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SUMMARY

The ilness of a child is emotions stress on both families and child. Quality of nursing care from the parents’ perspective plays
an important role in the development and improvement of health services performance and image. Parent or patient satisfaction
is significant indicator that evaluates the care quality provided by healthcare services. There are analyzed study by finding out
parent’s perceptions and expectations about needs of infants with congenital heart disease during hospitalization in pediatric
cardiac surgery department for improve quality of pediatric nursing. Because parents are the main stakeholders and observers
of the nursing care; they are valuable source of information perceptions delivery of nursing care. These perspectives of theirs can
be used to shape effective solutions and target practice improvements in the care-delivery experience.
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ntroduction. Hospitalization is a stressful event

for parents, which can also impact children nega-
tively by threatening children’s sense of wellbeing, se-
curity, independence, and self-control (Hockenberry &
Wilson, 2011). The nurse is usually constantly beside the
patients, communicating directly with their parents and
therefore always take into account their mental character-
istics, feelings, experiences, judgments and their psycho-
somatic state. Patients and families are viewed as valu-
able source of information to explain the impact of their
children illness on their lives and the quality of the care
they received by the family. Perspectives of theirs can
be used to shape effective solutions and target practice
improvements in the care-delivery experience (Vincent
&Davis, 2012). The illness of a child can have a traumatic
effect on both families and child. Quality of nursing care
from the parents’ perspective plays an important role in
the development and improvement of health services per-
formance and image. Parent or patient satisfaction is sig-
nificant indicator that evaluates the care quality provided
by healthcare services (Tsironietal, 2011).

Main part

Congenital heart disease (here in after Ch D), a major
cause of serious morbidity and mortality, is common. It
is usually defined as clinically significant structural heart
disease present at birth (Moons et al 2004, Karsdorp et al
2007). The incidence of congenital heart disease is similar
in all countries (Nicolos 2007). Ch D are the 1 birth de-
fect in UK affecting 8/1000 live births (office for national
Statistics 2013).

The reality is that a diagnosis of ChD can happen to
anyone (BhF 2008b) and can profoundly change the fam-
ily’s response to the child (Uzark et al 2008). One fami-
lies can become overly protective of the infant and others
distant, which may warrant further investigation. Chroni-
cally ill children negatively affect both mothers and fa-
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thers (Knafl&Zoeller 2000). A child’s physical or mental
disability can mean that families have to meet lifelong care
needs and witness their child experiencing periods of suf-
fering (Mussatto&Tweddell 2005). Some families have to
manage regular outpatient appointments (Smith.,2011).

Researcher (Zani, Golias, Martins, Parada, Marcon &
Tonete, 2013) conducted a systematic review to study the
feelings of parents whose children had serious health prob-
lems.The main feelings experienced by the family were:
guilt, pity, fear, anger, helplessness, disappointment, in-
comprehension, and mourning due to the loss of its ideal-
ized child. Specialists came to the conclusion that parents
have contradictions because of the contraposition between
the idealized child and the actual(Silva, et all.,2014, 162-
70). Here, health professionals are interlocutors in this
process of conflicts experienced to help solve the internal
conflict of parents (Zani,Golias,Martins,Parada,Marcon&
Tonete. 2013, 269-278).

Another study highlighted family stress as a result of
medical diagnoses, with regard to therapeutic decisions and
in response to the care required by children with congeni-
tal heart disease in terms of facing the resulting limitations
in their everyday life(Lan, Mu & Hsieh 2014,162-170).
These studies are of great value to nursing professionals,
because they demonstrate the importance of nursing care
in relation to emotional support and health education in
order to assist the family to adapt to the health-illness tran-
sition process of the child (Robertson-Malt, Chapman&
Smith. 2007; 13:132-8).

Diagnosis can also represent a huge dilemma for the
family, causing conflict between individuals and feelings
of guilt particularly during the decision-making process
(termination, reconstructive surgery or palliation).The im-
pact on the family is proportional to the severity of the
defect an inherent Ch D. Disadvantage associated with
surgical correction is that some infants can experience
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complications of surgery years later, which can prove to
be a significant burden for child and family. This is a
time of great stress for parents. Pre-operative effects on
the family on diagnosis of ChD, parents can experience a
mixture of shock, disbelief, fear, blame, anger and sadness
(Pye&Ggreen, 2003). Care following diagnosis can be life
changing, instability and possibly chest re-exploration.

During the post-operative period, complications for
the family infection may be acquired in hospital, includ-
ing ventilation-associated pneumonia and blood infection
associated with invasive line placement. Most families
report an overwhelming feeling of helplessness, they need
to be reminded that they provide vital emotional support
to their child (Papastavrou, Efstathiou, Tsangari, Suhonen,
Leino[IKilpi&Patiraki, 2012). To meet care needs, profes-
sionals must recognize the continuing effects the defect
may have on the family and the variables that influence
these from diagnosis onwards, including ethnic origin, so-
cial class, religion and access to a specialist centre.

Nurses have a central role in the care of sick infants;
they can alleviate parental stress by establishing caring re-
lationships (Papastavrou, Efstathiou, Tsangari, Suhonen,
Leinol Kilpi&Patiraki, et al. 2012). Sharing knowledge
and information, paying attention to supporting parents
psychologically and physically, involving parents in de-
cision-making (Bragadottir&Reed, 2002). Poor relation-
ships with nursing staff can be a source of stress when
there are discrepancies between expectations and percep-
tions amongst nurses and parents (Latour, van Goudoever,
Duivenvoorden, van Dam, Dullaart&Albers, et al., 2009).

Parents’, physicians’, and nurses’ perceptions of suf-
fering overlap but also show important differences. Differ-
ences found seem to be rooted in the relation to and kind
of responsibility (parental/professional) for the child (Jas-
mine. T., 2009). The child’s illness, suffering, and hospital
admission cause suffering in parents. The aim of treatment
and interventions in medicine is to cure or stop a decline in
health status while, at the same time, preventing or reliev-
ing suffering (The goals of medicine: setting new priorities
(1996) Hastings Cent Rep). Sometimes medical treatment
is considered as only augmenting suffering and, in that
sense, causes burden without benefit. In these cases, treat-
ment may not be initiated or may be withdrawn in order
to all eviate or prevent suffering. As well as medical stuff,
parents are observers and participants in the treatment pro-
cess of them children.

Systematic Review Golfenshtein N. et all. of the liter-
ature yielded 66 observational studies investigating sourc-
es of parenting stress in parents of young children with
congenital heart defects, cancer, and Autism Spectrum
Disorder. The stress parenting responsibilities place on
parents increases in situations involving pediatric illness,
and there for can potentially interfere with the normal fam-
ily life. Stressors were categorized, and then analyzed in
light of the diagnostic characteristics of the populations
in focus. Findings indicate that parents across all illness
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groups experience increased levels of parenting stress.
The parents’ perception of the quality of nursing care was
also studied. Quality of nursing care from the parents’ per-
spective plays an important role in the development and
improvement of health services performance and image.
Parent or patient satisfaction is significant indicator that
evaluates the care quality provided by healthcare services
(Tsironietal, 2011).

Several studies has been conducted on parents and
nurses perception of family centered care (Okunola.l.,
et all, 2017, Page 67-76) This study by Okunol and co-
authors analyzed several studies and made general con-
clusions. Study have shown there is no significant rela-
tionship between nurses’ characteristics (age and years
of peadiatric experience) and their perception of Family
centered nursing behaviours. These findings provide con-
crete information as regards the Family Centered Nursing
Care behaviors, the parents of hospitalized children would
like to experience and caring behaviors nurses perceived
as important for family centered care, they should include
in their daily practice.

The second outcomes for this study revealed there is
statistical differences in the perception of Family Centered
Nursing Care behavior by age and level of education but
length of hospital stay did not influence it. This finding
could be because most parents had a previous experience
in the hospital with other siblings of the sick child. Kam
etal (2008) reported that age and length of stay did not
explain the differences between the responses of parents
of hospitalized children with sickle cell disease who per-
ceived their child’s care as of lower quality than parents of
children with cancer. This differs from the study of Com-
modari(2010) who reported that length of hospital stay and
age influenced the respondents perception of stress and
level of anxiety.

During hospitalisation, parents have indicated that
they are treated as an outsider; a feeling that can heighten
their sense of helplessness and powerlessness. Having a
sick infant, in particular an infant who requires surgery or
a medical intervention, can be disruptive and stressful for
parents (Heermann, Wilson & Wilhelm 2005). An under-
standing of parental needs is essential to the development
of effective nurse-parent relationships and to help mini-
mise parental stress (Lam, Spence, & Halliday. 2007).

The most stress caused parents identified insufficient
information regarding tests and treatment and uncertainty
as to whether nurses would call them about changes in
their baby’s condition. Helping nurses to understand the
parent perceptions of pediatric intensive care hospitaliza-
tion may assist nurses with addressing the need to human-
ize the experience.

Other qualitative study describes parents’ perceptions
of nurses’ caregiving behaviors in a Pediatric Intensive
Care Unit (PICU) in the Midwestern United States. Parents
reported nurses engaged in nurturing and vigilant behavior,
namely showing affection, caring, watching, and protect-

59



KA3AXCKWI MEAULIMHCKWI |
'YHUBEPCUTET HEMPEPLIBHOTO
OBPA30OBAHUA

BectHuk ATNYB Ne2, 2018

ing. Parents’ reports suggest that the best nursing behaviors
are those that facilitate and complement critical aspects of
the parental role, thus reinforcing family integrity during a
time of turmoil and uncertainty. Incorporating this knowl-
edge into practice contributes to nurses’ understanding of
PICU hospitalization as a family event, and also helps to
inform interventions to improve family-centered care in
the PICU (Patricia, Tomlinson, Kirschbaum&Harbaugh,
2014) Satisfied health care consumers are known to show
better rates of compliance with treatment regimens and be
more willing to seek health care services (Greeneich et al.,
1992; McMillan, 1987; Naylor, Munro, &Brooten, 1991).
The findings of this research study support the need for
nurses to explicitly ask consumers (patients and families)
whether or not their expectations of nursing care are being
met. For unless nurses ensure that the care they provide is
consistent with what consumers want, nurses risk basing
nursing interventions on assumptions and erroneous per-
ceptions and consumers are unlikely to be satisfied. (Brit-
ish Columbia’s Children’s Hospital, Vancouver.).

Parents of sick infants who require neonatal surgery or
who have a cardiac condition which may require surgery
often face a very stressful and difficult time (Robertson-
Malt, Chapman& Smith2007). Finding out how parents
view their child’s hospital experience should be of great
importance to hospitals caring for children in the current
health care environment. Internal motivation, external
regulation, and competitive pressure all compel hospi-
tals and health care organizations caring for children to
focus on improving the quality of care they provide (Lan
& Hsieh.2007). Because parental satisfaction is an impor-
tant outcome of pediatric care, hospitals can try to iden-
tify and respond to the concerns of parents as one strat-
egy in an overall program of quality improvement(Omari,
AbuAlRub,&Ayasreh. 2013). These issues are also actual
for Kazakhstanwhere no research has been conducted in
this area. Also the decision of such questions as quality of
treatment or satisfaction from the received treatment often
depends by the expectations and perceptions of patients
and their families, not only successful of the treatment pro-
cess . Currently the role of nursing stuff in this matter is
increasing because the responsibility is already spreading
not only for saving the baby life but also for keeping a
comfortable emotional environment in the family.

Conclusions: In conclusion finding out parent’s per-
ceptions about needs of infants with congenital heart
disease during hospitalization in pediatric cardiac surgery
department is nessery for improve quality of pediatric
nursing. Because parents are the main stakeholders and
observers of the nursing care. Parents’ reports about their
children’s care can also efficiently provide information
about processes of care compared with resource-intensive
methods such as medical record review or videotaping The
criteria for the quality of nursing care cannot be improved
without their opinion. As a result, we hope that carrying
out of similar researches in Kazakhstanthis, being one of
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the pilot projects in Kazakhstan, will help to identify the
problematic issues of the nurse-the patient’s family and the
ways of their solution for improovment delivery nursing
care.
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TYWAIHAI

BanaHblH aypybl Tek 6anaja faHa emec, COHbIMeH KaTap OyKin oTbacbiHAa Aa SMOLMOHaNAbI WneneHicTi Tyabipagbl. ATa-
aHaCbIHbIH TYPFbICbIHaH MeNipbuKe KyTiMiHiH canacbl MeAULIMHASBIK KbI3METTiIH TUIMAINITi MEH MMUAXIH faMbITy MeH XeTingipyae
MaHbI3abl pen aTtkapagbl. ATa-aHanapAblH Hemece nauMeHTTepAiH KaHaraTTaHyLWbUIbIKTapbl MeAuUMHanbIK Kbl3MeTTepaiH
canacblH 6aFanaiiTblH MaHbI3Abl KepceTkill 6onbin Tabbinagbl. Makanaja ata-aHanapablH Menipbukenik KamKoprbiK
TY>KblpbIMAamacbiH Kabblnpay »aHe Tya GiTKeH »KypeKk akaynapbl 6ap HapecTenepAiH KaxeTTinikrepiHe KaTblCTbl YMITTEPIH
TYCIHAIPY apKbUibl OTKi3iNreH 3epTreynep TandaHfbl. 3epTreynep 6Gananap Kapauoxupyprusa OeniMileciHae aypyxaHara
XKaTKbI3y KesiHae Xyprisingi. 3epTrey HaTuKenepi neanatTpuanblk MenipbuKeHiH canacbiH XakcapTyFa GafbiTTanFaH. ATa-
aHanap Menipbukenik KyTiMHIH Heriri Mmyageni Tynfanap »oHe GakblnaywbiCbl OOFAHABIKTAH, onap Meripbukenik KyTimai
Kabbingay Typasnbl MaHbi3[bl aknapaT Ke3i 6onbin Tabbinagbl. Ocbl 3epTTeyNepAiH HITVXKECH TMIMAT Wewwimaepai KanbintacTbipy
XKOHe Menipbukenik TaKipubeHiH TMIMAINIriH apTTbipy *KoHe emiey MOAEHMeTi yLWiH naiiganaHbinybl MyMKiH. Bana KyTimi
Typanbl cepiktectepgiH 6epreH ecentepi MefuMUMHa »a3banapblH Hemece GeliHeMaTepuangapbiH Kapay CUAKTbl pecypcrapFa
HerisfenreH aficTepMeH canbiCTbipFaHaa, MeipbrKenik KyTiM npolectepiHe KaTbiCTbl aknapaTtTbl TMiMAI Typae 6epe anafbl.
Makanaga keTepinreH macenenep KasakcTaH yLUiH eTe ©3eKTi, eiTKeHi 6yn canafja elukaHgan 3epTreynep XyprisinmereH. Kasipri
yaKbITTa oCbl Macene 6olibiHLLIa MeiOUKenepiH pesi apTbin Kenemi, OTKeHi MefULUMHanbIK KbiI3MeTTepiH canacbl Tek 6anaHblH
OMipiH cakTan KaHa KoiMaii, COHbIMEH KaTap OTOacbIHAA »Kaiiibl SMOLMOHaNAbI XaFaaiabl cakTayFa OaFbITTanfFaH.

KinT ce3pep: meliipbukenik KyTim, 6anaHbl Kabbinaay

AHHOTALUA

BonesHb pebeHKka Bbi3blBaeT SMOLIMOHANbHOE HaMps)KeHUe He TONbKO y pebeHKa, HO M Yy Bceil cembu. KauecTBo
CECTPUHCKOrO yxofia C TOYUKM 3PeHVA POoAUTenel UrpaeT BakHYI POJSib B PasBUTUM U YNyYLEHUN Pe3ynbTaTUBHOCTU 1
UMAXKa MeAMLMHCKMX YCnyr. YOOBNeTBOPeHWe popauTenell WM NauneHTOB ABMAETCA BaXKHbIM oKasaTenem, KOTOpbIN
OLeHMBaeT KayeCTBO OKasblBaeMblX MeAVLMHCKMX yCnyr. B cTaTbe Hamu npoaHanM3vpoBaHbl NCCefoBaHNA, NPOBefeHHble
MyTeM BbIACHEHVA BOCTIPUATVA POANTENAMM KOHLEMNUMN CECTPUHCKOTO YXOAa U UX OXMAAHMI OTHOCKUTENbHO MoTpebHocTel
MIaAeHLIeB C BPOXKAEHHbIMY MOPOKaMu cepaua. ViccnenoBaHmna NpoBOAUANCH BO BPeMA rocnuTann3auny B OTAeNeHNN JeTCKON
Kapauoxupyprum. PesynbTaTbl McCnefoBaHWIn ObiNU HampaBeHbl ANA yNyUlWeHUa KayecTBa NneauaTpryeckoro CeCTpMHCKOro
fena. MockonbKy poanTeny ABAATCA OCHOBHbBIMY 3aVIHTEPECOBAHHBIMI CTOPOHAMU 1 HabloAATENAMU CECTPUHCKOTO YX0A3, TO,
COOTBETCTBEHHO, OHU ABNAOTCA LIEHHbIM CTOYHUKOM MHGOPMaLM O BOCMPUATUN MOSTyUYEeHMA CECTPUHCKOrO yxoaa. PesynbTathl
[aHHbIX UCCNeA0BaHNIA MOTYT ObITb MCMONb30BaHbl A1 GOPMUPOBaHUA 3OGEKTVBHBIX PELLEHNIA U NMOBbILLEHNA SPGEKTUBHOCTY
CECTPVHCKON MPaKTUKM 1 KyNlbTypbl OKasaHua nomotn. OTyeTbl NapTHepoOB 06 yxofe 3a AeTbMU MOTYT Takke 3¢bdeKTBHO
npepocTaBnATb MHGOPMaLMIO O MpoLeccax CeCTPUHCKOrO yxofa Mo CPaBHEHMIO C PeCypCOeMKUMMU MeTOAaMK, TakuMK Kak
0630p MeANLMHCKON 3anncy Uy BUgeoCcbemMka. PackpbiBaemble B CTaTbe BOMPOCHI TaKkkKe aKTyasbHbl AnA KasaxcTaHa, rae B
3TON 06MacTn He MPOBOAWIOCH HUKAKMX MCCNefoBaHWA. B HacTosAwwee BpemsA posb Mefcectep B 3TOM BOMPOCE BO3pacTaeT,
MOTOMY UYTO KaueCTBO MeANLMHCKUX YCIYT yXKe OPUEHTUPYETCA He TOMbKO Ha CnaceHue AeTCKOW »K13HW, HO 1 Ha noaaepaHuve
KOMQOPTHOI SMOLMOHaNbHON Cpefbl B CEMbE.

KnioueBble cnoBa: ceCTPUHCKNI YXOA, BOCNPUATUA pebeHKa
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