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Oz

Amagc: Calismanin amaci engelli ¢ocuklarin bakimverenlerinin, ¢ocuklarinin hastaligi, fizyoterapi ve spor
aktiviteleri hakkindaki farkindalik diizeylerini belirlemekti.

Gere¢ ve Yontem: Caligmaya yag ortalamasi 6,50+5,29 olan, Serebral Palsi (SP), Spina Bifida (SB), Down
Sendromu (DS), Muskiiler Distrofi (MD) tanili ¢ocuklarin bakimverenleri (n= 65) dahil edildi. Bakimverenlere
aragtirmacilar tarafindan hazirlanan hastalik gruplarma 6zgii, ¢coktan segmeli 12 sorudan olusan ‘Hastalik,
Fizyoterapi ve Spor Farkindalik Anketi’ yapildi.

Bulgular: Calismaya katilan yas ortalamasi 34,43+10,16 olan bakimverenlerin (n=65) %83’ii anne, %4,6’s1 baba,
%4,6’s1 kardes, %7,7’si ise diger kisilerden olustu. Hastalik taniminin DS’lu grupta %92,9, SP’li grupta % 63,6,
SB’da %85,7, MD’de %72,7 oraninda dogru yapildigi bulundu. SB’da duyu problemlerinin ise %26,7 oraninda
bilindigi saptandi. Fizyoterapi icerigi agisindan DS’lu grupta %85,7, SP’de %62,5, SB’da %40, MD’de %45,5
oraninda dogru bilgiye sahip olundugu saptandi. Bakimverenlerin engel gruplarina gére spor katilimi yapabilme
yanitlar karsilastirildiginda gruplar arasinda anlamli fark bulunmadi (p>0,05). DS’lu ¢ocuklarin bakimverenlerin
%92,9unun, SP’lilerin %75’1, MD’lerin %58,3’1i, SB’lilarin %92,9’u ¢ocuklarinin spor yapabilecegini ifade etti.
Sonug¢: Tiim bakimverenlerin sporun ¢ocuklarinin genel iyilik hali, motivasyon ve fiziksel kapasite artis1 agisindan
olumlu etkilenecegini diisiindiigii bulundu. Engelli gocuklarin bakimverenlerinin hastalik farkindalik diizeylerinin
ve spor aktiviteleri ile ilgili fikirlerinin iyi diizeyde oldugu fakat yeterli olmadig1 saptansa da, fizyoterapi siireci
hakkindaki bilgi diizeylerinin arttirilmasi gerektigi gériisiine varildi.
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Abstract

Objective: The aim of the study was to determine the awareness levels of caregivers of disabled children about
their child's illness, physiotherapy, and sports activities.

Materials and Methods: Caregivers (n=65) of children with a mean age of 6,50+5,29 diagnosed with cerebral
palsy (CP), spina bifida (SD), Down syndrome (DS), and muscular dystrophy (MD) were included in the study.
The ‘Disease, Physiotherapy, and Sports Awareness Questionnaire’ consisting of 12 multiple-choice questions
specific to disease groups was applied.

Results: Of the caregivers (n=65) with a mean age of 34.43+10.16 who participated in the study (83% mothers,
4.6% fathers, 4.6% siblings, and 7.7% others). The definition of the disease was made correctly at 92.9% in the
DS, 63.6% in the CP, 85.7% in the SB, and 72.7% in the MD group. Sensory problems in SB were known at a rate
of 26.7%. 85.7% of the DS, 62.5% of the CP, 40% of the SB, and 45.5% of the MD group had accurate information
in terms of physiotherapy content. There was no significant difference between the groups (p>0.05) when
caregivers’ responses about participation in sports activities were compared according to disability groups. Of
caregivers for children with DS, 92.9%, 75% of CP, 58.3% of MD, and 92.9% of SB stated that their children
could do sports.

Conclusions: All caregivers thought that sports would positively affect their children's general well-being,
motivation, and increase in physical capacity. Although it was identified that the disease awareness levels of
caregivers for children with disabilities and their ideas about sports activities were at a good level.

Keywords: Children with disabilities, Caregiver, Physiotherapy, Sports, Awareness
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Introduction

Disability is a general term that includes disorder, activity limitation, and participation
restriction. Disability defines the outcome of the interaction between a health condition and the
environmental and personal factors in which the person with this health condition is present.
According to the International Classification of Functioning, Disability and Health (ICF),
disability is a complex and multidimensional phenomenon (Rom Perenboom& Astrid Chorus,
2003; Karande et al., 2008). The impact of both individual characteristics and social factors is
essential for understanding the disability and performing the correct interventions (Karande et
al., 2008).

Disability is a condition that impacts not only the child but also the whole family and
caregivers in terms of physical, emotional, and social expectations. Having a disabled child
creates considerable challenges for families in their social environment, lifestyles,
psychological health, business life, relationships with the family and financial situation
(Basaran et al., 2013; Beaton et al., 2000; Costa & Pinto-Gouveia, 2013; Schneidert et al.,
2003). In this respect, all caregivers develop numerous coping strategies. Developing these
strategies begins with knowledge about the disease and therapy period well. In addition, the
knowledge of caregivers about physiotherapy and rehabilitation approaches and sports
activities that their children can participate in, positively affects the participation parameters of
both caregivers and children. Also cultural and ethnic factors are among the factors determining
the adaptation of families (Kim et al., 2021).

Family has a fundamental role in the development and support of disabled children (Kim
etal., 2021). It is easier for families to seek government and social support services when they
are more aware of their children's status, sufficiency, or shortcomings. So reducing the levels
of despondency among families may get easier (Jensen et al., 2014). Hence, it is necessary to
assess the awareness of the social integration of individuals with disabilities. These assesments
can provide information for healthcare professionals to perform necessary interventions
(Beaton et al., 2000). It is important for them to know what extent parents are familiar with
physical education and sports and at what level they directly or indirectly affect their children's
physical, mental, psychological, and social development in terms of directing children with
disabilities, who maintain their lives more or less dependently, to sports activities (Devereux et
al., 2015).

Family-centered approaches are currently known as the most successful therapy models
in terms of physiotherapy and rehabilitation of disabled children (Konukbay & Arslan, 2015)..

Since the family is known to be of great importance in terms of ensuring the child’s active
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participation in life (Konukbay & Arslan, 2015). Therefore, the success of rehabilitation
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depends on providing family interaction, identifying and supporting their needs and problems.
It has been observed that studies generally emphasize the inadequacy of physical activity and
sports participation levels of children with disabilities, or focus on increasing the level of
consciousness by providing training on physiotherapy (Karande et al., 2008; Martin Ginis et
al., 2016). However, as far as is known, no studies have been found comparing the disease,
physiotherapy and sports awareness levels of caregivers in children from different disabled
populations. Recent studies has emphasized indivudual psychological factors (negative
emotions, attitudes, selfperceptions, and behaviour change strategies), support for interpersonal
factors (social support; others’ attitudes toward people with disabilities, knowledge of people
within institutions; rehabilitation processes; design and construction of public buildings; and
program factors, products and technology for recreational activities) were frequently related to
inadequate physical activity participation for disabled children (Martin Ginis et al., 2016).
Gender, family income, and household structure, financial burden and lack of opportunities
were noted as the leading barriers to physical activities (Memari et al., 2015). Studies shown
that parents’ priorities for their children and youth with cerebral palsy differed depending on
age and gross motor function level; however, the most frequent priority for all age groups was
daily activities (Chiarello et al., 2010). One of the studies about the physiotherapy knowledge
of disabled children, determined that mothers were aware of the benefits of therapy and and
how crucial it was for it to continue at home (Domenech et al., 2016). Read et al.'s study
revealed that the siblings of children who have been diagnosed with DMD learn more about the
disease from their parents (Read et al., 2011).

Studies have indicated that despite the success of sports and paralympic programs for
children with disabilities, opportunities to participate in physical activity, exercise or
competitive sports are limited (Carbone et al., 2021). The barriers to participation are child,
family, social barriers and inadequate advocacy at the local, state and federal levels (Carbone
et al., 2021). Studies have shown that parents' physiotherapy and occupational therapy goals;
demonstrated that movement for functionality, physical health and fitness, happiness by
increasing acceptability by others, and therapy should be balanced with the needs of daily life
and facilitate responsibility or role change (Wiart et al., 2010). In this respect, the aim of the
present study is to determine the awareness levels of caregivers for children with disabilities
about their participation in sports activities by identifying their levels of knowledge about their

children’s disease and physiotherapy processes.
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Materials And Methods

Research Design and Subjects

The current research is a qualitative survey study. This survey study was consisted of
the Disease, Physiotherapy, and Sports Awareness Questionnaire. This questionnaire was
prepared by the two experienced pediatric physiotherapists (PTs) and one sports’ PT at least 5
years experienced. Only three themes were selected for the questions. The questions was
designed with the interview of the partners’s of rehabilitation centers. Partners gave information
about having difficulties for orienting families for these themes. The themes were selected
according to the caregivers’ awareness of the disease, physiotherapy and sports activities and
the children’s mobility levels. The study was carried out with the six rehabilitation centers
determined in Gaziantep between April and August 2019. In this context, face-to-face
interviews were conducted with 65 caregivers. Data were collected through face-to-face
interviews based on guideline questions in a multiple-choice questionnaire about the level of
understanding of the role, effectiveness, and different physiotherapy modalities of
physiotherapy in the treatment of children with CP, awareness of sports activities apart from
outpatient treatment. All interviews were recorded and analyzed. The study was conducted with
caregivers (n= 65) of children with a mean age of 6.50+5.29 years, diagnosed with cerebral
palsy (CP), spina bifida (SD), Down syndrome (DS), and muscular dystrophy (MD) and having
active therapy in rehabilitation centers. The children participating in the study had the
independent mobility of daily living transfer activities, also they could walk independently with
an mobility aid or independently. Caregivers of children who lives in Gaziantep, diagnosed
with SB, DS, MD, and CP, with the GMFCS (Gross Motor Function Classification System)
level I-1V and aged 4-20 years who voluntarily participated in the study were included in the
research. Caregivers who diagnosed by mental disorder were excluded. All caregivers signed
the informed consent form.
Measurements

The ‘Disease, Physiotherapy and Sports Awareness Questionnaire’ was applied to
caregivers of disabled children. The demographic information of caregivers and children was
recorded. This questionnaire consisted of 12 multiple-choice questions about the disease,
physiotherapy, and sports specific to each disease group. Questionnaires were applied by the
researchers to all parents through face-to-face interviews. The survey design was adapted from
Karende et al.’s study for CP children to other disabled children (Karande et al., 2008). The

survey was piloted by several pediatric PTs, and the partners of rehabilitation centers external
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to the research team, to ensure understanding of the text by caregivers. The final version of the
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questionnaire was created by the researchers according to these interviews.

Approval for the research was received the Clinical Research Ethics Committee of
SANKO University (2019/03-17). The study was performed in accordance with the
Declaration of Helsinki. The clinical trial number is NCT05228405.

Statistical Analysis

IBM SPSS 24 package program was used for statistical analyses (SPSS Inc., Chicago,
IL, USA). When the power analysis was performed with alpha: 0.05, power: 0.80 in the G-
Power program using the pre-training Parental Responses to Questionnaire averages in the
Questionnaire according to Karande et al.’s studies, it was calculated as at least 12 people for
each group. (Karande et al., 2008). The conformity of the data to the normal distribution was
tested by the Shaphiro-Wilk test. Mean and standard deviation values were given for
continuous variables as descriptive statistics. Frequency and percentage values were calculated
for qualitative variables. The chi-square test was used for group comparisons of qualitative
variables. P value <0.05 was accepted as statistically significant.

Results

Of the caregivers participating in the study with a mean age of 34.43+10.16 (n=65), 83%
were mothers, 4.6% were fathers, 4.6% were siblings, and 7.7% were other people. The
children’s mean age was 6.50+5.29, and their physiotherapy duration was 6.68+7.06. Table 1
contains all other sociodemographic characteristics of caregivers and children. Of 92.9%,
caregivers for children with DS, 75% of caregivers for children with CP, 58.3% of caregivers
for children with MD, and 92.9% of caregivers for children with SB stated that their children
could do sports. No significant difference was found between the groups upon comparing
responses about participation in sports activities according to the disease groups (p>0.05)
(Table 2).
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Table 1. Demographics of the children and caregivers

Caregivers n (%) (n=65)

Mother 54 (83.1)
Father 3 (4.6)
Siblings 3 (4.6)
Other 5 (7.7)

Caregivers’ Sex n (%)

Male 7 (10.8)
Female 58 (89.2)

Caregivers’ Occupation n (%0)

Housewife 58 (73.8)
Working 7 (10.8)

Caregivers’ Education n (%0)

None 3 (4.6)
Primary School 25 (38.5)
Secondary School 17 (26.2)
High School 16 (24.6)
Bachelor’ Degree 4 (6.2)

Caregivers’ Marital Status

Married 58 (89.2)
Single 6 (9.2)
Divorcee 1 (1.5)

Caregivers’ Income Level

less than expenses 28 (43.1)
income equals expense 29 (44.6)
more than expense 8 (12.3)

Number of the children of the
Caregivers’

None 2 (3.1)
One children 2 (3.1)
Two children 18 (27.7)
>Two children 43 (66.1)

Children Sex n (%)

Male 36 (55.4)
Female 29 (44.6)

Disability classification n (%)
(n=65)

Down Syndrome 14 (21.5)
Cerebral Palsy 24 (36.9)
Muscular Dystrophy 12 (18.5)
Spina Bifida 15 (23.1)

Comorbidities n (%)

Yes 22 (33.85)
No 43 (66.15)

Comorbidity type n (%)

Heart 4 (6.2)
Hearing 2 (3.1)
Vision 7 (10.8)
Other 9 (13.8)

Previous Surgery n (%)

Orthopedic 8 (12.3)
Brain and Spinal Cord 10 (15.4)
Heart 1 (1.5)
Other 2 (3.1)

PT Frequency n (%)

One day per week 7 (10.8)
2 days per week 52 (80)
5 days per week 6 (9.2)

Mean+SD (min-max)

Children’s age (year) 6.50+5.29 (4-20)
Children’s weight 23.77+20.28 (7-90)
Children’s height 109.12+34.36 (60-177)

Caregivers’ age

34.43+10.16 (14-63)

Caregivers’ weight

65.78+10.42 (45-90)

Caregivers’height

160.67+16.22 (63-180)

Children’s PT duration from birth

6.68+7.06 (0.5-20)

n: Number, %: Percent, PT: Physiotherapy
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Yes (n/%) No (n/%) Don’t know Total (n)  p degeri
(n/%)
DS 13 1 0 14
%92,9 %7.1 %0
CP 18 3 3 24
%75 %12.5 %12.5
MD 7 4 1 12
%58.3 %33.3 %8.3 0.182
SB 13 1 0 14
%92.9 %7.1 %0
Total (n) 51 9 4 64
%79.7 %14.1 %6.3

Table 2. Comparison of responses to sports participation according to disease groups
*p<0.05, n: Number, %: Percent, DS: Down Syndrome, CP: Cerebral Palsy, MD: Muscular Dystrophy, SB:

Spina Bifida

Of caregivers for children with DS, 92.9% defined the disease correctly, 21.5% found
physiotherapy beneficial, 71.4% indicated immediately after birth as the age of onset of
physiotherapy, 85% indicated the purpose of physiotherapy correctly, 21.4% stated health
problems as cardiac disease, 14.3% as orthopedic problems, and 64.3% as all. It was found that
85.7% of caregivers for children with DS had correct information about the content of the
physiotherapy program. It was seen that 7.1% of caregivers for children with DS thought their
children could participate in Boccia, 7.1% in horse riding, and 85.7% in all sports branches. In
terms of determining the disability type, 14.3% of the caregivers gave correct answers, and
57.1% thought that their child did not have a disability (Table 3).

Of caregivers for children with DS, 92.9% defined the disease correctly, 21.5% found
physiotherapy beneficial, 71.4% indicated immediately after birth as the age of onset of
physiotherapy, 85% indicated the purpose of physiotherapy correctly, 21.4% stated health
problems as cardiac disease, 14.3% as orthopedic problems, and 64.3% as all. It was found that
85.7% of caregivers for children with DS had correct information about the content of the
physiotherapy program. It was seen that 7.1% of caregivers for children with DS thought heir
children could participate in Boccia, 7.1% in horse riding, and 85.7% in all sports branches. In
terms of determining the disability type, 14.3% of the caregivers gave correct answers, and
57.1% thought that their child did not have a disability (Table 3).
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Table 3. Questionnaire used for the Down Syndrome Children Interview

Questions Answers n (%)

1. Which of the following is true for Occurs after high fever 0 (0)

Down syndrome? Disease related to chromosomes 13 (92.9)
Occurs in people with jaundice after birth 1(7.1)
There is extreme stiffness in the joints 0 (0)

2. Do you think physical therapy is Yes 14 (21.5)
beneficial for individuals with Down No 51 (78.5)
syndrome?

3. When should the physiotherapy immediately after birth 10 (71.4)
program start in individuals with after 2 years 3 3(21.4)
Down syndrome? After puberty 1(7.1)

Immediately after starting to speak 0 (0)

4. In your opinion, which one is true The arms and legs are moved regularly in the supine 0 (0)
about the physical therapy program position.
applied to individuals with Down The muscles should be lengthened by stretching the 1 (7.1)
syndrome? arms and legs while lying on the back regularly.

In order to accelerate normal motor development, 11 (85.7)
sitting, kneeling, standing up and walking exercises

should be done with active participation.

It should swing regularly on the swing and on the 2(14.3)
ball.

5. Which of the following health Heart diseases 3(21.4)
problems do individuals with Down  Qpesity 0(0)
syndrome have? Orthopedic problems 2 (14.3)

All 9 (64.3)

6. Can individuals with Down syndrome Yes 13 (92.9)
participate in any sports activities No 1(7.1)
other than physiotherapy?

7. What sports can individuals with Swimming 0 (0)
Down Syndrome do? Football 0(0)

Boccia (game similar to bowling) 1(7.1)
Shooting 0(0)
Horseback riding (equestrian/hipotherapy) 1(7.1)
table tennis 0 (0)

All 12 (85.7)
Swimming 0(0)

8. Can individuals with Down syndrome Yes 12 (85.7)
have a job? No 2 (14.3)

9. What kind of disability do you think Mental disability 2 (14.3)
Down syndrome is? Physical disability 1(7.1)

I don't think he has a disability 8 (57.1)
I think he has both mental and physical disabilities 2(14.3)
I think they are autistic 1(7.1)

10. Which of the following is not a curly hair 12 (85.7)
physical characteristic of Down \ide forehead 0 (0)
syndrome? Nape thickness more than 1(7.1)

Flat nose 1(7.1)

11. Can Down syndrome be diagnosed Yes 12 (85.7)
before birth? No 2(3.1)

12. Which methods are used in the Ultrasound 0 (0)
prenatal  diagnosis of  Down Dauble test 1(7.1)
syndrome? Triple test 0(0)

All 13 (92.9)
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Of caregivers for children with CP, 63.6% knew the disease definition correctly, 70.8%
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gave correct answers for the accompanying diseases, and 62.5% answered correctly about the
content of the physiotherapy program. It was found that 62.5% of the caregivers thought that
sports activities could contribute to children in terms of social support, motivation, and
disciplined working skills in terms of gains. The caregivers indicated 26.1% of the
physiotherapy and rehabilitation methods as sensory integration therapy, 4.3% as aquatherapy,
13% as manual or suit therapy, and 8.7% as neurodevelopmental therapy (NDT). Of the
caregivers, 47.8% stated that their children could participate in swimming, 13% in gymnastics,
and 13.8% in all of them (Table 4).

Among the caregivers, it was observed that the disease diagnosis was made correctly
only at a rate of 26.7% in children diagnosed with SB. It was revealed that 26.7% of caregivers
for children with SB stated that their children could prefer swimming, 13.3% could prefer
Boccia, shooting, or horse riding, and 26.7% could do all of them. All caregivers agreed that
46.7% of the children could improve on issues such as motivation, communication, and physical
capacity increase by participating in sports activities. Of the caregivers, 85.7% correctly
determined the comprehensive definition of SB. In terms of physiotherapy, 33.3% of the
caregivers thought that hippotherapy, 26.7% suit therapy, 26.7% taping, and 13.3% thought that
sensory integration therapy would not be applied. The caregivers thought that sports activities
could improve social support, motivation, and diciplined working abilities in 53.3% of these
children (Table 5).

Among caregivers for children diagnosed with MD, 72.7% made the disease definition
correctly, 45.5% thought that the disease progressed slowly but it progressed rapidly in the
cardiac muscle, and 36.4% thought that the diseases displayed different severity in each child.
Concerning physiotherapy practices, 36.4% of the caregivers stated that their children could do
resistance exercises, 18.2% electrotherapy, 9.1% aquatherapy, and 36.4% pilates. Of the
caregivers, 6.7% stated that exercise, 25% electrotherapy, and 16.7% respiratory rehabilitation
was not one of the physiotherapy approaches. The caregivers thought that with sports, their
children’s general well-being would increase by 16.7%, physical capacity would increase by
25%, and 58.3% thought that their children would be positively impacted in every aspect. The
caregivers agreed that their children required attention in terms of fatigue at a rate of 45.5% in

sports activities (Table 6).
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Table 4. Questionnaire used for the Cerebral Palsy Children Interview

Questions Answers n (%)
1.  Which of the following is true for cerebral It is a non-progressive disease of the brain, in which 3(13.6)
palsy? movements and posture (body shape and alignment)
cannot be changed
It is a progressive disease of the brain, movements and 2(9.1)
posture may change
It is a non-progressive disease of the brain, movements 14 (63.6)
and posture may change
It is a progressive muscle disease, movements and 3(13.6)
posture may change.
2. Which of the following does not Gait disorders 2 (8.3)
accompany cerebral palsy? Balance problems 2 (8.3)
Bone fractures 17 (70.8)
Difficulty in movements 3(12.5)
3. Which of the following should be Exercises to increase balance 1(20.8)
included in the physiotherapy program Hippotherapy 1(4.2)
for cerebral palsy? Muscle strengthening exercises 1(4.2)
Orthosis 1(4.2)
Standing Table 2(3.1)
All 15 (62.5)
4. Can individuals with cerebral palsy Yes 18 (75)
participate in sports activities? No 3(12.5)
I don't know 3(12.5)
5. What do you think with which of the Social support 4 (16.7)
following characteristics sports can Motivation 4 (16.7)
provide children with cerebral palsy? Disciplined work 1(4.2)
All 15 (62.5)
6. In your opinion, which of the following Communication problems 5(21.7)
does not accompany cerebral palsy? Behavioral disorders 1(4.3)
Seizures 2(8.7)
All 8(34.8)
7. Do you think siblings of children with Yes definitely 2(8.7)
cerebral palsy may also have the same Maybe 6(26.1)
disease? No it won't 10 (43.5)
I don't know 5(21.7)
8. When do you think treatment should as soon as diagnosed 18 (78.3)
start in individuals with cerebral palsy?
Medication is sufficient 2(8.7)
after puberty 3 (4.6)
when physical losses begin 3 (4.6)
9. Which of the following is not a disorder Diabetes 0(0)
that can accompany cerebral palsy? Mental retardation (intelligence problems) 2(9.5)
Epilepsy (Seizure) 0(0)
Visual disturbances 2 (9.5
Hip dislocation 1(4.8)
Joint stiffness 1(4.8)
10. Which of the following is one of the Sensory integration therapy 6(26.1)
physiotherapy and rehabilitation  Aquatherapy 1(4.3)
practices in children with cerebral palsy?  Space therapy 3(13)
Bobath therapy (Neurodevelopmental Therapy-NDT) 2(8.7)
Manual therapy 3(13)
All 8(34.8)
11. Which sports do you think children with  Swimming 11 (47.8)
cerebral palsy can participate in? Gymnastics 3(13)
Tennis 0(0)
Can join all 9 (13.8)
12. In your opinion, what can children with  There is an increase in general well-being 2(8.7)
cerebral palsy achieve by participating in  There is an increase in physical capacity 5 (21.7)
sports? Increasing communication skills 0 (0)
Increased fatigue 0(0)
All 16 (69.6)

n: Number, %: Percent
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Table 5. Questionnaire used for the Spina Bifida Children Interview

Questions Answers n (%)
1. Which of the following is true for the There is a risk of osteoporosis 0(0)
diagnosis of spina bifida? There may be neurological findings (loss of sensation, loss 4 (26.7)
of muscle strength, urinary problems, etc.)
There is a risk of hip dislocation 7 (46.7)
All 4(6.2)
2. Which of the following is incorrect for Squint eye (strabismus..etc) 2 (15.4)
shynt prqblems in children using shuntsin —\/omiting 2 (15.4)
spina bifida? Headache 3(23.1)
Frequent falls 6 (46.2)
3. What sports can children with spina Swimming 4 (26.7)
bifida do? Football 1(6.7)
Boccia 2 (13.3)
Shooting 2 (13.3)
Horse Riding 2 (13.3)
All 4(26.7)
4.  What can be achieved by participating in  General well-being 4 (26.7)
sports in spina bifida? Increase in physical capacity 3(20)
Increasing communication skills 1(6.7)
All 7 (46.7)
5. Do children with spina bifida have sensory  No 4 (26.7)
problems (loss of sensation)? Can be in some cases 4(26.7)
Yes 5(7.7)
I don't know 2(3.1)
6. Can children with spina bifida participate  Yes 13 (92.9)
in various sports activities? No 1(1.5)
I don't know 0 (0)
7. Which of the following is a risk factor for  Folic acid deficiency 12 (80)
spina bifida? Genetic predisposition 0(0)
Diabetes in pregnancy 0 (0)
All 3(4.6)
8. Which of the following is not true for There is a risk of infection 4 (26.7)
children with spina bifida who have open  gyrgical intervention should not be delayed 2 (13.3)
wounds? Wound cleaning is important 1(6.7)
The injured part should be covered with taping 8 (53.3)
9. Which of the following is correct for the It is a bone deformity that occurs in the womb 3(21.4)
comprehensive definition of spina bifida? — outward herniation in the lumbar region 5 (35.7)
It is the closure problem of the central nervous system 4 (85.7)
(brain and spinal cord) that occurs in the mother's womb
Infection of the spine 2 (14.3)
10. Which of the following physiotherapy Hippotherapy 5(33.3)
approache_s is_ not qsed _for Sensory syt therapy 4(26.7)
problems in children with spina bifida? Taping 4(26.7)
Sensory integration therapy 2 (13.3)
11. Which of the following physiotherapy Aquatherapy 7 (46.7)
approaches should not be performed in  Bajance-coordination exercises 1(6.7)
S\tlollljdnlg:’?WIth spina bifida who have open Capturing _normal motor development and muscle 6 (40)
’ strengthening
Sensory integrity training 1(6.7)
12. In your opinion, with which of the Social support 3 (20)
folloyving chgracteris_tics can  sports Motivation 2 (33.3)
E:’fc;(\j/;q?e especially children with spina Disciplined work 2 (133)
All 8 (53.3)

n: Number, %: Percent
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Table 6. Questionnaire used for the Muscular Dystrophy Children Interview

Questions Answers n (%)

1.  Which of the following is true for the It is a progressive disease of the heart muscle 1(9.1)
definition of muscle diseases? It is a non-progressive disease of the heart muscle 1(9.1)

Itis a progressive disease of skeletal muscles 8 (72.7)
It is a non-progressive disease of skeletal muscles 1(9.1)

2. Which of the following is true about It is a severe progressive disease 0 (0)

the progression of muscle diseases? It progresses slowly, progresses rapidly in the heart 5 (45.5)
muscle
The disease progresses slowly in the heart, 2 (18.2)
progresses rapidly in the skeletal muscle
The disease shows different severity of weakness in 4 (36.4)
each child

3. Which of the following can primarily Cardiac involvement 5 (55.6)
accompany muscle diseases? Kidney involvement 0(0)

Lung involvement 0(0)
All 4 (44.4)

4.  Which of the following is a problem All 4(33.3)
that can cause limitations in muscle Perceptual problems 0(0)
diseases? Gait problems 7 (58.3)

Respiratory problems 1(8.3)

5. Which of the following is not a Electrical stimulation 2 (18.2)
physical therapy practice for muscle In-water applications 1(9.1)
diseases? Resistance exercises 4 (36.4)

Pilates 4 (36.4)

6. What can cause decreased mobility in  Obesity 4(36.4)

muscle diseases? Osteoporosis (bone loss) 0(0)
Decreased general well-being 4(36.4)
All 3(27.3)

7. Which of the following is not a Decubit ulsers 1 (10)
secondary problem that may occur in  Osteoporosis (bone loss) 3(30)
wheelchair or bed-bound muscle Scoliosis (curvature of the spine) 1 (10)
disease patients? Swallowing problems 5 (50)

8. Which of the following is not a Exercise program 2 (16.7)
physical therapy practice for muscle Electrical stimulation 3 (25)
disease patients? Diet program 5(41.7)

Respiration exercises 2 (16.7)

9. In your opinion, can your child with Yes 7 (58.3)
muscle disease participate in sports?  No 4 (33.3)

I don't know 1 (8.3)

10. What do you think your child with Increasing general well-being 2 (16.7)
muscle disease can achieve by Increasing physical capacity 3(25)
participating in sports? Improving communication skills 0 (0)

All 7 (58.3)

11. Which of the following problems Respiratory problems 0 (0)
should children with muscle diseases Rapid fatigue 5 (45.5)
pay attention to in sports? Joint and muscle problems 0(0)

All 6 (54.5)

12. Which of the following sports should Weightlifting 11 (100)

be excluded in muscle diseases? Gymnastics 0 (0)

Swimming 0 (0)
table tennis 0 (0)

n: Number, %: Percent
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Discussion

The present research is the first study in Turkey that investigates the knowledge and
familiarity of primary caregivers about the disease, physiotherapy, and sports activities in
different disability groups. This study found that primary caregivers with DS, CP, SB, and MD
in Turkey have knowledge about disease. However, caregivers for children with DS had the
highest level of awareness about the diagnosis, followed by caregivers with MD and CP,
whereas knowledge with the diagnosis was low in caregivers for children with SB. When
caregivers with SB were questioned in terms of detailed prenatal identification, it was revealed
that knowledge increased. The correct definition about physiotherapy and rehabilitation
approaches were high in the groups receiving physiotherapy for at least 5 years, except for
caregivers of the MD group. However, only low percentage of caregivers with DS found
physiotherapy beneficial. It was determined that the highest level of knowledge in terms of
physiotherapy content was in caregivers for children with DS, CP, SB, and MD, respectively.
It was seen that over half of caregivers' responses about their children's ability to participate in
sports activities were positive in all groups. It was observed that 75% of the caregivers, other
than those for children with MD, thought that their children could easily participate in sports.
Moreover, all caregivers thought that sports activities would increase motivation,
communication, disciplined working skills, and physical capacity in these children. Domenech
et al. stated that physiotherapy was perceived positively and mothers of children with CP cared
about and had knowledge about physiotherapy by emphasizing that it provided physical,
psychological, and social improvements in their children. The researchers also determined that
mothers were aware of the benefits of therapy and and how crucial it was for it to continue at
home (Domenech et al., 2016). Fereday et al. revealed that parents of children with chronic
diseases such as cystic fibrosis and asthma had a good level of knowledge about the disease and
they thought that their children's diseases did not adversely affect their participation in physical
activity and sports (Fereday et al., 2009). In this study, parents stated that planning and
structuring activities required attention to maximize their children's participation in physical
activity and minimize possible complications that might arise from their diseases (Fereday et
al., 2009). Parents in this study emphasized to the importance of being physically active with
other children to promote normality, not just for the health benefits of physical activity. Due to
these beliefs, it was observed that they actively encouraged their children to participate in
physical activities and competitive sports (Fereday et al., 2009). Parental attitude is the most

important factor influencing the belief in physical activity participation of children (Pianosi &
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Davis, 2004). This finding was supported by the study by Lang et al. showing that when parents
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of children with asthma believed that exercise could relieve asthma, their children were more
active (Lang et al., 2004).

Webb emphasized the importance of trusting parents in his study on families of
individuals with Duchenne MD (DMD). This study stressed that it was difficult for parents to
be knowledgeable. The researcher argued that the knowledge level of parents increased over
time. It was indicated that parents shared information with experts on DMD and its outcomes
to empower all patients (Webb, 2005). In the same study, it was stated that the first issue parents
dealt with was the diagnosis process (Webb, 2005). It is thought that parents' acceptance of the
diagnosis enables them to develop effective coping methods (Webb, 2005). There is a growing
recognition in the literature that children need information and support to help them create
personal and social meaning for illness and death. It is claimed that enabling children to
assimilate disease knowledge ensures that they cope better and can reduce anxiety (Forrest et
al., 2006; Scott et al., 2003). The study by Read et al. revealed that siblings of children
diagnosed with DMD learned more about DMD from their parents over time in accordance with
the evolving nature of the disease and the level of knowledge of siblings was variable (Read et
al., 2011). Although the number of parents participating in our study was high, the disease
knowledge levels of mothers were found to be quite high in the MD, DS, and CP groups, except
SB. These results suggested that the disease knowledge levels of caregivers for children with
SB should be increased.

Fereday et al. determined that participation in physical activity could not be prevented
by a chronic disease (Fereday et al., 2009). In this study, the researchers revealed that children
had beliefs and perceptions that they could 'do anything' that their peers did in relation to
physical activity and parents had motivations that they ‘would do anything' to make it happen
(Fereday et al., 2009). In our study, caregivers thought that disability could not prevent their
children from doing any sports. Therefore, if social policies to direct children with disabilities
to sports are increased, it is suggested that caregivers in Turkey would not prevent their children
from doing sports and families could support their children.

The study by Meldrum et al. revealed that although most families received genetic
counseling, their genetic knowledge of spinal muscular atrophy (SMA) was highly variable.
This study determined that most families received counseling from neurologists. However, it
was reported that a consistent approach was required to facilitate how and when genetic

counseling was received by families (Meldrum et al., 2007). Our study identified that caregivers
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for children with MD and DS had good knowledge about the genetic transmission of the disease
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(Meldrum et al., 2007). This demonstrated that the genetic knowledge and awareness levels of
caregivers could vary in different muscle diseases and disability conditions. It is thought that
these results may vary due to the small number of studies conducted with caregivers with MD.

Jobling et al. determined that although the majority of young people with DS had some
awareness of basic hygiene, these behaviors were not yet at a level that they could realize
without parental support (Jobling & Cuskelly, 2006). Furthermore, it was observed that the
knowledge levels about substance use, exercise, and healthy nutrition were poor in young
people with DS. Hence, it was revealed that individuals with DS had poor knowledge of most
aspects of health (Jobling & Cuskelly, 2006). Our study examined the awareness levels of
caregivers about their children’s disease, sports, and physiotherapy. It was concluded that,
unlike children, parents' knowledge levels about their children's disability level, benefits of
physiotherapy, and sports activities must be increased.

Studies have emphasized that responsibility for care and management can be taken if
good knowledge is provided about the diagnosis, medications, medical care, and assistive
devices suitable for the developmental level for the self-management of the disease in patients
with MD (Colvin et al., 2018). It is also indicated that parent education should be managed. It
is emphasized that this education required for awareness must be comprehensive, e.g., at a
minimum level, modifications of activities that may be harmful to the muscles at school (such
as a PE class), compensations to reduce energy consumption and fatigue (e.g., walking long
distances until lunch), safety measures (e.g., playground activities), accessibility (e.g., adaptive
technology and stair climbing), planning in advance for absences due to medical reasons, setting
goals and planning for future education or occupation (Colvin et al., 2018). In this respect, our
study showed on caregivers for MD children in Turkey needs education about respiratory
problems and scoliosis.

Information was collected from mothers of children with DS in a study identifying
parental perceptions of family support services (Van Riper, 1999). The results demonstrated
that mothers were more satisfied with the care their children received and were more likely to
seek help from health services when they believed their family's relationships with their health
care provider were positive and family-centered. The findings of this study contribute to a better
understanding of the role that healthcare providers play in individual and family adjustment to
chronic conditions [22]. Although the philosophy and principles of family-centered care are
frequently mentioned in the literature, it is more accepted that family-centered care is far from

areality (Van Riper, 1999). It is emphasized that most parents need family-centered care. There
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is a need for more studies to explain how families receive family-centered care. In this respect,
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it is thought that researching the awareness levels of families' perspectives on their children's
disease in every aspect will also contribute to family-centered care systems.

The physiotherapy and rehabilitation programs for children with chronic physical
disabilities points at increasing emphasis on parental involvement. Over time, the role of parents
in physiotherapy has changed from a passive to an active role (Jansen et al., 2003). There are
pieces of evidence in the literature indicating that parents of individuals with physical
disabilities should be actively involved in their children's physiotherapy content and work in
equal partnership with therapists in the goal-setting process (Jansen et al., 2003; Kolobe, 1991;
Milner et al., 1996). Studies have reported significant differences between the perception of the
functional level of their children by parents of children with CP and the performance of gross
motor skills (Tieman et al., 2004). Accordingly, in our study investigating the awareness levels
of parents and caregivers, although caregivers for children with DS knew the purpose of
physiotherapy correctly, their belief that it could provide improvement in children was low,
whereas the knowledge levels about physiotherapy methods were found to be high in caregivers
for all children. Nevertheless, it was revealed that caregivers with MD had a low rate of accurate
knowledge about the exercise methods used in physiotherapy, which was thought to have
probably originated from providing less information due to a low number of children with MD
in rehabilitation centers. While these results demonstrate that the levels of knowledge of
caregivers with MD about physiotherapy approaches should be increased, it is recommended
to organize various in-service training in order to show the effectiveness of physiotherapy for
caregivers with DS and demonstrate its effectiveness by regular assesments.

Our limitations are that the number of caregivers is small and the study sample consists
of only one province. Moreover, the awareness levels of caregivers were determined in the
current study. In further research, it is recommended to determine the awareness levels of
children with different disabilities, their caregivers or siblings of the disease, sports, and
physiotherapy.

The results of the present study demonstrated that caregivers with CP, MD, and SB
perceived physiotherapy as an important factor for developing social independence, which
accelerates motor development in their children and prevents deformities by providing
rehabilitation. However, DS group had low levels of the effectiveness of physiotherapy.
Nevertheless, it was revealed that the knowledge of the disease was higher in the caregivers for
children with DS, while caregivers for children with SB was the worst. It was found that the

correct answers about physiotherapy and rehabilitation methods were high, except for
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caregivers for the MD group. Caregivers' responses to the questions about their children's ability
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to participate in sports activities were high in all groups. It was seen that 75% of the caregivers,
apart from those for children with MD, thought that their children could easily participate in
sports. It was also demonstrated that all caregivers thought that sports activities would increase
motivation, communication, disciplined working skills, and physical capacity in these children.
Accordingly, although it was detected that caregivers for children with disabilities in Turkey
had a good level of awareness of the disease and their ideas about sports activities, it was
concluded that the knowledge about the physiotherapy should be increased. If caregivers realize
the importance of physiotherapy for their children, they will provide the necessary importance
and participation in therapy. Thus, they can contribute significantly to the success of
rehabilitation by ensuring continuity in physiotherapy in the clinic and integrating it into their
daily lives. Also physiotherapists should demonstrate the effectiveness of therapy in this respect

through regular assessments.
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