Folia Medica

Folia Medica 61(3): 384-8
DOI: 10.3897/folmed.61.e39344

tha medica

Impact of Orthopedic Surgery on Parents of
Children Affected by Cerebral Palsy:a Preliminary
Study in Greece

Assimina Tsibidaki!, Haridimos Tsibidakis?, Anastasia Tsamparli!, Doxa Kotzia®, Artemisia Panou*

I Department of Primary Education, University of the Aegean, Greece

2 Department of Orthopaedics and Ilizarov Unit, A. Manzoni Hospital, Lecco, Italy

3 Department of Paediatric Respiratory Medicine and Lung Transplantation, Great Ormond Street Hospital, United Kingdom
# Department of Orthopaedics, Pediatrics and Neuro-orthopaedics, Humanitas Research Hospital, Rozzano (Milan), Italy

Corresponding author: Artemisia Panou, Department of Orthopaedics, Pediatrics and Neuro-orthopaedics, Humanitas Research Hospital, 56 Manzoni
St., 20089 Rozzano (Milan), Italy; E-mail: artemisia.panou@humanitas.it; Tel: 00393453304077

Received: 25 Jan 2019 ¢ Accepted: 27 Feb 2019 ¢ Published: 30 Sep 2019

Citation: Tsibidaki A, Tsibidakis H, Tsamparli A, Kotzia D, Panou A. The impact of orthopedic surgery on parents of children affected by
cerebral palsy: a preliminary study in Greece. Folia Med (Plovdiv) 2019;61(3):384-8. doi: 10.3897/folmed.61.639344

Background: Cerebral palsy (CP) is a serious disorder with an important impact not only on the affected person but also on parents and
the entire family. CP children often undergo surgery with long stay hospitalization.

Aim: The aim of the study was to highlight the impact of orthopedic surgery on parents of children affected by cerebral palsy in Greece.

Materials and methods: The semi-structured interviews of 80 parents (40 fathers and 40 mothers) of nuclear and intact families were
collected. All parents were of Greek nationality, belonged to the middle socio-economic class and had at least one child affected by CP
candidate to orthopedic surgery.

Results: The majority of parents’ perception was that CP is a condition requiring special education, need for specialized services and a
medical problem that affects the entire family. Their expectations after orthopedic surgery were focused mainly on child’s healing and
hope to have a “healthy” child, while expectations from future surgery were focused on improving child’s quality of life, movement and
gait.

Conclusions: Parents of CP children have different perceptions of the clinical condition and a variety of expectations about orthopedic
surgery and its outcomes.
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INTRODUCTION

in North America and Europe.! Severe gait impairments
are the main characteristics associated to sensory, intellec-

Cerebral palsy (CP) is the most common chronic disor-
der. Although great effort was made by different Greek
researchers to determine its prevalence, no evidence has
still been found. However, prevalence in Greece seems to
range between 1.7 and 2.5 per 1000 live births as reported

tual and communication deficits and complex limitations
in self-care functions. CP is a serious disorder with a great
impact on affected persons life, family’s life, society and
public services as represents a chronic and complex condi-
tion associated to high economical healthcare costs.>® Be-
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ing parents of CP child constitutes an additional challenge
in family’s daily life and requires further skills to effectively
deal with all daily issues.**

CP children are often hospitalized during growth with
necessity of longer stays and higher levels of care than other
children without disabilities.>® Having a child with disabil-
ity in the hospital is a major source of stress for a family,
and the child’s disease and hospitalization increase the level
of anxiety and insecurity on parents.'®!! Immobility in a
non-familiar and uncomfortable environment makes par-
ents more vulnerable and the preoperative period may lead
to anxiety associated with type of surgery, potential risks
and outcomes.!! However, parents discover that they are
able to adapt and to adjust to new conditions, especially in
situations where they are well supported.®

Different orthopedic surgical treatments are usually per-
formed during growth in CP children to correct musculo-
skeletal deformities, improving gait, functional abilities, sit-
ting balance and perineal care and the perioperative period
can be very challenging.

The aim of our pilot study was to highlight the impact of
orthopedic surgery on parents of children affected by cere-
bral palsy in Greece.

MATERIALS AND METHODS

Interviews of 80 parents of CP children belonging to nucle-
ar and intact families were included in the study. Mean age
for fathers was 44.2 yrs (SD =7.6; range: 30-58 yrs) and 40
yrs for mothers (SD=7; range: 25-55 yrs). All parents were
Greek and belonged to the middle social-economic class.
Each family had at least one CP child candidate for ortho-
pedic surgery. Off 40 CP children, 24 were males (65%)
and 16 females (35%), with a mean age at surgery of 8.3 yrs
(SD=2.6; range 4-12 yrs). According to the GMFCS'? all pa-
tients were classified as GMFCS V and underwent bilateral
multilevel muscle tendon lengthening of the lower limbs at
the same hospital. GMFCS V children were included in the
study as disability is greater with other concomitant diseas-
es that make their management extremely challenging for
the entire family.

Voluntary participation, anonymity and informed writ-
ten consent were obtained and the regional Hospital's Com-
mittee for Medical Research Ethics approved the pilot study.

Individual semi-structured but focused interviews were
conducted orally during recovery for orthopedic surgery, to
ensure that all parents had the same opportunity to express
their individual perspectives and answer questions without
any distraction and/or interruption, allowing better eval-
uation of their emotional status. Parents provided basic
descriptive information about themselves, their child and
their family. Interviews were conducted using an interview
guide (constructed by researchers) that contained questions
addressing on how parents describe the CP condition, their
perceptions/expectations for each type of surgery and for
further and future need of orthopedic surgery. Examples of

questions included: “How would you describe your family?”,
“Could you describe a typical day of your family?”, “Accord-
ing to your opinion, how would you characterize the condi-
tion of CP?”, “What are your expectations after your child’s
operation?”, “What do you expect from the on-going ortho-
paedic surgery?”

The interviews lasted from 1.5 to 2 hours and were
tape-recorded. The first author transcribed verbatim and
wrote down the themes arising after reading each interview
text. The key phrases were obtained counting their frequen-
cy from the transcribed interviews and then, collected and
formulated into categories: representation/perception of
CP, perception/expectation for orthopedic surgery’s out-
come, and their expectations for further, future need of or-
thopedic surgery.

Reliability was established by an independent research-
er (family therapist) that reviewed the scripts again and
re-evaluated the themes formulated by the researchers to
ensure coherence with the scripts and to identify possible
inconsistencies and/or omissions.

The frequency of parents’ answers was recorded using
the SPSS17 software and a descriptive interpretive approach
within a pragmatic perspective was used during analysis to
obtain results.

RESULTS

Table 1 shows the parents’ perception/representation of CP
results. The majority of the parents (40%,) reported that CP
requires special education and supportive services. Charac-
teristically, a father said: “Basically, it’s a condition requiring
constant monitoring, both medical and educational, social
supportive services, which are not available in Greece”. Other
parents described CP predominately as a medical problem
that affects the entire family (28.8%) or mainly the child
(6.3%). Moreover, a mother said: “What does CP means? It
is clearly a medical problem in which you must constantly
see doctors and be in and out of hospitals and treatments”.
Furthermore, 28.7% of parents reported that CP is a very
difficult social and cultural condition created by unfriendly
environments and by the attitudes of other people outside
the family

Results of parents’ perceptions after orthopedic surgery
outcomes are reported in Table 2. The majority of these
(57.5%) perceived that surgery would change child’s life
bringing to healing and consequent change to a “healthier”
child. Additionally, 22.5% of parents reported that the aim
of surgery was to improve child’s daily living conditions,
while 17.5% considered orthopedic surgery as palliative
treatment to prevent future child’s deterioration. Only the
2.5% of the parents reported that orthopedic surgery rep-
resents one medical problem less for their child.

Results of parents’ expectations on further, future need of
orthopedic surgery are reported in Table 3. Seventy percent
reported that future orthopedic surgery is focused mainly
on improving child’s quality of life, movement and gait. A
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Table 1. Parents’ representation/perception of cerebral palsy (n: number)

Representation of cerebral palsy Father Mother Total
n % n % n %
A condition requiring special education and support services 16 20 16 20 32 40
A medical problem that affects the whole family 11 13.8 12 15 23 28.8
A social and cultural condition created by unfriendly environments
. . . 10 12.5 10 12.5 20 25
or the attitudes of other people outside the family
A medical problem that mainly affects the child 3 3.8 2 2.5 5 6.3
Table 2. Parents’ expectations after orthopedic surgery (n: number)
Expectations after each operation Father Mother Total
n % n % n %
An operation will change the child’s life and stimulate other children 22 27.5 24 30 46 57.5
An operation will improve the daily living conditions of the child 10 12.5 8 10 18 22,5
with CP
An operation constitutes a palliative care 7 8.75 7 8.75 14 17.5
An operation represents one medical problem less for the child 1 1.25 1 1.25 2 2.5
Table 3. Parents’ expectations on further, future need of orthopedic surgery outcomes (n: number)
Father Mother Total
n % n % n %
Orthopedic surgery will improve the child’s quality of life and their 28 35 28 35 56 70
movement and gait.
Orthopedic surgery will improve the conditions of child’s daily care 8 10 8 10 16 20
Orthopedic surgery is only one of the many surgeries which a child 4 5 4 5 8 10

with CP needs

mother said characteristically: “We hope that our child’s life
will change. We expect to see him improving his movement
and gait.... I believe this is the main thing”. A lower percent-
age (20%) reported that orthopedic surgery would improve
child’s daily care, while 10% affirmed that orthopedic sur-
gery is only one of the various types of surgery necessary to
be performed during child’s life.

DISCUSSION

Cerebral palsy is the most common cause of motor impair-
ment in children and, often, surgery is necessary to adjust
not only muscle-skeletal deformities caused by spasticity,
but, also other health problem requiring different profes-
sional figures of different specializations.!*!> CP children
are continuously under medical treatment and often sur-

gery is necessary during their growth and medicine, nurs-
ing and rehabilitation have an important role on CP chil-
dren management.!*!>

The long-term family impact after the birth of a disabled
child has been already described, but research on the im-
pact of orthopedic surgery on parents of cerebral palsy is
scanty. The aim of the study was to highlight the impact
of orthopedic surgery on parents of CP children in Greece
using data obtained by interviews which are a rich means of
gathering information from families!® containing questions
addressing how parents describe CP, their perception and
their expectations after orthopedic surgery.

Cerebral palsy is a unique condition experienced by the
entire family and the affected child. Our data showed that
parents mainly perceive CP as a condition that requires spe-
cial education and supportive services.

Expectations after orthopedic surgery are focused most-
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ly on the child’s healing hoping that the child would become
“healthy”, focusing on how surgery “changes his/her life ....
to become just like all other children’, improving child’s
quality of life, movement and gait. Surgery gives families
the hope of a “healthy child” which represents the main CP
parents’ desire. Parents often demonstrate unrealistic ex-
pectations expressing their hope/desire to achieve full re-
habilitation on all children’s lives levels after surgery. This
hope/desire may help parents to handle better anxiety'”, but
on the other hand increases hope and expectations for sur-
gery outcomes, which always include high risks and com-
plications. On the other hand, some parents seem to have
more realistic hopes and expectations considering ortho-
pedic surgery as a palliative care, aiming to prevent child’s
future deterioration.

According to the expectations after orthopedic surgery
our results highlighted the finding that the majority of par-
ent’s expectations are focused basically on improving child’s
quality of life, improving his/her movements and gait. Par-
ents raising a child with CP have moderate hopes and many
concerns about surgical complications and functional out-
comes. However, the hope of functional outcome is higher
and they still expect that their child will become “normal’”.
Our results suggest that child’s age at surgery seems to in-
fluence CP parents expectations as higher expectations
regarding surgical outcomes are present when CP child is
young, while in the case of older children, parents expec-
tations seem to be limited to a functional child’s mobility
improvement. Parents’ adjustment to child’s care and their
expectations during growth has already been reported
in other studies.!® Probably, over time, integration of the
moaning process caused by being parents of a CP child oc-
curs and parents begin to accept reality, focusing on the real
clinical picture, limiting their expectations on child’s func-
tional mobility improvement for his/her everyday needs.

Nowadays, parents are more familiar with orthope-
dic surgical procedures and they are well informed about
child’s medical conditions and surgical procedures. More-
over, parents show positive and optimistic attitudes in all
medical figures involved with the care and treatment of a
CP child.?»? In addition, positive perception can also be
considered as a factor that improves the effect of a child’s
disability on family balance.?!

CONCLUSION

Knowledge of the impact of orthopedic surgery on parents
of CP can provide useful recommendations/information
which can facilitate family-provider collaboration for goal
setting and intervention planning and management. Fur-
ther research is mandatory to better understand the im-
pact of different types of surgery (orthopedic and not) on
parents’ of CP children, their perception/expectations after
surgery, its outcomes and for future need of surgery.
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BBepeHue: LlepebpanbHbin napanuy (LUMM) - cepbé3Hoe 3aboneBaHue, KOTopoe
OKa3blBaeT BaxHevlee BO3AENCTBME He TOIbKO Ha NOCTpajaBLIero YenoBeKa, HO
1 Ha poautenen n BCo cemblo. [letun ¢ LN yacto nogeepraiotca onepauun ¢ anu-
TeNIbHOW rocnuTanusaymen.

Llennb: Llenb nccnefoBaHuna coctosana B TOM, YTOObl OCBETUTb BO3JeCTBME OPTO-
neamnyeckom XMpyprum Ha pogutenen aeten, cTpagaoLmx uepebpanbHbiM napa-
nn4yom B lNpeunu.

Matepuanbl n metopbl: bbiio NpoBefeHO NONYCTPYKTYPUPOBAHHOE MHTEPBbLIO
¢ 80 pogutenamu (40 otuamu 1 40 matepsaMn) M3 6a30BbIX U 30OPOBLIX CEMEN.
Bce poauTtenn 6binn rpeyeckoro NPOUCXOXKAEHUA, NPUHAZeXann K cpegHemy
COLMANbHO-3KOHOMMYECKOMY KJlacCy 1 MMeNu no KpamHen mepe OfHOro pebéx-
Ka, cTpagatowero LM, KoTopbln ABAANCA KaHAWAATOM Ha OpTOMeAUYecKylo one-
pauuto.

Pesynbratbi: bonbwmnHCTBO poguTtenert noHumanu, yto LM - 3To coctoAHwme, Tpe-
GyioLlee cneuunanbHOM NOArOTOBKM, HEOOXOAMMOCTb CreunanbHbIX YCIyr U Me-
AVUMHCKasa npobnema, 3aTparusaiowas BCo ceMbio. X oxupaHua nocne opTo-
neanyeckon onepaunn Gbin CocpeaoToUeHbl MaBHbIM 06PAa30M Ha UCLENEeHNN
pebEHKa 1 Ha HageXxae UMEeTb «340POBOro pebéHKa», B TO BPEMSA KaK OXKnaaHuA
B OTHOLLEHWM ByayLlen onepauum 6611 CoCpefoToUEHbI Ha YNyULIEeHUN KayecTBa
XKWU3HK, ABUraTENbHBIX GYHKLMI 1 NoXoaKu pebéHka.

BoiBopgbi: Poautenn geteid ¢ LN umeloT pa3sHble npeAcTaBneHmsa o KINMHNYECKOM
COCTOSAIHWM 1 Pa3Hble OXMAAHUA B OTHOLLEHMN OpTONefNYeCcKon Xupyprum n eé
pe3ynbTaTos.
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