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Pestome. PaxpgaHeTo Ha AeTe ¢ BpogeHa cbpaeyHa mandgopmaymns (BCM) npomeHs ususno cemeiiHata cutyauus. BCM e
XPOHUYHO CHCTOSIHNE, KOETO OT PaXAaHEeTo Npe3 LeNnst XXMBOT € CBbP3aHO CbC CNeLM@UYHM NCUXONOornyHK ocobe-
HOCTW 1 NOCTaBS MHOTO Npeau3BuKaTencTBa. B 1031 0630p ca npefcTaBeHn OCHOBHUTE 0COOEHOCTU Ha XNU3HEHNS
UMKBI Ha cemencTBo ¢ aete ¢ BCM. ETannTe Ha ceMenHns Xu3HeH LnKbA ca 6: He3aBuUCUM X1BOT, bpayHa ABONKa;
CEMEeNCTBO ¢ Aella A0 YYMnuLHa Bb3pacT; C [ela OT yYnnuLLHa Bb3pacT A0 3psnocT; eTan Ha ,Npa3Ho rHe3no”;
KbCeH cTapuit. Bceku ce xapakTepuaupa ¢ pasnuyHu NCUMXOMOTMYHN 0cobeHocTU. TpeTuaT eTan, unu nosisata Ha
pete ¢ BCM, ce u3sBsiBa C BUCOKO HUBO Ha CTPEC U TPEBOXHOCT, 0(hOPMSIHE M NMPOMSIHA HA POAMTENCKUTE CTUNO-
BE, OTHOLLEHWS C nekapyu. Bofew 3a 4eTBbPTUS €Tan ca NOCTUXEHUsTa B yYUNMLLE, YECTUTE XOCMUTanM3aLmuu,
couuanHata usonauus. MeTusT etan noHsikora He HacTbnea. LecTnsT e cBbp3aH CbC 30paBOCNOBHU Npobnemu.
MbpBUAT €Tan Ha He3aBMCUMOCT CbLLO € MHOro NpobremMeH W YecTo Nunceall. BbB BTOpUS eTan BojelLm ca Ha-
CNeSCTBEHOCT, NpodecuoHanHa peanuaaums, OTHoweHns ¢ naptHbopa. CemencteoTo ¢ BCM cneasa obuvaittnte
eTanm Ha XM3HEH LWKBIT, HO MCUXONMOrMYHUTE 0CODEHOCTU Ca CBBbP3aHM C HANMMYMETO Ha XPOHWYHO 3abonsiBaHe.
MpeanounTaHuTe POAMTENCKM CTUIOBE, HUBATA Ha TPEBOXHOCT M CAMOOLIEHKA Ce pa3nuyaBaT OT Te3au, NoMn3BaHu
B cemelicTaTta 6e3 gete ¢ BCM. Heobxogumo e ga ce pa3paboTar TPEHWHMM 3a poauTenu ¢ Len nognomaraHe Ha
afjanTtauusTa 1 uHTerpupaHe Ha 6onectTa B XuBoTa Ha CEMECTBOTO.

Kniouosu aymu: BpOZieHa CbpAeYHa MandopMaLVs, XIU3HEH LUK, CEMENCTBO, NCUXONOrYeckit 0COBEHOCTH.
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Abstract. The birth of a child with congenital heart disease (CHD) completely changes the family situation. CHD is a chronic condition
that from birth to life is associated with psychological characteristics and poses many challenges. This review presents the
main features of the life cycle of a family with a child with CHD. The stages of a family life cycle are 6: independent living;
married couple; family with children up to school age; with children from school age to adulthood; stage of “empty nest”;
late stage. Each is characterized by different psychological features. The third stage or the appearance of a child with
CHD is manifested by a high level of stress and anxiety, the formation and change of parenting styles, relationships with
doctors. School achievements, frequent hospitalizations, and social isolation are leading in the fourth stage. The fifth stage
sometimes does not occur. Sixth is related to health problems. The first stage of independence is also very problematic
and often missing. The leading factors in the second stage are heredity, professional realization, and relationships with
the partner. The family with CHD follows the usual stages of the life cycle, but the psychological features are related to
the presence of chronic disease. Preferred parenting styles, levels of anxiety, and self-esteem differ from those, used in
families without a child with CHD. It is necessary to develop training for parents to support the adaptation and integration
of the disease in the life of the family.
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BbBEOQEHME

WHTenekTyanHute, emMoumoHanHu u MNcUxocoum-
anHu XxapakTepuCTUKM Ha Aeuarta u MnagexuTte ¢ Bpo-
OeHn cbpaedHn mandopmauun (BCM) ca oGekT Ha
MHOXECTBO npoy4dBaHusa [1-7]. Pogutenute, TaxHaTta
TPEBOXHOCT, POAUTENCKUTE PONMU U CTUIOBE, CTpeca
N €MOLMOHAITHOTO MM CbCTOSIHME CbLUO ca OBeKT Ha
MHOXeCTBO m3crnenBaHus [8-27]. o Bpeme Ha Tbpce-
HETO Ha MaTepuanu 3a HacToswms 0630p He OTKpUXMeE
nyonykauum, KOUTO NPSKO KacasiT >XU3HEHUS LIMKBI Ha
CEMENCTBOTO U CneumdukMTe, MPon3TMYaLLyn oT Hamnu-
yneto Ha aete ¢ BCM.

BCM ce nosesaea npu 8-10 Ha 1000 >xnBopoaeHu
Jeua 1 BKMYBAT LWIMPOKa rama OT CbCTOSHUS C pas-
NYHAa CNOXHOCT, eBONIOLMSA U NporHo3a. lonama yact
OT geuata npemMuHaBar npes eaHa UM HSKOSKO ore-
paumm M/vnm MHTEPBEHTHWU Npouedypw, HSAKOU OT TAX
— XuBoTtocnacsisawu. B cbBpemeHHaTa gercka kapau-
ororus CTpemMexbT B nedveHneto Ha BCM e kopekuu-
ute (onepaumn N MHTEPBEHTHW Npouedypu) Aa ce us-
BbpLUBAT PaHO B XMBOTa Ha AETETO C LieNn He camo Aa
Ce CMacu XXMBOTBT My, HO 1 [ia ce u3berHat Bb3MOXHM
YCINOXHEHWs!, Aa Ce Hamanu pucka OT Cb3gaBaHe Ha
TpaiHa TpaBma W ga ce nogobpu ka4yecTBOTO My Ha
*unBoT. PaxxgaHeTto Ha gete ¢ BCM e orpomeH cTpec
[15, 16]. ToBa € XPOHWMYHO CLCTOSAHME, KOETO MOBMU-
sBa LeNns XMBOT He caMO Ha BGOMHOTO AeTe, HO 1 Ha
OoCTaHanuTe 4YneHoBe Ha cemencTeoTo. BCM ceprosHo
NPOMEHS ceMenHaTa cuTyauusi, CBbp3aHa € C MHOXe-
CTBO Mpean3BMKaTerncTea, CTPecopyu U crneundguyHm
ncuxonornyHn ocobeHocTtu. MNpes nocrnegHUTe roamHn
C HanpeaBaHETO ¥ pa3BUTUETO Ha CbpAeYHaTa Xmpyp-
s MU WHTEPBEHUMOHAINHOTO feveHne ce 3abensasea
TpalHa TeHOEHUMS Ha YyBENUYEHUE Ha Bb3pacTHUTE
xopa ¢ BCM. lNMoHacTosileM B pasBUTUTE CTpaHU Te
Hagsuwagart geuata ¢ BCM [28]. dakTbT, ye BCM e
XPOHUYHO CbCTOSIHNE, KOETO M3UCKBA JOXMBOTHO MpO-
cnegsBaHe M cnasBaHe Ha onpeaeneH PexuM Ha Xu-
BOT 1 (hm3myecka akTUBHOCT, A0 rofsiMa cTeneH Hanara
BKIOYBAHETO Ha BCUMYKM OCTaHaN YfieHOBE Ha CEMEN-
CTBOTO B MnpoLeca Mo fie4yeHne n obrpuwkeaHe Ha gete-
T0 ¢ BCM 1 npomeHs exxegHEBUETO U aKTUBHOCTTA U
Ha OCTaHanuTe CeEMEWHMW YreHOBe.

Teopusa 3a XXU3HEHUA LUKDBN

B nutepatypata HaMa efHO3HavyHa AedPUHULNS Ha
ceMelncTBo. ABTOpUTE BKIHOYBAT pasnmyHu xapakTepuc-
TUKMN 1 OCHOBHM NpoLecCK B TOBA NOHATUE. 3a uennTe Ha
TO31 0630p nonseame onpeaeneHneTo Ha Armour. Cno-
pen Hero ceMencTBoTo e H6a3ncHa eguHMLA 3a eMoLMo-
HamHO pasBWTUE, OCUrypsiBalla CUTYPHOCT B HECUryp-
HaTa atMocdepa, B KOATO MHAMBMAOUTE CbLUECTByBaT
N M3XKMBSIBAT XUBOTA CM MPe3 pasnuyHuTe CTagmm Ha
pa3suTne. CeMencTBOTO € CUCTeEMa, KOSTO € NnoBeye oT

INTRODUCTION

The intellectual, emotional, and psychosocial
characteristics of children and adolescents with con-
genital heart diseases (CHD) have been the subject
of numerous studies [1-7]. Parents, their anxiety, par-
enting roles and styles, stress, and emotional state
are also the subject of much research [8-27]. During
the search for materials for this review, we did not find
publications directly related to the life cycle of the fam-
ily and the particularities arising from the presence of
a child with CHD.

CHD occurs in 8-10 per 1,000 live births and in-
cludes a wide range of conditions of varying com-
plexity, evolution, and prognosis. Most children go
through one or more operations and/or interventional
procedures, some of them lifesaving. In contempo-
rary pediatric cardiology, the goal is the treatment of
CHD (operations and interventional procedures) to
be performed early in order not only to save a child’s
life but also to avoid possible complications, to re-
duce the risk of creating permanent trauma, and to
improve the quality of life. The birth of a child with
CHD is huge stress [15, 16]. CHD is a chronic con-
dition that affects the whole life not only of the sick
child but also of other family members. CHD serious-
ly changes the family situation and is associated with
many challenges, stressors, and specific psychologi-
cal characteristics. In recent years, with the progress
and development of pediatric cardiac surgery and
interventional treatment, there has been a steady
trend of increasing the number of adults with CHD.
Nowadays, in developed countries, they exceed chil-
dren with CHD [28]. The fact that CHD is a chronic
condition that requires lifelong monitoring and adher-
ence to a certain lifestyle and physical activity largely
requires the involvement of all other family members
in the process of treatment and care of the child with
CHD and changes everyday life and the activity of
other family members.

Family life cycle theory

There is no unambiguous definition of family in the
literature. The authors include various characteristics
and basic processes in this concept. For this review,
we use the definition of Armor. According to him, a fam-
ily is a basic unit for emotional development, providing
security in the uncertain atmosphere in which individu-
als exist and live their lives during the various stages of
development. The family is a system that is more than
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npocT cOop Ha HenHWTe uneHoBe [29]. B Hawmsa cnyyan
roBOpMM 3a ceMencTBo ¢ aete ¢ BCM.

OcHoBHa 3afa4a Ha ceMencTBOTO € 4a NoACUrypsi-
Ba OnaronpusaTHa cpefa u Aa nognomara pasBUTUETO
Ha 4neHoBeTe cu. To CbLLO Taka ocurypsisa 6asoBute
NOTPeOHOCTN Ha YNEHOBETE CU, KAKTO U Bb3MOXHOCTU
3a pa3BuUTME U cnpaBsaHe C Kpu3u. Korato B cEMeNCTBO-
TO nma gete ¢ BCM e HEBB3MOXHO OTAENAHETO MYy OT
OoCTaHanuTe CEeMENHU YfIeHOBE W pasrnexgaHeTto My
camocTodATenHo, 6e3 ga ce obbpHEe BHMMaHWe Ha oc-
TaHanata 4acT oT cemevHata cuctema. CemenHata
ncuxotepanus nomMara U3KiYUTENHO 3a NoBuLLIaBaHe
Ha Ka4yecTBOTO Ha XMBOT Ha aeuaTta ¢ BCM u 3a Hama-
naBaHe Ha TpaBmara v couumanHarta nsonauma [30-31].

3a NbpBU MbT MNOHATUETO XM3HEH LIMKBLN Ha ce-
MeNCTBOTO € u3nonssaHo npe3 1973 r. ot Jay Haley
[30]. Manko no kbcHo, npe3 1980, e nybnukyBaHa
kHurata Ha Carter n McGoldrick ,)Kn3HeH umkbn Ha
CEMENCTBOTO: OCHOBa 3a CeMelHa ncuxotepanus”
[31]. B cTpykTypHaTta cemeriHa Tepanus >XU3HEHUS
LMKbBI € OCHOBa Ha ycnewHarta ncuxotepanus. Npes
Tasu napagurma Moxe fa ce 06ICHAT OCHOBHUTE NCK-
XOMNMOTMMYHN XapaKTEPUCTUKN, CTPEC, Kpm3n 1 hasm Ha
pasBuTue Ha cemencteoTo [32]. Cnopepq Ta3n Teopus
CEMENCTBOTO NMpeMuHaBa npe3 6 OCHOBHW eTana B
XM3HEHUSA CU UMKBN: 1-BU eTan — He3aBMCKM XXMBOT;
2-pun etan — GpayHa ABoKKa; 3-Tu eTan — CeMeNCTBO
C [eTe [0 yuunuiiHa Bb3pacT, 4-Tu eTan — ¢ geua ot
yuMnuiiHa Bb3pacT 0 3pAnocT, 5-Tm eTan — Ha ,npas-
HOTO rHe3go“, u 6-Tm eTan — KbCHa Bb3pacT. Bceku
eran uMa crneumduvHn XapakTepuUCTUKU W Lenu,
npeacraeseHn B Tabn. 1

EgHa ot rmaBHuTe 3acnyru Ha Carter 1 McGoldrick
ce siBABa ONpefeneHneTo 3a T.Hap. ,a0peHo cemen-
CTBO”, KaTo CMCTEeMa, CbCTOSLLA Ce OT TPU NOKONEHNs U
pearvpalia Ha HaTUCK, Bb3HWKBALL, BCEACTBME Ha An-
HaCTMYECKO HanpexeHne B NpexogHuTe dasun Ha pas-
B/TME. 3a onucaHve Ha npoueca Ha B3anMOLeNnCcTBMe
aBTOpWTE Cb3JaBaT CBOW MOZEN C BepTuKariHa u Xxopu-
30HTanHa oc [31, 33].

Te npuemar, 4e TPEBOXHOCTTA Ce Npeaasa no Bep-
TMKarHaTta oc nNpe3 NoKoneHusaTa, uypes: (1) TpUbrbHN
eMoumMoHanHu oTHoweHus (emotional triangulation);
(2) cemenHn ovakBaHuns (QUHACTUYHKM ovakBaHus); (3)
MUTOBE. TPEBOXXHOCT Ce npedaBa M Mo XOpPU3OHTarn-
HaTa OC, Ype3 U3MEHEHUS B LIMKMIUTE Ha XU3HEHOTO
passutmne. CTpechbT Ha pa3BUTUETO Ce AeNnu Ha npea-
ckasyeM (HanmpuMep CKM4dBaHe Ha Opak; HamyckaHe
Ha CeMeWCcTBOTO OT AeTeTo, 3a Aa Y4uM U np.) U He-
npegckasyem (Hanpumep, 6onecr, 3aryba Ha paborTa,
CMBPT, MpeMecTBaHe Ha ApYyro MSICTO 3a XXUBOT 1 Mp.).
CTpecbT c onpefeneHa MHTEH3MBHOCT ce npefasa no
[BETE OCU e0HOBPEMEHHO N YECTO Npean3BUKBa Kpu-
3um [31, 33].

a simple assembly of its members [29]. In our case, we
are talking about a family with a child with CHD.

The main task of the family is to provide a favor-
able environment and to support the development of its
members. It also provides the basic needs of its mem-
bers, as well as opportunities for development and cri-
sis management. When there is a child with CHD in the
family, it is impossible to separate him from the other
family members and consider him on his own, without
paying attention to the rest of the family system. Family
psychotherapy helps greatly to improve the quality of
life of children with CHD and reduce trauma and social
isolation [30-31].

The term family life cycle was first used in 1973
by Jay Haley [30]. Shortly afterward, in 1980, Carter
and McGoldrick's book, “The Life Cycle of the Family:
The Basis for Family Psychotherapy”, was published.
In structural family therapy, the life cycle is the basis of
successful psychotherapy. This paradigm can explain
the main psychological characteristics, stress, crises,
and phases of family development [32]. According to
this theory, the family goes through 6 main stages in
its life cycle: 1st stage - independent living; 2nd stage
— married couple; 3rd stage — a family with a child up
to school age, 4th stage — children from school age to
adulthood, 5th stage — ,empty nest‘, and 6th stage -
advanced age. Each stage has specific characteristics
and objectives presented in a Table 1.

One of the main merits of Carter and McGoldrick
is the definition of the so-called ,nuclear family®, as a
system consisting of three generations and responding
to the pressure arising from dynastic tensions in the
transitional phases of development. To describe the
process of interaction, the authors create their model
with vertical and horizontal axes [31, 33].

They assume that anxiety is transmitted along the
vertical axis through generations through; (1) Emotion-
al triangulation; (2) Family expectations (dynastic ex-
pectations); (3) Myths.

Anxiety is also transmitted along the horizontal
axis, through changes in the cycles of life development.
Developmental stress is divided into predictable (e.g.
marriage; leaving the family by the child for education,
etc.) and unpredictable (e.g. illness, job loss, death, re-
location, etc.). The stress of a certain intensity is trans-
mitted along both axes simultaneously and often caus-
es crises [31, 33].
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Ta6bnuua 1. ETanu Ha xkn3HeHus uukbn (no B. Carter u M. McGoldrick)
Table 1 Stages of the life cycle (according to B. Carter and M. McGoldrick)

ETan Ha xu3HeH umkbn / Stages of family life cycle

Uenu / Aims

|. HesaBuncum xumsot

|. Independent life

MocTuraHe Ha cobCTBEHA MOEHTUHYHOCT U @BTOHOMHOCT; Cb3[aBaHe Ha BPb3KU Ha
[0BEpUe N MHTUMHOCT, eMoLoHanHa 1 (puHaHcoBa HE3aBUCUMOCT OT CEMENCTBOTO
Mo Npou3xoa,

Achieving personal identity and autonomy; creating relationships of trust and
intimacy, emotional and financial independence from the family of origin

1. MapTHbOpCcka/6payHa ABoiika

1. Couple / Marital partner

WarpaxgaHe Ha HOBO CEMENCTBO: MOCTUraHe Ha B3aMMO3aBMCUMMOCT, CMOAENEeHOCT,
roceeLlaBaHe, ornpeaernsiHe Ha rpaHNLMTE Ha HOBOTO CEMENCTBO

Building a new family: achieving interdependence, sharing, dedication, defining the
boundaries of the new family

11l. CemencTBo € geua Ao yumnuiiHa Bb3pact

I1l. Family with preschool children

ApanTupaHe KbM HOBaTa poAauTencka pons, KoATo ce nobaBs kbM ponAata Ha nHau-
Bnau c1;npyr/a; I'IpVICI'IOCOﬁHBaHe Ha ceMenHaTa cucteMa KbM HOBUTE OTroBOpPHOC-
TN 1N NOBULLEHNTE U3UCKBAHUA

Adaptation to the new parental role, which is added to the role of individual and
spouse; adapting the family system to the new responsibilities and increased
requirements

V. CemelcTBO C Aeua OT yyunuiyHa Bb3pacT 4o 3ps-
noct

IV. Family with children from school age to maturity

[MpomsiHa Ha B3aMMOOTHOLLEHUsATa poanuTen — AeTe, Taka Ye Aa No3BONSAT Ha IOHO-
LuaTa CNOKOWHO Aa U3cnenBa HOBU MOLENW U MOBEAEHUS, KaTo CbLlEeBPEMEHHO
YyBCTBa AOCTAaTb4HO eMOUMOHanHa nogkpena, nognomMmaraHe Ha npouecsbT Mo Us-
rpaxxgaHe Ha UHOMBUAYanHOCT M aBTOHOMHOCT Ha toHoLwaTta

Changing the parent-child relationship to allow the adolescent to calmly explore new
patterns and behaviors, while feeling sufficient emotional support, supporting the
process of building the adolescent's individuality and autonomy

V. ETan Ha “lNpa3Ho rHe3no”

V. “Empty nest” stage

HanyckaHe Ha cemMelcTBOTO OT nopacHanuTe Jeua; Cb3gasaHe Ha HOB TUM BPb3ka C
TSIX — BeYe KaTo C Bb3pacTHM Xopa; 3aBpbliaHe Ha hokyca Bbpxy GpayHaTta ABoika,
n36op Ha xobUTa 1 aKTUBHOCTM 3a 3anblBaHe Ha CBOGOAHOTO Bpeme

Grown children leave the family of origin: creating a new type of relationship with
them — already as adults; returning the focus on the married couple, choosing
hobbies and activities to fill their free time

VI. KbceH ctaguin

VI. advanced age stage

MopabpxaHe Ha MHAMBUAYaANHUTE HTepecu 1 PyHKUMOHMPaHe, KakTo 1 Te3n Ha
cbnpyral/Ta; uscnefsaHe Ha HOBU ceMelnHu ponu (6aba/gsao); cnpassHe cbe 3arybu
(Ha 6rM3KKn, POAHVHW, MPUATENN); XUTENCKa paBHOCMETKa

Maintaining the individual interests and functioning, as well as those of the spouse;
exploring new family roles (grandparents); dealing with losses (of relatives, friends);

life balance

To3n mogen Hu e Heobxogum, 3a Aa MOXe MO-ACHO
Aa pasbepemMm ncuxonormyHuTe ocobeHoCTn 1 npuyu-
HWUTE 3a Bb3HWMKBAHETO UM Mpu cemencTeata ¢ BCM.

PaxnaHeTto Ha gete ¢ BCM ce cnyyBa, koraTto ce-
MEWCTBOTO € B TPETUSA eTamn Ha >XU3HEHUS CU LMKbLI.
Jeuarta ca npegmsBMKaTencTeo 3a cTabunHocTTa Ha
cemerHuTe B3aVMOOTHOLUEHUS, TbIl KaTO NapTHbLOPU-
Te TpAbOBa fa ce HayyaT Kak ga 6baar poguTtenu, ga
HamepsT 6anaHca mexagy paboTa U ceMencTso, Aa cu
NoAensAT OTTOBOPHOCTUTE 3a AeTeTo U AOMaluHUTe 3a-
AbIDKeHus. To3un eTan e CBbp3aH C MHOXECTBO pa3Ho-
NMOCOYHM eMOLUN 1 NMoBULLEHA TPEBOXHOCT. PoauTen-
ckaTa pons ce mspassiBa B 3anasBaHe WHTepecuTte 1
nognomaraHe Ha pasBUTMETO Ha AETETO, KOETO OT CBOS
CTpaHa e CBbp3aHO C MpPOMsiHa 1 paslumnpsiBaHe Ha OT-
HOLLEHNSTa Mexay NapTHbOPUTE C Ornea uHTepecute
Ha geteto. To3u npouec cam no cebe cm HOCK BUCOKA
TPEBOXHOCT M NpeanocTaBkM 3a CTpec U Hepasbupa-
TENCTBO MOpagu pasnuuusata Mexagy napTHbopuTe U

This model gives us a clearer understanding of the
psychological features and the reasons for their occur-
rence in families with CHD.

The birth of a child with CHD occurs when the
family is in the third stage of its life cycle. Children are
a challenge to the stability of family relationships, as
partners need to learn how to be parents, find a work-
life balance, share responsibilities for the child and do
household chores. This stage is associated with many
different emotions and increased anxiety. The paren-
tal role is expressed in preserving the interests and
supporting the development of the child, which in turn
is associated with changing and expanding the rela-
tionship between the partners because of the interests
of the child. These processes bring high anxiety and
are prerequisites for stress and misunderstandings
due to the differences between the partners and what
they carry from their parental families. Each of them
carries the model of their parental care and tries to
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ceMenHaTa UCTOpUS, KOSATO Te HOCST OT POAUTENICKUTE
cu cemencTBa. Beekn yoBek Hoc Mofena Ha poanTern-
CKa rpmxa, KonTo e Habnogasarn npy CBOMTe poguTenm
M ce onuTBa Aa ro NpeTBopu B COGCTBEHOTO CU CEMEN-
cTtBo. Korato geteto e ¢ BCM, ocobeHo ako ce oTHacs
[0 NO-CroXHa 1 KoMMreKkcHa mandopmaums, Ha pogu-
TenuTe ce Hanara ga B3emar Obp3u, K1BoTocnacsiea-
L peLLeHns 3a CBOETO AeTe, Npeau oLe HambIHO Aa
Cca OCb3HanNM HOBUTE CU ponu Ha poauTtenu. Llenuat
npoLec Ha HanacBaHe W NPOMSIHA Ha OTHOLUEHUATa
ce namecTtsa B He0DO3puUMOTO GbaeLle, 3aMecTeH OT
HeobXoAMMOCTTa 3a B3EMaHe Ha HEOTIOXHN peLleHns
3a crnacsiBaHe Ha xuBoTa Ha aeteto. Korato ToBa ce
Hanara B MbpBUTE YacoBe U OHW crneq paxaaHeTo Ha
[EeTeTo Ha MalikaTa He ce OCTaBsl BpeEME [Aa U3BbPLLM
€CTeCTBeHNs U HeobxoamMm npouec no cobcTBeHaTa cn
perpecusi. Perpecusta e BpbllaHe Ha Markata KbM
onuTta ” npe3 HeMHOTO COOCTBEHO AETCTBO C Len Aa
ce cBbpxe ¢ 6ebeTo, 3a a MOXe afekBaTHO da OTro-
Baps Ha HEroBuUTE HYXOW U U3NCKBaHWA. Jluncata Ha
[OCTaTbyHO BpeMe U Ha nogxogsawm obcrosTencrea
4a ce criyum To3m npouec Bogm 4o npobnemu B npoLie-
Ca Ha u3rpaxjaHe Ha NpMBbP3aHOCT MexXay Mankarta u
[ETETO, KOUTO € KPUTUYHO BaXKEH 3a MPaBUITHOTO MCU-
XWUYHO M eMOLMOHarHO pas3BuTMe Ha aeteto. MawnkaTta
n3naga B CUIHO TPEBOXXHO CbCTOSIHUE UIW LLIOK, KOUTO
MOXe [a AoBefe A0 Aenpecusi, MHOro BUCOKM HMBA Ha
cTpec u gopu bonect. PaxxgaHeTo Ha gete ¢ 6onect
NnoBnusiBa Ha usnata ceMerHa cuctema, Kkato uanpa-
La M3KMYMTENHO BMCOKM HMBA Ha TPEBOXHOCT U NO
XOpU3OHTanHaTa n no BepTuKanHata oc. To Bnusie n
BbpPXY PasMPEHOTO CEMENCTBO, BKMOYBALLO Bnunsku
poaHuHK (6abun, gagoBuK, nenu, Ymyosum, bpaTtoBye-
OW), KaTo JOMBMHUTENHO Hanpsra rpaHuLMTe U OTHO-
LeHVATa Mexay sSAPEHOTO CEMENCTBO M pasLUNpPEHUs]
poaHuHckn kpbr. OT egHa cTpaHa, e OeTeTo, 3a KOeTo
TpsibBa Aa ce B3emar XMBOTOCMACSBaLLM pPELUEHNs, a
OT Apyra — ca npeacraBuTe N ovakBaHUsATa, CEMENHK-
Te NpoeKkuun n MUTOBE, B KOUTO AETETO HE Ce BMMCBA.
MNMpencraearta 3a ,MgoeanHoTto Aete“ 6uBa pasbuta 1
poaAMTENUTE Ce OKa3BaT B HEMO3HAaTa cuTyauusl.

CTpecbT 3a Galumte e He No-mManbK, Te ce OKas-
BaT B CbCTOSAAHME Ha Ge3nomolwHoCcT 1 6e3 Bpeme 3a
afjanTtaumusa KbM HoBaTa cuTyaums. 3a TsX cuTyauums-
Ta ce YCMOoXHsiBa MU OT pakTa, Ye NoYTU NpU BCUYKU
MeOMLMHCKN Npoueaypy 1 xocnutanusaumm OeTeto e
C mMankara, a 6awaTta 6uBa OocTaBeH U3BBLH MpoLeca,
KaToO CbLLUEBPEMEHHO OT HEro Ce Oo4YakBa Ada OCuUrypu
He camo npexpaHata Ha CEMEWCTBOTO, HO M Oa B3e-
Ma afeKBaTHM OCb3HATW pelleHnsa 3a ObaeweTo Ha
[eTeTo M nocneaBalmnTe MHTEPBEHLMM U Aa NOAKPensi
Mankara.

B Hawe npeguwHo npoy4BaHe yCTaHOBUXME, 4e
poanTenuTe MMart rorieMm pasnuyus B pasdbupaHeTo Ha
CcTecoreHHaTa cuTyauusi U U3non3sar pasnuyHu TUno-

implicate it into the new family. When a child with CHD
is born, especially a more complex and severe one,
the parents must make quick life-saving decisions
for their child before they are fully aware of their new
roles as parents. The whole process of adjusting and
changing relationships is shifting to the unforeseen fu-
ture, replaced by the need to make urgent decisions
to save the child‘s life. When this is necessary for the
first hours and days after birth, the mother has no time
to perform the natural and necessary process of her
regression. Regression is the mother’s return to her
experience during her childhood to connect with the
baby so that she can adequately meet its needs and
requirements. The lack of sufficient time and appropri-
ate circumstances for this process lead to problems
in the process of building attachment between mother
and child, which is crucial for a child’s proper psycho-
logical and emotional development.

The mother becomes very anxious or in shock,
which can lead to depression, very high levels of
stress, and even illness. The birth of a child with the
disease affects the entire family system by sending ex-
tremely high levels of anxiety along both the horizontal
and vertical axes. It also affects the extended family,
which includes close relatives (grandparents, aunts,
uncles, cousins), further straining the boundaries and
relations between the nuclear family and the extend-
ed circle of relatives. On the one hand, is the child for
whom life-saving decisions must be made, and on the
other are the ideas and expectations, family projec-
tions, and myths in which the child does not fit. The
idea of the ,Ideal Child“ is shattered and the parents
find themselves in an unfamiliar situation. The stress
for fathers is not less, they find themselves in a state of
helplessness and no time to adapt to the new situation.
For them, the situation is complicated by the fact that
in almost all medical procedures and hospitalizations
the child is with the mother and the father is left out of
the process, while at the same time he is expected not
only to provide for the family but also to take adequate
informed decisions about the child‘s future and subse-
quent interventions and to support the mother.

In our previous study, we found that parents pres-
ent large differences in understanding of the stress
gain situation and use different types of strategies to
deal with stress. Mothers are more likely to use pas-
sive and emotional coping strategies as denial, while
fathers prefer to be more active and focused on solv-
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Be cTparteruu, 3a ga ce crnpaBaT cbe cTpeca. Mankute
Ca Mo-CKITOHHM [a M3Non3BaT NacuBHU U emMoLuMoHan-
HW KOMWHIX (CTpaTerm 3a crpaBsiHE) KaTo OTpuYaHe,
gokato OalwimTe npegnovMTar Mno-akTMBHUM U OKY-
CMpaHu BbpXy pellaBaHe Ha npobnema. Mpu ronsma
YyacT OT ceMelicTBaTa ce Habnogasa pa3CTPONCTBO Ha
NPVBbLP3aHOCTTa U CBPBXMNPOTEKTMBHO MOBEAEHMNE OT
CTpaHa Ha maukuTe. Mima 3HauymMma pasnuka B HUBOTO
Ha TPEBOXHOCT Ha poauTennTe B CPaBHEHME C TEXHUS
cemeeH craTyc. Pogutenure, KOUTO ca XEHEHM, NoKas-
BaT MO-HMUCKO HMBO Ha TPEBOXHOCT OT Te3u, KOUTO He
ca. HesaBucumo 4ve npes3 nocrnegHute gekagu MHOro
OBOVKN CbXUTencTeaT 6e3 Opak, HalwuTe pesyntatu
nokaseart, 4Ye Korato MmMa CUJIHO cTpecupaiia cutya-
Lus, Te3n OBOWMKM He ce YyBCTBAT CUIYPHU U 3a TSX €
no-TpygHO fa YCToAT Ha TpyaHocTuTe [34].

Ha doHa Ha Te3n xapakTepUCTUKMN Ha poauTenute
W fJeuarta ce Hanara fia ce CrnpaBsT 1 C OLle eQUH MHO-
ro BakeH hakTop — MeguuUUHCKUTE cneunanuctu. Baa-
MMOOTHOLLEHMATA C fleKapuTe ca MHOMO CbLUECTBEHA
YyacT OT XMBOTa Ha cemencTeoTo ¢ aAete ¢ BCM, ocobe-
HO MpW CNOXHUTE Mandopmaunn. Yecto pogutenute
Ce CrpaBsAT CbC CUTyauusaTa, NpUeMankn kapguoriora
Ha OeTeTo KaTo 4YacT OT CEMENCTBOTO CWU, a OEeTeTo
CBUKBa C Nlekapute nopagm 4ectuTe 1 NPOabIMKUTENHN
xocnuTtanusauun. NarpaxgaHeto Ha cTabunHu OTHO-
LEHNs Ha JOBepMEe M B3aMMOMOMOLL, MEXAy poauTe-
niTe, OETeT0 U MeOULUUHCKMTE NpPOodeCHOHANUCTn e
OBbITbI U CNOXEH NPOLEC, U3MbIIHEH C MHOXECTBO MNOA-
BOOHW kaMbHU. HeobxoamMmo e aa ce nonarar ueneHa-
COYEHM yCUNUS OT BCUYKWU CTpaHW, 3a Aa MOxe Ja ce
n3rpagu gocTaTbyHO HacuTeHa Bpb3ka Ha JoBepue,
KosiTo 61 ynecHuna npoueca Ha fiedeHne Ha 4eTeTo.

Mo oTHOLIEeHWe Ha UHAMBUAOYANHOTO pas3BMTUE Ha
aeteto ¢ BCM, Tpabea ga ce nma npeasug passutme-
TO Ha KoHUenTa 3a As-a (MAeHTUYHOCT). PasBuTtneto
My 3amno4Ba OT paHHOTO AETCTBO M NpogbihkaBa npes
uenus XuneoT. [leuata nocTeneHHo 3anoyeaTt ga ce oc-
b3HaBaT KoM ca 4Ype3 pa3BuTue Ha 6asncHo JoBepue,
aBTOHOMHOCT, KOMMNETEHTHOCT 1 caMooueHKa. [euaTa
pa3BuBaT 6a3nCcHO JoBepre Ype3 KOHTaKTa CU C YOoBe-
Ka, KOWTO Ce rpuXm OCHOBHO 3a TSAX, obnyanHo ToBa e
MankaTa. C nogobpsiBaHETO Ha MOTOPHUTE CU YMEHUS
Jeuara 3anoysart ga ce NpuaBMXKBAT CaMOCTOATEITHO
N yCBOSIBAT HOBW MOBEAEHNSI U aKTUBHOCTU, KOETO UM
AaBa 4YyBCTBO 3a aBTOHOMMS [1, 2]. HacbpyaBaHeTo Ha
AeTeTo Aa uscneasa HOBM NOBEAEHUSA M MPOCTPAHCTBA
OT CTpaHa Ha Marikata pa3BvBa AeTckaTa KOMMETEeHT-
HOCT 1 camooLeHka. Npu geuata ¢ BCM T031M npouec
€ 3aTpydHEH OT CBPBbXMPOTEKTMBHOTO MOBEAEHME Ha
MalKaTa, KOeTo BoAWM [0 CBPbX3aBMCMMOCT U HEBbL3-
MOXHOCT [ia u3cneasart HOBU TEPUTOPUMN.

Korato mbpBOTO A€Te HaBrese B yYWMLHA Bb3-
pacT CEMENCTBOTO HaBN13a B YETBLPTUSA eTan OT XU3-
HeHus1 cM LMKbI. ToraBa OTHOBO Ce HamaraT npepas-

ing the problem. In most families, there is a disorder of
attachment and overprotective behavior on the part of
mothers. There is a significant difference in the level
of anxiety of parents compared to their marital status.
Parents who are married show a lower level of anx-
iety than those who are not. Although many couples
have been living together without marriage in recent
decades, our results show that when a situation is high-
ly stressful, these couples do not feel secure and find it
more difficult to cope [34].

Against the background of these characteristics,
parents and children have to deal with another very
important factor - medical professionals. Relationships
with doctors are a very important part of the family life
with a CHD child, especially in case of complex and se-
vere malformations. Parents often deal with the situa-
tion by accepting the child’s cardiologist as part of their
family, and the child gets used to the medical doctors
due to frequent and prolonged hospitalizations. Build-
ing a stable relationship of trust and mutual assistance
between parents, children, and medical professionals
is a long and complex process filled with many pitfalls.
Targeted efforts are needed on all sides to build a suf-
ficiently strong relationship of trust that would facilitate
the child’s treatment process.

About the individual development of the child with
CHD, the development of the concept of self (identity)
must be considered. Its development begins in early
childhood and continues throughout life. Children are
gradually beginning to realize who they are through the
development of basic trust, autonomy, competence,
and self-esteem. Children develop basic trust through
contact with the person who primarily cares for them,
usually the mother. With the improvement of their mo-
tor skills, children begin to move independently and
learn new behaviors and activities, which gives them
a sense of autonomy [1, 2]. Encouraging the child to
explore new behaviors and spaces from the mother
develops the child‘s competence and self-esteem. In
children with CHD, this process is hampered by the
mother‘s overprotective behavior, which leads to over-
dependence and the inability to explore new territories.

When the first child enters school age, the family
enters the fourth stage of its life cycle. Then redis-
tribution and changes in parental roles are needed
again to open space for relationships with teachers
and alignment of responsibilities related to the child‘s
school. The child itself has to establish and learn to
maintain horizontal (communication with peers) and
vertical (with teachers) contacts. The family remains
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npegeneHne 1 NPOMeEHN Ha poanTeNncKiTe ponu, 3a ga
Ce OTBOpM NPOCTPAHCTBO 3@ B3aMMOOTHOLLEHUS C y4U-
Tenu n pasnpegerneHne Ha 3aabIDKeHNATa, CBbP3aHn €
yumnuuieTo Ha geteto. Ha camoto gete npeacroun ga
YCTaHOBM M [a Ce Hay4u Aa Nnoaabpka XOpU3oHTar-
Hy (obLyBaHe C BPBbCTHULMTE) U BEPTUKAnNHK (C yun-
TenuTe) KoHTakTu. CemMencTBOTO OCTaBa B TO3U eTarn,
[0KaTo MbpBOTO AeTe AOCTUrHe rnoroBa 3psinoct. AKO
B CEMENCTBOTO MMa NnoBeyve OT edHO AeTe, To3u eTan
MOX€e Aa Ce 3acTbMu C NPeauHNsa Unn ¢ nocnensa-
LMs cnoped Bb3pacTTa U pa3BuTueTo Ha geuara. Po-
antenute cnefgBa MOCTOAHHO Aa MNPOMEHAT CBOMWTE
B3aUMOOTHOLLEHMS 1 NpaBuna, ga mognduuupar rpa-
HMUWTE Ha CEMENCTBOTO, 3a Aa Morar nogpacrtealiure
npu xenaHve BMHaryM ga ce 3aBpbLyaT (MPOHUKBAT) B
ceMerHaTta cuctema M ga 9 Hanyckat csobogHo, 6e3
na ObaaT caHkumoHupaHu. B cblioTo Bpeme poau-
Tenute (poguTtenckara cybcuctema) ce conbckeat C
npobrnemMmn 1 emMouUMnOHanHN NPexXmnBsBaHUs, KOUTO ca
CBbp3aHu C T.Hap. ,Kp13a Ha cpeaHaTta Bb3pacTt” (xopu-
30HTarneH CTpec). YCneLwHOoTo cnpassaHe ¢ npobrnemute
Ha TO3M eTan, B 3Ha4YUTErNHa CTENneH ce onpegens ot
TOBa Kak Wwe 6baaT peLleHn 3agadmTe Ha KOMYHUKaLum-
ATa u 0603Ha4YaBaHETO Ha rpaHMLMTE Ha CEMENCTBOTO
B NMpeauvLLHUs eTan OT XU3HEHUS UUKbS. AKO cemen-
CTBOTO He pa3peLun cBouTe Npobrnemu n He npeogonee
CBOWTE TPYOHOCTU, XapakTepHU 3a onpeaeneH ctagun,
TO vnu Wwe ce dmkcmpa n 3abykcyBa B Npexoda cul KbM
HOBUS CTaaui, UMW LLE NPeHece B HOBUS CTaaui cTa-
puTe cu npobremu, T.e. HAMa Aa 6bae cnocobHo aa ce
crnpaBu CbC criegBallnsi CTaaui OT XKMU3HEHUST LMKBIT
[35-36].

Cnopep Erikson nma 8 etana Ha pa3BuTue Ha As-a
N ngeHTnyHoctTa. NHguemanTe Tpsabea ga paboTar no
KpU3WTe Ha BCEKM eTan v Aa rv paspeLuar npegm aa npe-
MWHaT KbM crefBall etan. PelueHnsaTa Ha Te3un Kpusu
onpenensat WHOVBMOYarnHOTO pPas3BUTME Ha WOEHTUM-
HocT [31]. Moore n Rosenthal cmatat, 4e OCHOBHUAT
pYCK Npe3 TMHENIXKbPCTBOTO € NPOLECHT Ha pa3BuTHe
Ha 4yBCTBO 3a WOEHTUYHOCT [4]. ,MigeHTu4HOCTTa e Ko-
XEPEHTHO ycellaHe 3a A3, 6a3npaHo Ha pa3bupaHe Ha
HacTosLeTo 1 6baeLwmTe ponu, MOeoNorMm u CTOMHOCT-
Ta Ha 6baeLumTe B3anmooTHoLleHns“ [4, 31]. o Bpeme
Ha npoueca Ha TbpCeHe Ha WAEHTUYHOCT MMagexute
ce avdepeHumpar oT CEMENCTBOTO M pasBuBaT HOBU
B3aUMOOTHOLLEHNS B coumanHus ceaT [5]. 3a aa noano-
MOTHaT TO3U MPOLEC Ha yCrelwHa NHAMBMAyanu3auus,
cemewncTBaTa TpsAbBa Aa paspeluar Ha nogpacTBalumTe
ceobogaTta Aa npaBaT cobcTBeHN n3dopu, Aa MM npe-
[OCTaBAT HAaNbTCTBMSA caMo Npu Hyxaa [3].

Mpu cemencTeara ¢ gete ¢ BCM oTHOBO cuTyaums-
Ta e yCNoXHeHa nopagn YectuTe xocnuranusaumm, He-
obxogumocTTa 4eTeTO HepsaKo Aa Obae orpaHMYaBaHo
BbB PU3NYECKMUTE CU KOHTAKTU C MHOrO xopa. Ha geua-
Ta ¢ BCM yecTo ce Hanara fa yyaT OT BKbLUY — AUCTaH-

at this stage until the first child reaches sexual matu-
rity. If there is more than one child in the family, this
stage may overlap with the previous or subsequent
one according to the age and development of the chil-
dren. Parents should constantly change their relation-
ships and rules, modify the boundaries of the family
so that adolescents can always return (penetrate) the
family system and leave it freely without being sanc-
tioned. At the same time, parents (parent subsystem)
face problems and emotional experiences that are re-
lated to the so-called ,middle-age crisis“ (horizontal
stress). Successfully dealing with the problems at this
stage is largely determined by how the tasks of com-
munication and marking the boundaries of the family
in the previous stage of the life cycle will be solved.
If the family does not solve its problems and does not
overcome its difficulties, characteristic of a certain
stage, it will either be fixed and stuck in its transition
to the new stage or will transfer its old problems to the
new stage, i.e., will not be able to cope with the next
stage of the life cycle [35-36].

According to Erikson, there are 8 stages in the
development of the self and identity. Individuals must
work on crises at each stage and resolve them before
moving on to the next stage. The solutions to these
crises determine the individual development of iden-
tity [31]. Moore and Rosenthal believe that the main
risk during adolescence is the process of developing
a sense of identity [4]. ,Identity is a coherent sense
of self based on an understanding of the present and
future roles, ideologies and the value of future rela-
tionships* [4, 31]. During the process of searching for
identity, young people differentiate themselves from
the family and develop new relationships in the so-
cial world [5]. To support this process of successful
individualization, families must allow adolescents the
freedom to make their own choices, providing guid-
ance only when needed [3].

In families with a child with CHD, the situation is
complicated by frequent hospitalizations, the need for
limitation in contact with many people, restrictions in
physical activity. Children with CHD often have to study
from home - remotely or as private students, which in-
terfere them from developing emotional intelligence,
limits their contact with peers and contributes to com-
munication problems, feelings of being different, social
isolation and low motivation for learning, low self-es-
teem and underdevelopment of social skills. Adoles-
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LIMOHHO MIN KaTO YaCTHM yYEHWLN, KOETO HE UM MO3BO-
nsiBa 4a pasBuBaT eMOLUMOHanHata C MHTENUIeHTHOCT,
orpaHuMyaBa KOHTaKTUTE UM C BPBbCTHULM 1 cnocobcTBa
3a npobnemu B 0bLLyBaHETO, 32 YyBCTBOTO, Ye CU pas-
NYeH, 3a coumarnHa M3onaumsi U Hucka MoTMBaums
3a ydeHe, 3a HUCKa camoOLleHKa 1 Heaopas3BuMBaHe Ha
coumnanHu ymenusi. MNMogpacTBawimTte C KOMMIEKCHU U
cnoxHy BCM cbobLyasar 3a BUCOKM HMBa Ha AenpecuB-
HW HACTPOEHUS N HUCKa camooLeHka [37].

OT gpyra cTpaHa, U OTHOLIEeHMsITa C poauTenu-
Te CbLLO Ce YCNOXHSIBAT Nnopagu BCe OLUe HararaHata
CBPBXMPOTEKUUS, KOATO ce COMbCKBA C €CTeCTBEHUSI
CTPEMEX Ha TUAHENIKbpUTE Aa ObAaT He3aBUCUMKU OT
poguTenute cu. Yecto eMOLMOHaNHOTO pa3BUTHE Ha fe-
uata ce 3abaBs 1 Te OCTaBaT BCE Taka CUMHO CBbP3aHUN U1
3aBMCKMMU OT poaUTENUTE CU, KaKTo ca bunu B npeaxon-
H¥s eTan. B To3n etan Ha XM3HeHus1 UKL Ou cneasano
MaikaTa ga ce OTKbCHEe OT AEeTeTO M [a Ce 3aBbpHe B
npodecusTa cu Kato ob6bpHE MO-TrofsIMO BHUMaHWE Ha
CcoBCTBEHUTE CY XenaHusa 1 passutue. Npy Mankute Ha
Aeua ¢ BCM ToBa 4ecTo He ce cnyyBa nopagu Heobxo-
AVMOCTTa [ja CY OCTaHaT BKbLUK, 3a Aa ce rpwkar 3a 60-
nHoTo Jdete. ToBa BOAM OO €MOLIMOHAIHO HamnpexeHue
1 MCMXONOrMYHM Npobrnemn 3a marikata, KOUTo s NpaBAT
€eMOoLMoHanHo nabunHa U HamansasaT CrocobHOCTTa M
Aa ce cnpass B cTpecoBu cutyauum [9, 11, 15, 20].

Korato mpouechT no marpaxgaHe Ha MOEeHTUYHOCT
N KOMMNETEHTHOCT € 3aBbpLUEH, MITaANAT YOBEK € TOTOB
[a HarycHe poguTernckoTo C CEMENCTBO. Tol Haenmaa
B MbPBW €Tan OT XXM3HEHNS LKL — HE3ABUCUM XKMBOT,
a pogouTenuTe nonagat B eTana Ha ,[1pa3HoTo rHe3no” —
neTu etan. B nbpBus eTan BpbCTHULMTE CTaBaT no-Ba-
)KHW OT poAMTEnuTe, KaTo Ce 3acuneaTt B3anMOOeNCTBI-
STa ¢ Mriagun Xxopa 3a cMeTka Ha Te3n ¢ poautenute. Ko-
rato mnagmnat Yyosek e ¢ BCM, ocobeHo ¢ KomnnekcHa
Kapguonarusi, ToBa ce CriydBa U3KIMHUYUTENHO TPYAHO, a
NOHSAKOra 1 He ce cry4sa. To ocTaBa MHOIO CBbpP3aH C
POANTENCKOTO CM CeEMeNCTBO. 3a mnagexuTte ¢ BCM uns-
rpaxgaHeTo Ha aBTOHOMHOCT M HE3ABMCUMOCT € MHOTO
no-TpyaHO, OTKOJSIKOTO Mpun ApyruTe nogpacrtealum. Yec-
TUTE OTCBCTBMS OT YYUIULLE U XOCMMTanu3aummute He
nossonseat Ha mrnaguTe xopa ¢ BCM pa uarpagat goc-
TaTb4yHO J40OPW coumanHu yMeHUsi, Te OCTaBaT C HucKa
CaMOOLIEHKa M YecTO HsMaT OOCTaTbyHO KOHTaKTU C
BPBCTHULM, KOMTO @ MM NOMOrHaT B NpoLeca Ha aBTo-
HOMHOCT M He3aBUCUMOCT oT poautenuTe. CoumnanHara
nsonaums, B KOSATO M3nagart, oLle roBeve i Bpblia B
POAMTENCKOTO CEMENCTBO N HEroBaTa CUrypHOCT.

JInncaTa Ha nsrpageHy coumanHn yMeH s 4ecTo UM
npeyn ga HamepsAT agekBaTHa M noaxogdiia 3a TsX pa-
©oTa 1 Te n3nagar ot coumarnHns XMBOT KaTo 6e3paboT-
HW. B NpeavwHo Halwe mn3cneaBaHe Ha KavyecTBOTO Ha
XKMBOT MpuW MauueHTH, onepupaHn 3a usonvpaHa nog-
KnanHa aopTHa CTeHo3a, YCTaHOBMXME, Ye He3aBUCU-
MO OT no-gobpusa um obpasoBateneH LieH3, Te ocTasat

cents with complex and severe CHD report high levels
of depressed mood and low self-esteem [37].

On the other hand, relationships with parents are
also complicated by the still imposed overprotection,
which is faced with the natural desire of teenagers to
be independent of their parents. Often children‘s emo-
tional development slows down and they remain as
strongly connected and dependent on their parents as
they were in the previous stage. At this stage of the
life cycle, the mother should move away from the child
and return to her profession, paying more attention to
her desires and development. This often does not hap-
pen with the mothers of children with CHD due to the
need to stay at home to take care of the sick child. This
leads to emotional tension and psychological problems
for the mother, which make her emotionally labile and
reduce her ability to cope with stressful situations [9,
11, 15, 20].

When the process of building identity and com-
petence is completed, the young person is ready to
leave his parental family. He enters the first stage of
the life cycle — independent living, and parents fall into
the stage of ,Empty Nest® — the fifth stage. In the first
stage, peers become more important than parents by
intensifying interactions with young people at the ex-
pense of those with parents. When a young person has
CHD, especially complex cardiopathy, this is extreme-
ly difficult, and sometimes it does not happen. He re-
mains much attached to his parental family.

Building autonomy and independence are much
more difficult for young people with CHD than for oth-
er adolescents. Frequent absences from school and
hospitalizations do not allow young people with CHD
to build good enough social skills, they remain low
self-esteem and often do not have enough contact with
peers to help them in the process of autonomy and in-
dependence from their parents. The social isolation in
which they find themselves further brings them back to
the parental family and its security.

Lack of social skills often prevents them from find-
ing adequate and suitable work for them and they fall
out of social life as unemployed. In a previous study of
the quality of life of patients operated on for isolated
subvalvular aortic stenosis, we found that despite their
better educational level, they were more likely to be un-
employed than their healthy peers, and the difference
was statistically significant [38].
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no-4ecto 6e3paboTHM CNpPSAMO 3apaBUTE CU BPbCTHULIM
1 Tasu pasnuka e CTaTucTuyeckn sHadmma [38].

BTopu cTaguin Ha XM3HEHUSA LMKBIT HAa CEMENCTBO-
TO ro pasrnexgame cera, Tbi KaTo TOW ce crny4ysa Kora-
To nopacHano gete ¢ BCM cb3gage cemencrso. Tosum
eTan 3ano4sa, KoraTo y Mrnaausa YoBeK ce rnosiBu cTpe-
MeX [a ce OoTAenu OT PoaUTENCKOTO CU CEMEWNCTBO U
Aa cb3gage cobetBeHo. Korato ¢y HamepsiT NapTHLOP
W pellaTt ga XuBeAT KaTo CEMENCTBO UNKW Aa Ckroyat
Opak, Ha MnaguTe xopa NpecTou Aa onpeaensaT rpaHu-
LUUTE Ha CEeMEenCcTBOTO CM M [a YCTAHOBAT npasunara
3a MPOMYyCKMNMBOCT M B3aUMOZENCTBNE C Bb3pacTHUTE
— pogutenute cu. Tyk OTHOBO ce cbrbckBame ¢ goba-
BEHUSI CTPEC 1 TpeBoXHOCT oT BCM, Tbi1 kato oTaens-
HETO OT POAMTENMUTE NPY 3aBUCUMUTE, CBPBXMNPOTEKTU-
paHu geua ce criy4yBa MHOro TpyAHO, MBbYMUTESHO, a No-
HsIKOra M He ce Crny4YBa U MfagoTo CeEMENCTBO OCTaBa
HaMbMHO 3aBUCUMO M YNpPaBnsBaHO OT POAUTENCKOTO
[42, 44-45, 47-49, 51-52].

B Hawe npeaxogHo M3cneaBaHe yCTaHOBUXME, Ye
TEe3N MMagm xopa Ce XeHSAT AocTa KbCHO — cnef 26-
aTa roguHa, paxkaar CbLLO KbCHO M NpeanovmTaT aa ce
oTAajaT MbpPBO Ha KapyepHO passBuTue.

dakTop ce SABABaAT M OrpaHUYeHusiTa BbB u3nye-
CKVS1 KanauuTeT, yCeLlaHeTo 3a pa3nuyune, CTpaxbT Aa He
npegagew 3abonsiBaHETO Ha deuara cu, HeobxognmocT-
Ta OT NnaHvpaHe Ha BpemeHHOCT, n3bopa Ha Npodecus,
Cbobpa3eH ¢ hM3nYecKoTo cbCcTosiHMe. B gpyro Hawe
npoy4saHe npe3 2006 r. ycTaHOBMXME, Ye NMYHOCTHaTa
TPEBOXHOCT npu Mnagute xopa ¢ BCM e 3HaunTenHo
Nno-BUCOKa OTKOMKOTO npwu nuua 6e3 3abonasaHe OcseH
TOBA CbLLECTBYBA NpsAKa Bpb3Ka Mexay HMBOTO Ha obpa-
30BaHve, bespaboTuuara u xobutarta. Xopata C No-BUCOK
obpasoBaterneH LeH3 NpeanoymTar ga Cu CTOAT BKbLUM,
KOETO € WHAOMKaTOp 3a HapyLleHW couumanHu B3avMmo-
gencrens. CKMOHHOCTTa KbM couuMarnHa n3ornaums Bb3-
npensaTcTBa HOPMAITHOTO BKIOYBaHE M (PYHKLIMOHUPaHe
Ha mnaguTe xopa ¢ BCM 1 3atpygHsiBa HammpaHeTo Ha
NapTHLOP ¥ Cb34aBaHETO Ha CEMENCTBO.

AKO BCce Mak ce Cry4n mragusTt YoBek Ada cb3fa-
e CBoe CEMENCTBO, HEFOBOTO POAUTENCKO CEMENCTBO
HaBnu3a B crneasawms etan — Ha ,[1pasHoTo rHe3no”.
Ton 3anouBa, LWOM OEeTETO HamnycHe CEMENCTBOTO, 3a
[a cTaHe caMOCTOSTENHO nnn ga obpasyBa cBoe ce-
MencTBo. YecTto B cemencrtearta ¢ gere ¢ BCM To3m
eTan nMncea, Tbi KaTto Te3n Mragexn ca TonkoBa TsC-
HO CBbp3aHu C POAUTENCKOTO CEMENCTBO, Ye He ro Ha-
nyckar [41, 43, 46, 50].

Mo oTHOLWEHNEe Ha MocrefHnst eTan oT XU3HEHWUS
LUK — KbCEH CTagun, TOW ce CriydBa NoYTn eqHoBpe-
MEHHO C ,MPa3HOTO FHe340“ MM MMaBHO MPeMUHaBa
cnep Hero. Tyk ceMeliHUTe 4YneHoBe ce HayYaBaT Ada
XnBesT 6e3 geuara cu, a Yecto 1 6e3 NnapTHLOp, KaTo
npu cemencTeata ¢ BCM, korato geteTo e 6uno ¢ Kom-
nnekcHa mandopmMaums He € pSaKOCT paHHaTa CMbPT

The second stage of the family life cycle is consid-
ered when a grown with CHD has its own family. This
stage begins when the young person has a desire to
separate from his parental family and create his own.
When they find a partner and decide to live as a family
or get married, young people are left to set the bound-
aries of their family and to set the rules for permeability
and interaction with adult parents. Here again, we face
the added stress and anxiety of CHD, as separation
from parents independent, overprotected children is
very difficult, painful, and sometimes does not even
happen and the young family remains completely de-
pendent and managed by the old one [42, 44-45, 47-
49, 51-52].

In our previous study we found that these young
people get married quite late - after 26 years, also give
birth late and prefer to devote themselves first to career
development.

Factors such as limitations in physical capacity, the
feeling of difference, the fear of not transmitting ge-
netically the disease to the children, the need to plan
a pregnancy, the choice of profession by the physi-
cal condition are also a factor. In a previous study in
2006, we found that personal anxiety in young people
with CHD was significantly higher than in people with-
out the disease. In addition, there is a direct link be-
tween education, unemployment, and hobbies. People
with higher educational qualifications prefer to stay at
home, which is an indicator of impaired social interac-
tions. The propensity for social exclusion hinders the
normal inclusion and functioning of young people with
CHD and makes it difficult to find a partner and create
a family.

If, after all, the young man creates a family of his
own, his parents enter the next stage — the ,Empty
Nest“. It begins when the child leaves the family to be-
come independent or to start a family. It is often missing
in families with a child with CHD because these young
people are so closely connected to their parental family
that they do not leave it [41, 43, 46, 50].

The last stage of the life cycle — the late-stage oc-
curs almost simultaneously with the ,empty nest‘ or
passes smoothly after it. Here family members learn to
live without their children, and often without a partner,
as in families with CHD when the child had a severe
complex malformation, early death of the child is not
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Ha [eTeTo, KOATO cpella poauTenuTe cbe 3arybarta Ha
6GrM3bK OLle B paHHa Bb3pacT.

3AKNIOYEHUE

B 3akntoueHune, gaHHWUTe OT nperneja Ha nuTtepa-
TypaTta nokassaT, Ye BbMNPEKN U3MECTBAHETO Ha TEX-
KNTE MEOULMHCKN Mpoueaypu BCe MO-paHO B XMBOTA
Ha xopaTta ¢ BCM, Te npoabmkaBart ga okas3BaT MHO-
)KECTBO HeraTmBHM ebekTn Ha XuBoTa ¢ bonectra. Ta
noBnusaBa USNOCTHOTO PYyHKLMOHMpPaHE Ha cemenHaTa
cucTema n e HeobxoamMmo aa ce paboTu ¢ BCUYKK yrie-
HOBe Ha ceMelcTBOTO. [1pe3 nocrnegHUTe ABE rOAMHU
B YCINOBUSATA Ha CBETOBHA NaHAEMMUS NMaxme Bb3MOX-
HOCT [a BMAMM 1 Apyra cTpaHa Ha bonectTa. Ta nva u
no3nTuBeH edekT kato mnagute xopa ¢ BCM nokassat
no-ronsgma nCMxn4Ha ycTom4mMBOCT B YCIOBUS Ha CTpec
M NoBKLLEHA TPEBOXHOCT B 00LLECTBOTO. Te noHacat
MHOIO MO-NIeKO coumnanHata u3onaums, Kakto u npo-
OBIDKATENHUTE NPECTOM B KblLUM, HANOXEHW OT npa-
BUTENCTBaTa C LeNn oBrnagsiBaHe Ha CBETOBHAaTa NaH-
pemust ot COVID-19, kaTo cnogensaT, Yye 3a TaX HaAma
ocobeHa pasnvka B ToBa OTHOLWEHWe. [oBULLIEHNTE 13-
WCKBAHMSA 3@ XWUIMEHa M Mno-rongama MeXxaynuyHOCTHa
ANCTaHUMS He UM NPaBAT BrieyaTtnieHne, Tbii KaTto ToBa
e BnN13Ko A0 HauYMHa Ha XKMBOT, C KOMTO Te ca CBUKHAnNM,
nopaau xueota cn ¢ BCM.

PonaTta Ha ncuxonora n HeobxoAnMMoOCTTa OT MCU-
XOrlorM4yHa nomoll 1 paspaboTBaHe Ha nporpamu 3a
nognomMaraHe Ha ceMencTeBaTa Ha BCEKU eanH OT eTa-
MUTE Ha XMU3HEeHUS UM LMKBIT C LIEST MOHMXXaBaHe Ha He-
raTuBHUTE ePeKkTn OT CbpAEYHOTO 3abonsaBaHe u no-
BMLLABAHE Ha POAUTENCKMS UM KanaumuTeT U Bb3MOX-
HOCTW 3a NOMOLL, ca O6EKT Ha MHOXECTBO NyGnukaumm.
KomnnekcHaTa rpmxka 3a ceMencrtearta, ekunHata pa-
00oTa 1 B3aMMOAENCTBMETO MEXAY Flekapu, MCUXONo3su,
poAMTENM U AeLa € KPUTUYHO BaXKHO 3a OCUTYpsiIBAHETO
Ha paBHW Bb3MOXHOCTU 3a pa3BUTMe, Nogkpena un ak-
TUBHO coLManHo BKIoYBaHe Ha geuaTta ¢ BCM.

He e OeknapupaH KOH¢hnukm Ha uHmepecu
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