease and treatment. The neatdnTs
dealt with responsibilities related to physicalecamce disease diagnosis. Besides, 2 items wieatdd to caring
for children, including the ill child and his/herdbhers and sisters. Finally, 3 items involved dantuscular and
intravenous injections and going to hospital featment.

After getting the opinions, the writing modificati® were applied. The reliability of the questiomeaiwas
confirmed by Cronbach’s alpha of 0.8 for the whedale and 0.7 for different dimensions. After #ie data were
entered into the SPSS statistical software, vers®mand were analyzed using descriptive (frequepeygentage,
mean, and standard deviation) and inferential ¢fenien test) statistics.

RESULTS

According to the results, the mean age of mothedsfathers was 35.29+5.99 and 40.68+6.50 yearpecésely.
Besides, most of the parents did not have acadeduication and were self-employed. The mean ageecfhildren
was 10.21+2.38 years and most of them were malge df cancer was classified into leukemia (61.3ythphoma
(10.6%), and other (28.1%) categories.

Based on Friedman test, parents’ care activitie® yweoritized according to difficulty and time-cgsumption. The
results indicated that the most difficult and ticesuming tasks were physical care activities andhlucare for the
ill child and other children for the mothers, butational factors, information, communication needsd

maintaining family performance while facing disease treatment for the fathers (Table 1).

Table 1. Prioritization of care activities based ordifficulty and time-consumption according to the @rents’ viewpoints (results of
Friedman test)

Time (time-consumption)
Prioritization Mean rank Prioritization Mean rank
Care dimension 3.31 Care dimension 3.14
Mother | Physical dimension 2.71 | Father|  Emotional dimension 2.96)
Emotional dimension 2.41 Physical dimension 2.35
Transportation dimensiol 1.58 Transportation dintens 1.56
Effort (difficulty)
Prioritization Mean rank Prioritization Mean rank
Care dimension 3.21 Care dimension 3.07
Mother | Physical dimension 2.74 | Father| Emotional dimension 2.94
Emotional dimension 2.48 Physical dimension 2.42
Transportation dimensiol 1.57 Transportation dinmens 1.57
DISCUSSION

Cancer has a serious impact on patients as wéfleiisfamilies and friends. Such patients requiregtterm home
care, which leads to a change in normal life precé&gost mothers also have to change their lifestide to
hospitalization of their children with cancer aratiog for them at home. In the absence of motliatisers continue
working and take care of the family and other hsatthildren. In comparison to mothers, fathers vaore normal
life, but are affected by the disease, as well.[21]

The findings of the present study indicated thatepts’ caregiving burden was far beyond the avetagel. This

was in line with the results of other studies, eagpting that caregivers of patients with canceeraike a great
caregiving burden that mostly results from theireceesponsibilities [22]. These caregivers havepend a lot of
time and energy to care for children with cancé&j.[2

In the current study, the most difficult and tim@asuming tasks were physical care related to theadie and usual
care for the ill child as well as other childrem the mothers, but emotional factors, informatioagnmunication
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needs, and maintaining family performance whileifgcdisease and treatment for the fathers.In mbsties,
mothers were introduced as children’s caregivers fathers’ role was neglected. In these studies,ntiost time-
consuming activities for caregivers (mostly mothexgre emotional support, transportation to treatnenters,
and monitoring the symptoms. Also, the most diffictasks were emotional support, behavior managgmen
monitoring the symptoms, and doing household chf&4k In the study entitled “Care of My Child withancer”
performed by D Keegan-Wells in 2002, the higheasttiand effort were related to the statements admatiional
support, pain relief, supplying child’s tranquilitand welfare facilities [3]. Similarly, Jerita Tégl conducted a
study on caregivers of children with Acute Lymphiacy eukemia (ALL) in 2008 and revealed that pasespent
great time and energy on care [25].

In the present study, managing the house and prgyvidersonal care for children with cancer createahy
difficulties for the mothers. For fathers, on théhey hand, working out of the house and caringtfe child
simultaneously and providing one’s wife with ematib support were among the difficult and time-conisg
tasks.This difference might be attributed to cuatudifferences. In the previous studies, caregivbogden was not
investigated separately among fathers and motkersinstance, ErlaColborn conducted a study on&énis with
below-18-year-old children suffering from cancetvieen 1999 and 2001. The results of that study sHotlat
children’s cancer had long-term effects on familéesl that emotional support was the most diffieuit time-
consuming task for mothers and fathers [26]. OVeitatan be concluded that family caregivers ofigras with
cancer may be encountered with various physicaiacand economic problems through the treatmeotqgss.
Therefore, being aware of parents’ role in takiagecof children with cancer is important for hee#tte specialists,
because caring for children can be considerablctgtl by caregivers, increase of time and difficolt care can
have negative effects on parents’ life, and reductif caregivers’ life quality can have an impagctquality of care
and patients’ quality of life [27]. Further studiage recommended to assess the effect of demogragtiables on
this issue, such families’ demands, and the redalipp between parents’ caregiving activities affel djuality of
caregivers and children. Furthermore, supportiterirentions are necessary for elimination or reidnabf time and
difficulty of care activities among parents.

CONCLUSION

Based on the data collected from this study, empbdsthat the effect of childhood cancer on farsiligvhile

taking care of patients physically, mothers camplmided with information about the disease, treattnand child
care so as to reduce a part of their care burdesidBs, supportive interventions can be used tredse the fathers
emotional care burden.

Clinical application of the research findings

The results of the present study can be the bédigther researches for providing patients witfeefive care or
family-centered care. Using these results, a propmtel can be proposed for provision of nursing @ppropriated
to families’ expectations and needs. In our sttildy,parents experienced high caregiving burdemfaeasing their
children’s quality of life. Hence, nurses are regdito be accessible to patients to respond to tieeids. They also
have to pay due attention to training the parents.
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