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Abstract
From Playgrounds to Rehabilitation Centers: A Qualitative Study of
the Lived Experience of Children with an Amputation
Tahani Othman Al-Okaliy
Mutah University, 2023

Background: As a result of extremity amputation, children suffer from
difficult conditions that adversely affect their anatomical, functional,
psychological, and social status, and result in a low level of life quality.
Purpose: This study aimed to describe and explore the lived experiences of
children with an amputation and describe the challenges and difficulties
experienced by Jordanian children with an amputation.

Method: The study was conducted by wusing the qualitative
phenomenological design, based on semi-structured interviews.

A purposive sample of (20) amputee children was interviewed, including
those who received prosthetic devices at Al Bashir Hospital in Physical
Medicine and Rehabilitation Center, and Farah Rehabilitation Center at the
Royal Medical Services. The data were analyzed using Colaizzi’s method
for qualitative data analysis.

Results: Five distinct themes captured the living experience of children
who had amputation: (1) the Child's beliefs about his/her amputation, (2) In
the same way as other children, | would like to attend school (school issue),
(3) Psychological Impact, (4) child coping after amputation, (5) No one is
incapable, but society hinders them.

Conclusion: This study concludes that children with an amputation are
suffering from psychological (self-image problems, guilty, and low self-
esteem), social isolation, and school problems; therefore, it is important for
pediatric nurses and other members working at rehabilitation centers to
encourage the families, school, and community members to help those
children adapt positively to their condition and normalize their life.
Keywords: amputation,  adaptation, lived  experience, pediatric,
phenomenological design.
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CHAPTER ONE
Introduction

1.1Background

A healthy child can physically, socially, spiritually, and cognitively
develop during childhood (Jeanneret et al., 2012). Physical activity has
increasingly become important for cognitive, physiological and
neurological development during childhood, middle childhood, and
adulthood (Mierau et al., 2014). During childhood, children perform
physical activities through playing, which is essential for normal physical,
cognitive, social, and emotional development (Navidi., 2016).

To be able to play, the child should have an integrated physical structure
from birth throughout childhood, so that he or she can gradually develop
motor and fine skills, starting from holding things in his or her hands, then
crawling, walking, jumping, and so forth, to enable them to move and play
(Berk., 2015). Children, who have experienced a congenital or traumatic
injury, resulting in limb loss, may have a difficulty in facing the
environmental challenges, since their functional ability is affected, and they
are more dependent on others to accomplish their daily activities (Chhina et
al., 2021).

Amputation in children has two main types as follows: congenital limb
amputations and acquired amputations. A congenital amputation occurs
from birth due to congenital malformation affecting either the upper or
lower limbs. Occasionally, children may have multiple limb amputations.
A congenital amputation can result in a complete absence of a limb, but it
IS more common to have a part of a missing limb, while the remaining
portion does not normally develop (Belon &Vigoda, 2014). However, there
are possible causes for congenital amputation, such as chromosomal
abnormalities or different syndromes (Leung et al., 2015). On the other
hand, acquired amputation is a surgical procedure for the removal of a limb
resulting in anatomical, functional, psychological, and social consequences
that can negatively affect children's quality of life (Ramstrand et al., 2021);
it is considered as a disabling condition that affects children all over the
world (Ziegler-Graham et al., 2008).

There are different reasons for amputations in children. Ogeng’O et al.
(2010) concluded that trauma and tumors are the most common reasons,
and that congenital anomalies are the main reason for amputation. Another
related study conducted in the United States found that the main cause of
amputation is accidents, as 5-year-old children and under were more likely
to be amputated because of machinery, motor vehicle collisions, firearms,
and off-road vehicles; making car injuries the most common cause of
amputation among teens (Borne et al., 2017). Moreover, in older children,
malignant tumors were found responsible for more than half of



amputations, with the highest incidence occurring among (12- 21) years old
group (Stricklin, 2020).

According to the Institute for Business Value Market Scan (IBVMYS)
(2021) commercial database, of the (36.5) million children in the Market
Scan database, (14,038) had severe lower extremity loss with an estimated
prevalence of (38.5) cases per (100,000) commercially insured children in
the United States during the 7-year study period. Congenital malformations
accounted for (84%) of cases, followed by (13.5%) related to trauma. Only
(10.1%) had at least one prosthesis-related visit in (12) months after joining
the cohort (McLarney et al., 2021).

According to the Centers for Disease Control and Prevention (CDC),
each year, about (1500) US newborn are born with upper limb reductions
(about 4 of every 10,000 newborns), and about (750) are born with lower
limb reductions (about 2 of every 10,000 newborns) (Quinn &Mahat,
2019). In Aurora City in Turkey, there was a rate of (3.5 to 7.1)
amputations per 10,000 births resulting from congenital deficiency,
followed by amputations caused by disease and trauma (Rossi et al., 2019),
while amputations among children under (18) years old accounted for
(31.1%) cases of the total number in Turkey (Kocak et al., 2013).

A study conducted by Al-Worikat & Dameh to determine the
demographic data among (120) Jordanian children with amputation found
that (64) (53.3%) were males, while (56) (46.7%) were females. Male to
female ratio was (1.15:1). The dominant level of amputation was trans-
radial in (10) patients (15.62%) in the upper limb and trans-tibial in (18)
patients (28.12%) in the lower limb. The dominant cause of amputation
was a congenital deficiency in (56) patients (46.67%), followed by trauma
in 48 patients (40%) (Al-Worikat & Dameh, 2008).

Normal children usually learn to roll over and stand with the help of
their hands and feet. Compared to children born with congenital amputation
or acquired amputation, where they need help from technicians, assistants,
and therapists, in addition to artificial limbs to be able to grow and develop
(Belon &Vigoda, 2014); therefore, they are exposed to physical problems
and psychological challenges, including a change in lifestyle, change in
self-concept, impairment in physical functioning, phantom pain, and
phantom sensation (Mc Querry et al., 2019).

On the other hand, amputee children have a lower quality of life and
emotional functioning (Quarry et al., 2015). This situation results in a long
and expensive hospital stay in which the child experiences both physical
and psychological effects (Khan et al., 2016). Furthermore, the amputation
of limbs negatively impacts a child's happiness, physical appearance,
movement, and athletic performance (Mc Querry et al., 2019).



Children with missing limbs should receive lifelong physical,

psychological, and social care, requiring the services of professional
prosthetists and therapists as well as specialized equipment, consumables,
and coordinated healthcare (Ahmad et al.,, 2016). After amputation,
prostheses were prescribed to replace missing bodily structures, restore
function, and encourage activity and community participation; accordingly,
prosthetic rehabilitation involves complex evaluation procedures,
development of a treatment plan, designing, manufacturing of devices,
fitting, alignment, gait training, and follow-up care (Lusardi et al., 2013).
The differences in the appearance and function of amputee children's limbs
discouraged the child from participating in recreational, social, and leisure
activities, and thus leading to social, psychological, behavioral, emotional,
and adjustment problems (Mc Querry et al., 2019).
Children with amputation suffer from many problems; one of these
problems is physical problems that might have limitations with activities of
daily living, mobility, balance, sports, recreational activities, and their
adaptations for specific activities (Prigent et al., 2020). Also, those children
may have a problem due to their concerns about the body image, shape,
symmetry, size, and overall appearance of their limbs (Shaw et al., 2018);
therefore, they could have self-esteem problems as well as difficulties in
dealing with their problems (Prigent et al., 2020). Furthermore, Most of
those children reported the negative effects of having a limb amputation on
their school life. They discussed their limited participation in activities at
school, having to miss school due to recurrent visits to the hospital, the
isolation they felt at school, emotional and instrumental support from their
friends and teachers, and some school-based environmental barriers
(Chhina et al., 2021).

Considering these problems and the consequences of limb
amputation, those children needed to adapt to the loss of a limb; however,
the process of adaptation itself is an obstacle for them. Adaptation begins to
restore complete self-sufficiency in daily activities (this means that the
child performs his daily tasks without the need for assistance); this process
takes a long time inside the hospital until the child is discharged to home
and begins to receive education (Jo et al., 2021).

Accordingly, families significantly influence children's emotional
and behavioral adjustment, and enhance their ability to use prosthetic
devices. Therefore, parents must be informed and engage in the caring and
rehabilitation process. They should recognize that they are an integral part
to the team in developing and enhancing their child's rehabilitation (Le &
Scott-Wyard, 2015).



1.2 Statement of the Problem

Studies conducted to understand the experience of children, who have
lost a limb, concluded that the idea of accepting amputation depends on the
reason for amputation. In children with osteosarcoma cancer, who suffer
from pain caused by disease and chemotherapy, amputation was accepted
better as compared to the children who suffered no pain. Even though they
did not feel pain after the surgery, they showed strict denial after the
operation when accepting their new situation (Gil et al., 2019). In
psychological studies, it was observed that when told that one of their limbs
should be amputated (before the amputation process), children felt fear, lost
their appetite, struggled to satisfy themselves, and had difficulty sleeping at
night (Kristianto et al., 2020). Then, after the amputation of their limb, the
children faced a variety of psychological and medical stressors due to
reduced physical function, the use of prostheses, discomfort, and changes
in employment status (Kristianto et al., 2020). Children with amputation
suffered from depression, anxiety, and behavioral problems, such as low
self-esteem, and the lack of social support and peer acceptance from
classmates led to depressive symptoms and low self-esteem (Le & Scott-
Wyard, 2015). Amputation can affect a child's school life, since children
may miss school life routines very much, have too limited participation in
school activities, and have feelings of isolation (Chhina et al., 2021).

It is important not to neglect the family, as they may suffer from social
and psychological problems, such as depression, guilt, anxiety, anger, and
reluctance to accept the child's disability. If dealt with satisfactorily, it will
be the best treatment for the child in the long run (Le & Scott-Wyard,
2015). In addition, the parents, the hospital staff, the physiotherapist, and
the psycho and socio-therapist should devote a significant amount of time
and perseverance to providing specialized care for children. Moreover, it
was found that caring for children with amputations was expensive. A
study on (74) patients reported an average stay of (11.3) days, with an
average of (4) procedures costing up to ($22.0152) (Loder et al., 2004).

Adjusting to amputation in children is usually complex since they
have many needs, including special medical care, physical therapy as well
as psychological, social, and educational support. Despite having a
prosthesis, these children had many obstacles, such as long-term follow-up,
functional capabilities (balance, walking speed, comfort during walking,
and walking outdoors), in addition to psychological problems that
adversely affect their life (Griffet, 2016). In addition, it was essential to
schedule the child's appointment at least twice a year to monitor his or her
growth and how it affected the amputated limb over time (Griffet, 2016).
The psychological adaptation of young children was better than that of
adolescents, who felt distressed due to their differences. therefore, it is
essential to begin early and continue psychotherapy (Jo et al., 2021).



At the local level of Jordan, the situation of Jordanian children with
amputations from families with unemployed parents, who have not
registered for social and health assurance, are liable to pay for any
procedures that cause suffering to children. In government hospitals,
Jordanian children generally receive artificial limbs, along with the
efforts of the Ministry of Health (MOH) to develop its workshops for
manufacturing artificial limbs. Furthermore, the Ministry of Health is
interested in focusing and paying attention to continuing education and
training in the field of prosthetics. These governmental hospitals are
usually interested in installing prosthetics and providing rehabilitation;
however, the psychological and social domains and the experience of
these amputee children received little attention.

1.3 Significance of the Study

Through the researcher’s experience at the pediatric ward, she
noticed many challenges experienced by amputee children related to
physical, psychological, and social problems, which may lead to stress,
anxiety and depression symptoms, body image disturbance, as well as
social isolation among those children.

Moreover, the researcher noticed that those children need frequent
physical, psychological, and social rehabilitation to support and encourage
them to normalize their lives.

Recent studies demonstrated that many factors play an important role
in determining the child's experience and reaction to amputation, including
the child's developmental level, his temperament, level of general stress,
coping style, the parents' response, the extent of functional stress, and the
physical deformity associated with the injury. These factors affect
children's self-esteem and awareness of their appearance which, in turn,
influences their adaptation to the loss resulting from amputation (AlSofyani
etal., 2016).

The importance of this study lies in several factors, including the
lack of knowledge and experience among the children with amputation
regarding their physical, emotional, psychological, and school needs
(Griffet, 2016).

This study may enhance the Jordanian health institution's policies
regarding the amputation of children to provide them with adequate care
that may normalize their life. This study aimed to describe the lived
experience among the Jordanian children with amputation. A better
understanding of this phenomenon may result in improved physical,
psychological, and social care provided for those children and more support
to their families. This study is considered as an attempt to raise the
awareness among the community members regarding the amputee children
and enroll them in suitable society institutions.



Describing the lived experience of amputee children may provide
new insights and guide nurses and other healthcare professionals to better
understand the limitations of loss and care management. This study may
contribute to uncovering new venues and different coping strategies
alongside with personal insights about children who have recently
undergone an amputation. In addition, the data generated may use new
knowledge to guide education, practices, and research for people affected
by traumatic amputation.

Finally, this study is considered as a unique one because, as far as the
researcher knows, no published Jordanian studies have explored or
described the lived experience of Jordanian children with amputation.

The cultural context of the study

Through my experience as a pediatric nurse working in Al-Bashir
Hospital, | met many amputee children and frequently provided health care
to them. My experience helped me conduct better interviews with children
and deal with them in a way that suits them so that | can collect data
without making them feel pressured or uncomfortable. Through the
interviews, | noticed that most children are from rural areas who attend
public schools and live in families with parents who had not completed
high school. It was found that congenital amputations were prevalent in
most of the children in this study, where one of their parents was present
during the interview with the child. During interviews with the amputee
children, it was found that their parents usually overprotect them which, in
turn, leaves them heavily reliant on their parents, or they are treated
differently from their siblings because of their amputation as a form of pity.
Despite this, society members treat them differently, as most of them are
exposed to society's harmful curiosity and looks of pity. They are also
exposed to bullying by their peers and have feelings of ridicule by others,
which makes them feel powerless. However, Jordanian society is
considered an Islamic society that follows the regulations of the Islamic
religion; the view of Islamic law for amputees is based on the fact that
there is no difference between the servants of God except by piety and
righteous deeds and no difference between them and ordinary people,
where it is necessary to respect them and not to make them feel
embarrassed. Also, Islamic regulations view them as a category that has
been subjected to affliction, and that they mustn't be mocked, and should
have more care and attention.



1.4 Purposes of the Study

This study consists of two primary purposes:

1- To explore and describe the lived experience of Jordanian children with
an amputation.

2- To describe the challenges and the difficulties experienced by Jordanian
children with an amputation

1.5 Research Questions
The study aimed at answering the following questions:
1. What is the lived experience of Jordanian children with an amputation?
2. What are the challenges and difficulties experienced by Jordanian
children with an amputation?

1.6 Conceptual Definitions
1.6.1 Lived Experience

It is a central methodological idea that aims to provide an in-depth
understanding of how people experience, interpret, and feel about certain
phenomena in their daily lives (Davies & Davies, 2007). Research interest
is built on lived experiences since understanding a phenomenon requires
taking into account the experience of the person who lives that
phenomenon (Breuer, 2003).

1.6.2 Amputation

It is the removal or loss of a body part, such as a toe, finger, foot,
hand, leg, or arm. It can be a life-changing experience affecting the child's
ability to move, work, interact with others, and maintain the child's
independence. Continuing pain, phantom limb phenomena, and emotional
trauma can complicate recovery (Hauben, 2014).

1.6.3 Child

Refers to any person under the age of (18) who has rights regardless
of who he is, where he lives, what language he speaks, what his religion is,
what he thinks, what he looks like, is a boy or a girl, whether he has a
disability, whether his family is rich or poor, and regardless of who his
parents are, or what his parents or his family think or do (UNICEF, 2020).

1.6.3 Amputee Child
It refers to a child who has a missing part of his body due to
congenital anomalies causes or acquired causes (Tabor, 2018).



1.6.4 Quality of life

It is a concept that aims to capture the well-being, whether of a
population or individual, regarding both positive and negative elements
within the entirety of their existence at a specific point in time. For
example, common facets of QoL include personal health (physical, mental,
and spiritual), relationships, education status, work environment, social
status, wealth, a sense of security and safety, freedom, autonomy in
decision-making, social belonging, physical surroundings (Barofsky,
2012).

1.6.5 Adaptation

It is a property of phenotypic features of organisms relative to the
selection demands of the environment. Adaptive features have properties of
form and function, permitting the organism to successfully maintain the
synergies between a biological role of that feature and a stated selection
force. The degree of goodness of the adaptation can be measured through
the amount of energy needed to maintain the synergies, with less energy
indicating better adaptation (Bock, 1980).
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CHAPTER ONE
Literature Review

2.1 Introduction

Most of the research on the experience of amputation among
children is related to individuals' reactions to their amputation, depending
on factors, such as age, level of amputation (below or above the
knee/elbow), and time since amputation. This literature review explores the
lived experience of children with amputation from different aspects. It
reviews the evidence for the experience of children, thanks to a
comprehensive and rigorous literature search.

The author searched using a computerized search of MEDLINE,
CINAHL, and PsycINFO, Google Scholar using keyword searches for the
following terms: amputation children, quality of life for amputation
children, the psychological and social impact for amputation, qualitative
studies, and amputee children. The search covers the period (2014-2022).
Major concepts found in the literature were studies regarding:

2.2 Physical impact of amputation on the growth and development of
the child

(Belon & Vigoda,2014) conducted a study that found that during the
early years of a normal child's life, they learn to roll over, crawl, stand, and
walk. They learn how to grasp objects and use their arms and hands daily,
while the child with an amputation using limbs and digits has lower
abilities after amputation.

(Hall et al., 2020) conducted a study that found that training on
artificial limbs for children is based on their growth and development and
their amputated parts. This study found that children with upper limb
amputations should receive training by the age of (5-7) months as they
begin to sit, use both hands, support themselves, and crawl at this age, and
by the age of two, they will have adapted to wearing a prosthesis. Children
who have amputations in the lower limbs are usually trained on prosthetic
limbs at the age of (10-14) months, which is the time when the child begins
to crawl, stand and walk, as prostheses are installed at these ages so the
family can do continuous physical therapy and work on adapting the child
to this prosthetic.

(Ciocco et al., 2019) conducted a study that found that early fitting, if
appropriate and desired by the family, is generally agreed to be
recommended before two years old or within six months from the onset of
trauma. Most important is to have a knowledgeable and comprehensive
team to follow the child regularly and provide family education, so patients
and parents can make informed choices



(Rossi et al., 2019) conducted a study that found that children born
with congenital amputation use their limbs instinctively to interact with the
environment as they discover new ways to do what they want no matter
what amputation they have, especially children who have amputation in the
upper limbs. Those children didn't prefer to use the prosthesis because they
have adapted to the lack of an upper limb and found that their amputated
limb works better than the prosthetic limb. In contrast, children who have
amputations in the lower limbs need to walk, so they prefer to wear the
prosthesis.

2.3 Definition of Congenital and Acquired Amputation

A congenital amputation refers to abnormal development. In most
cases, abnormalities of the skeleton are clinically classified as failures or
malformations of skeletal structure, but their embryonic origin is not
always clear. A link between human mutations and embryonic processes,
discovered in model organisms, has the potential to more precisely unravel
the etiology of congenital anomalies, and advances in both, as they
facilitate progress in this direction (Wolpert et al., 2015).

About (0.6) out of 1000 live births are affected by congenital limb
defects. A major contributing factor to limb defects is prenatal exposure to
drugs and environmental contaminants. In addition to Thalidomide,
Warfarin, Valproic acid, Misoprostol, and Phenytoin, other well-recognized
limb Teratogenic agents include Valproic acid and Valproic acid salts.
Despite an increasing understanding of how these agents cause
Dysmorphogenesis, the teratogenicity of many thousands of cases related
to uncharacterized environmental factors (pollutants) remains unknown
(Alexander et al., 2016).

Acquired amputations result from trauma or diseases, such as
neoplasms or infections, with trauma occurring twice as frequently as the
disease. Traumatic amputations can cause permanent damage and
disability, psychological trauma and affect future functionality or goals (Le
& Scott-Wyard, 2015). Another related study was conducted to quantify
and interpret patterns in the global distribution and prevalence of acquired
limb amputation by the causes, regions, and ages within the context of
prosthetic rehabilitation and prosthetist education. Around (57.7) million
people worldwide live with limb amputations due to traumatic reasons.
Falls accounted for (36.2%), road injuries for (15.7%), other transportation
injuries for (11.2%), and mechanical forces for (10.4%). In addition, the
highest rates of traumatic amputations were registered in East Asia and
South Asia, followed by North Africa, Western Europe, the Middle East,
and high-income North America and Eastern Europe. The prevalence
estimates indicated that (75.850) prosthetists are needed worldwide to treat
traumatic amputations (McDonald et al., 2021).

10



2.4 Impact of Amputation on the Quality of Life

Many studies have examined the quality of life of amputees
(Nurulain, 2016; Mc Querry et al., 2019; KneZevi¢ et al., 2015; Shaw et al.,
2018; Birch et al., 2019; Demirdel & Ulger, 2021)

(Nurulain, 2016) conducted a retrospective study that aimed to
investigate the outcomes of limb amputations among children with
metastatic osteosarcoma. The results found that patients undergoing limb
amputations reduced pain and improved mobility and emotional and
psychological well-being. Amputations are likely to benefit children with
limited life expectancy.

(Mc Querry et al., 2019) conducted a retrospective study that aimed
to determine whether children with amputations had differences in
subjective function based on amputation level. It was found that knee
amputations negatively impacted physical performance more than ankle
amputations, indicating that the higher the level of amputation, the worse
the physical performance.

(Knezevi¢ et al., 2015) conducted a cross-sectional study that aimed
to compare the quality of life of patients who had lower extremity
amputations and those who had not undergone the procedure, where gender
differences and level of amputation were taken into account. It was found
that patients with lower extremity amputations faced many limitations as
compared to patients who had not undergone the procedure, regardless of
gender, while patients with lower amputations demonstrated better physical
performance.

(Shaw et al., 2018) conducted an observational study in Tanzania
that aimed to examine the causes and health-related outcomes of lower
extremity amputations and socio-economic barriers to accessing
prosthetics. The findings indicated that trauma is the main cause of
amputations. Medical consequences of amputation include complications in
(3 to 6) months following the operation, difficulties in acquiring prosthetic
limbs for amputees, and poor quality of life for amputees, contributing to
the poorer quality of life for amputees.

(Birch et al., 2019) conducted a study on children with fibular
hemiplegia and investigated the effects of amputation or reconstruction and
lengthening on functional and psychosocial outcomes two years after the
amputation. The findings showed that children treated with amputation had
lower quality of life in school and there were no significant differences in
health-related quality of life between the two groups. Participants from
both groups reported satisfaction with their treatment and functioning. The
results revealed that there are no significant differences between the groups
in terms of psychosocial adjustment or physical function.

(Demirdel & Ulger, 2021) conducted a cross-sectional study to
investigate body image disturbance, psychosocial adjustment, and QOL in

11



adolescents with amputation. The results found that body image disorder
negatively affects the quality of life and the psychosocial adjustment of
amputee adolescents was very poor.

2.5 The Needs of Children after Amputation

Children with amputations suffer from permanent disabilities and
adverse psychological effects. Therefore, they should be treated following
an amputation by a multidisciplinary team, which includes
a physiotherapist, a nurse, a pediatrician, and a surgeon. Parents can also be
supported during this process in a psychologically supportive way (Khan et
al., 2016).

After a multidisciplinary team manages the patient, the prosthesis
can be installed. In this context, the remaining length of the limb after
amputation- a critical factor that needs to be evaluated according to the
expected growth rate- was investigated (Griffet, 2016). The study aimed to
increase the area of the maximum weight-bearing surface, eliminate skin
friction caused by the prosthesis, and eliminate the effects of the level arm.
The study objectives were achieved by introducing new materials on the
market capable of improving the quality of the prosthetic limb which, in
turn, had a significant effect on its function. This was accompanied by
special management of psychological and social problems (Griffet, 2016).

(Jo et al., 2021) conducted a study that aimed to have a better
understanding of the psychological characteristics of patients with limb
amputations. The results revealed that during the amputation adjustment
process, there could be psychological problems, such as depression,
anxiety, and post-traumatic stress disorder. The psychological difficulties
of patients with amputations are often accepted as normal responses that
are often poorly recognized by patients, family members, and primary
physicians. Therefore, early detection and treatment are important.
Therefore, there is a need to have a multidisciplinary team that includes
mental health professionals for comprehensive bio-psychosocial
management, to help patients set realistic goals and use adaptive coping
techniques, and psychological approaches that consider physical, cognitive,
psychological, social, and spiritual functions as well as social support
systems before and after amputation.

2.6 The complication of Amputation

(Le & Scott-Wyard, 2015) conducted a retrospective study that
aimed to evaluate the amputation type and segment relationship with the
use of prostheses in the pediatric population referred to the amputee
rehabilitation clinic. The results indicated that there were several issues
children face after an amputation, such as physical problems, which are
usually manifested in terminal growth. The most common complications
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after an amputation usually presented with redness, warmth, and a painful
bursa at the distal end of the residual limb. These children frequently visit
rehabilitation centers and have to change their prostheses frequently.
(Horsch et al., 2022) conducted a retrospective study that aimed to describe
the patterns of lower-limb amputation, indications, complications, and
revisions for pediatric cases. The results revealed that the tumor was the
most common indication for amputation (72.7%), and trans-femoral
amputation was the most frequent level (68.2%). The results revealed that
the complications occurred in (10) patients, mostly because of stump
impalement or bony overgrowth. Of all the recorded patients requiring
revision, (9) cases were regarding bone, and one case was regarding soft
tissue.

(Prigent et al., 2020) conducted a case report study for a young
adolescent male with a severe loss of function following foot trauma,
where he underwent secondary trans-tibial amputation (17) months post-
injury to describe how a structured multidisciplinary approach around the
child and his family led to successful outcomes. The results revealed that
children can suffer from limitations in daily life activities, mobility,
balance, and sports, as well as limitations in their ability to adapt to specific
activities. In addition, children's mental health may be adversely affected
due to their body image, where they may feel distressed due to their
amputated limbs, and how they will cope.

(Al-Adwan et al., 2017) conducted a study in Jordan to examine
some variables (age, gender, level of amputation, kind of artificial limb,
direction of amputation, site of amputation) related to prosthetic reactions
and their relationship. The results showed that several factors affect the
reaction to prostheses. This study found that several variables affect the
relationship positively, such as the level of amputation and tenderness,
while some others affect the relation negatively, such as the location of
amputation and age. The results found that children were less acceptant of
prosthetic limbs than adults and that the acceptance of prosthetic limbs
increases with age.

2.7 Children with Amputation

(Hamill et al., 2010) conducted a study that aimed to identify the
experiences of (8) amputee children whose amputation period exceeded
(18) months. The study found that these children have a certain image of
coping with amputations and their consequences through the process of
identity renegotiation mediated by a wide range of decisions, media, and
social factors.

On the other hand, several studies described children's experiences,
but each aspect was explored separately.
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(Quarry et al., 2016) conducted a study to measure self-esteem,
quality of life, and emotional functioning among children with congenital
and acquired limb loss compared to children without limb loss, and
compare psychological adjustment among children with acquired limb loss
with psychological adjustment in children with congenital limb loss. The
results found that the congenital and acquired limb loss group had lower
quality of life and emotional functioning than those without limb loss.
However, self-esteem levels were not found to be lower and, in some cases,
even higher. When comparing the congenital and acquired groups, very
few differences were found; for example, those with acquired limb loss had
more attention and concentration problems.

(Ali et al., 2021) conducted a study to assess the psychological issues
following acquired limb amputation and the importance of positive self-
esteem to psychological adjustment. The results found that there were
several psychological issues associated with amputation. Male amputees
generally have lower self-esteem and more severe adjustment problems
than females, while young amputees exhibit more signs of maladjustment
than older amputees. The regression analysis for self-esteem predicting
psychological adjustment also revealed that there are noticeable differences
in psychological adjustment levels as self-esteem changes. In addition,
there was a strong positive relationship between self-esteem and
psychological adjustment, and (77.5%) of the variance in the dependent
variable (psychological adjustment) was caused by the predictor variable.

2.8 Gaps in the Literature

Previous studies examined the quality of life of amputee children and
their reactions to amputation. However, within the researcher's knowledge
and regarding previous studies, there were no published local and global
studies on the lived experiences, challenges, sufferings, difficulties, and
needs of children with amputations and their families.

2.9 Conclusion

The results concluded that there was a scarcity of studies exploring
the challenges and difficulties experienced by Jordanian amputee children
and their families. The literature concluded that there is a lack of
information on amputee children's emotional and psychological social and
physical experiences. Moreover, most studies were conducted using a
quantitative design. Furthermore, there haven’t been any comprehensive
studies in Jordan exploring and discussing the lived experiences of
Jordanian children who have had a limb amputated.
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CHAPTER THREE
Methodology

3.1 Introduction

In this chapter, the research's methodology and design, the
participant selection process, the sample and setting, discussion of
inclusion and exclusion criteria, data collection procedures, the description
of data analysis, ethical considerations, and the trustworthiness of data are
discussed.

3.2 Research Design

This study is based on a qualitative and phenomenological construct.
According to the philosophical tradition of Husserl and Heidegger,
phenomenology is an approach to understanding people's everyday
experiences (Stannard, 2012). The phenomenological approach provides a
deeper understanding of the experience, patterns, and themes exhibited by
the study participants. A phenomenological inquiry, according to
Moustakas (1994), aims at having a full understanding of the lived
experiences and related perceptions and describing these experiences in
people's words. Descriptive phenomenology is an approach used to study
the essence of human experiences (Sloan & Bowe, 2014).

In phenomenology, the qualities or essence of an experience through
interviews, stories, or observations of people who undergo the experience
under study are examined. In a phenomenological study, the approach used
and how it fits the purpose of the study should be also clearly stated. This
approach uses fewer participants, but in greater depth, than would be
possible in a survey or other type of research (Patocka, 2019).

Against this, the current study aims to explore and describe the lived
experiences of Jordanian children with an amputation. Qualitative
descriptive phenomenology is the most appropriate design, as it allows a
better understanding of the lived experiences of children with an
amputation. In a phenomenological study, children's experiences and how
they react to amputation are explored. Also, this research approach is
adopted to describe the challenges and difficulties experienced by those
children.

3.3 Sampling

It is common for phenomenologists to work with small samples of
participants. The selection of a phenomenological study sample is governed
by two principles. The first principle is that all participants must have
experienced the phenomenon, while the second principle is that all
participants must be capable of articulating the lived experience.
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Purposive sampling, also called judgment sampling, is the deliberate
selection of a participant based on his or her qualities (Battaglia, 2008).
This technique does not require underlying theories or a set of participants
(Etikan, 2016). It is the task of the researcher to determine what needs to be
known and then sets out to find people who can willingly provide the
information. In addition, this sample will focus on candidates with similar
characteristics. This study utilizes a purposive sample of (20) participants;
(8) females and (12) males aged from (8-18) years old.

3.3.1 Inclusion Criteria

The participants are selected using the following inclusion criteria:
children between the ages of (8-18), who have undergone amputation, are
included in this sample because children at this age can express themselves;
children, who have suffered from an amputation for more than a year, can
speak more clearly about their experience; the Jordanian children who
suffer from acquired or congenital amputations (with or without
prosthesis).

3.3.2 Exclusion Criteria

The study excluded children with mental health problems, children
with neuro-developmental delays, and children who did not desire to
complete the study.

3.4 Setting

This study was first conducted at Al-Bashir Hospital affiliated with
the Ministry of Health. Then, more interviews were conducted at Farah
Rehabilitation Center in the Royal Medical Services military sector. The
selected hospitals are considered central hospitals in Jordan and receive
patients from all governorates and provide healthcare to all age groups.

Data were first collected from the Physical Medicine and
Rehabilitation Center at Al-Bashir Hospital. In addition, there has been a
new, large physiotherapy and rehabilitation center built in the hospital with
clinics for (20) doctors and a physical, occupational, and electrical therapy
department with (35) physiotherapists, along with exercise rooms for men,
women, and children approximately reviewing (150) patients per day.
Additionally, there are about (10) prosthetic technicians who examine
approximately (50) patients a day and (10) nurses who work in
physiotherapy and prosthetics.

The main objective of providing physical therapy is to achieve the
maximum possibilities to restore the patient's wellness, allow them to
return to their everyday lives as much as possible, and provide them with a
treatment service at a high level that gains approval and acceptance from
patients. Many professionals are involved in this process, including
doctors, physical therapists, technicians, and nurses.
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The second setting is a Unit for prosthetics and amputation
rehabilitation in Royal Medical Services, which consists of two floors and
covers an area of (2.600) square meters. It contains rehabilitation clinics for
amputees and paralyzed individuals and foot care, physiotherapy,
occupational therapy training rooms, laboratory examination, and training
step, a variety of workshops for the manufacture of traditional and modern
limbs for the upper and lower limbs, rehabilitation and amputation clinics,
blacksmithing, carpentry, weaving, and crafts that employ about (9)
doctors, as well as a physical, occupational, and electrical therapy
department with (50) physiotherapists.

3.5 Ethical Consideration

As part of this study, the ethical approval from Mu'tah University
Academic Research Committee (IRB number: 0096232370706), the
Research 23 Committee at JRMS (Jordanian Royal Medical Services), and
the directors of the targeted hospitals (see Appendix I) are obtained to
ensure the maintenance of ethical standards and protect the rights of the
study participants. Furthermore, informed consent was obtained from the
parents of participants in this study (see Appendix I1).

3.5.1 Parental Consent Form of the Parental Permission for
Children's Participation in Research

The researcher ensured getting ethical permission from the parents
by signing the consent form and taking the permission from children
verbally, and then explaining to the parents that the children's privacy and
the confidentiality of their data will be protected by keeping their identity
confidential, as only pseudonym, rather than names, was used for
protection and security. All data collected were kept strictly confidential,
and names were not used in any presentation or texts. All information
“records, transcripts, written materials, and consent forms” were kept in
password-protected electronic files that no one could access except for their
researcher and her assistants. Parents reported their cooperation and
acceptance of the order to allow their children to participate in this study
(See Appendix I1).

3.5.2 Confidentiality

Participants were informed that the researcher will keep the
information of the subject for at least three years after the research
completes. Participants' identities were kept confidential, and no data were
directly linked with them. Moreover, the confidentiality of the data is
ensured by not requiring participants to reveal their names to protect their
anonymity and by refusing to share the data with anyone not authorized to
access those data. It is also ensured to minimize any harm caused to the
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respondents by ascertaining at the outset whether they have any objections
to participating in the study or see that participation in this study can
negatively impact them.

3.6 Data-Collection Procedures

Having obtained permission from the facility managers, technicians,
doctors, and nurses to conduct the study, they were informed about the
inclusion and exclusion criteria. Among the inclusion criteria were that the
child must be a Jordanian citizen between (8) and (18) years old who had
an amputation done at least a year ago, and have a congenital or acquired
amputation. It is important to note that all children who did not meet the
inclusion criteria and who had severe health or mental problems were
excluded. Due to this, the semi-structured face-to-face interviews were
conducted at a convenient time and place.

Semi-structure Interview

The children have been interviewed at the rehabilitation center at Al-
Bashir Hospital and Unit for prosthetics and amputation rehabilitation at
the Royal Medical Services. Before meeting them, arrangements were
made based on their scheduled appointments in the hospital, where the
researcher went repetitively to the limbs department and checked the dates
for limb fittings, and sometimes the workers at the limbs department
notified the researcher of new appointments. Following that, the researcher
introduced himself as a master's student and explained the aims of this
study which are to describe the lived experience of amputation children and
ask them questions about their experiences, tell them how long the
interview takes, and then interviewed the child.

Additionally, this interview was manually recorded, and the answers
to the questions were recorded by either the researcher or another assistant
researcher who registered the responses manually. We use this method of
recording because some participants refused tab recording. Therefore, to
protect their rights and confidentiality, the researcher recorded the
interview manually. Participants were ensured that any information they
give is kept very confidential and used only for research purposes by the
researchers. In this case, the participants were also informed that the
interview takes place at the appropriate time for them, either while waiting
for treatment or after treatment in a rehabilitation center. Then, parents'
consent was obtained to invite their children to participate in the study by
signing those parents' consent forms and getting the permission from child
verbally.

Interviews took place in both hospitals' private and quiet rooms for
nurses within the limb department. During the interview, either the father
or mother was present with the child so that he or she would not feel
strange and could express themselves better in their native Arabic dialect.
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The responses were written in the text base of the interview question.
Indeed, the presence of the parents during the interview was helpful to the
researcher as they encouraged the child to talk about his experiences. They
understood better because they were asked in Arabic, and the interview
lasted between (30) and (50) minutes. To prevent tiredness or boredom, the
participants were given a break of (5) to (10) minutes. The subjects were
changed to something the child was interested in, such as talking about his
or her favorite games and programs. Also, if the researcher noticed that the
child has become more attentive, they returned to the original topic to
better understand the situation and the participants' views about their
experience. During the participant's talk, the researcher minimized
interruptions.

Therefore, the researcher turned off the phone and has the
participants do the same. As part of the research, the researcher made
supportive gestures, agreement, and so on, since it is more appropriate than
verbalization, which can distract the child and lead him in unproductive
directions. Furthermore, establishing a relationship of empathy and
affection with the child was necessary to get better information by giving
him some beautiful phrases like (I heard that you're old, smart, and you
hear the words, so you'll know how to answer any question | ask, or | was
asking about his favorite programs in a shorter period). Ideally, during the
interview, the children were asked about their experiences, which may
arouse the affection of the parents. If either the parent or the child cried, it
was the researcher's responsibility to calm them and ask if they could
complete the interview. Furthermore, the behavior and features of the
child's face were observed when he or she talked about the experiences he
or she had experienced, judging his or her emotional state based on his
non-verbal gestures. The open-ended questions that allow them to speak
freely were also asked. Data were collected from participants over (4)
months, from August 8th, 2022 to December 12th, 2022. Throughout
conducting the study, (20) interviews were made over (4) months. It was
noticed that the same themes repeatedly come up from the participants.
Despite interviewing more and more participants, it was found difficult to
find any new themes, opinions, patterns, or ideas. As a result of conducting
(20) interviews, data saturation was reached.

Interview Question

The semi-structured and open-ended questions in the interview were
conducted to allow participants to elaborate on their responses. Due to their
semi-structured nature, they allowed for probing and a more conversational
approach rather than a rigid question-and-answer format (Langdrige &
Hagger-Johnson, 2009). The interview lasted between (30) and (50)
minutes in a private isolated room in a hospital. The researcher designed
and developed interview questions based on the following studies, pieces of
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research (Liu et al., 2010; Ramstrand et al., 2021), and based on the
researcher's experience. At the starting interview, the demographical data,
including the child's age, gender, academic performance, family income,
parent's educational level, reason and type of amputation ‘“congenital or
acquired”, duration of amputation, use of the prosthetic device and the type
of prosthetic were collated as required. Then, the following questions were
asked:

1. Could you tell me about yourself?

2. Where do you live, and with whom?

3. Who is closest to you in your family?

4. When did you have the amputation?

5. What caused amputations?

6. When did the physician tell you that you must receive an amputation?
What were your feelings at that time?

7. What was your reaction after the amputation took place?

8. After the amputation, what were your biggest fears?

9. What changes did the amputation add to your life in terms of the
following: family, study, physical appearance, dependency, and
community treatment?

10. Tell me more about the amputation’s effect on you, your daily life, and
your family?

11. Are you wearing a prosthesis? When was it installed?

12. Please describe your experiences of wearing prostheses.

13. How did you feel about the particular experiences of living with
amputation and what did it mean to you?

14. When placing the prosthesis, do you experience physical or
psychological pain?

15. Who helped you in doing your daily activities? Or do you do it
yourself?

16. How long have you become self-reliant following your amputation?

17. Do you have any views regarding the health services provided to
children who have lost limbs?

18. Have you been differently treated from other family members at school,
or when going into a public place?

19. What are the difficulties and the challenges facing you?

20. Who supports you?

3.7 Data Analysis

Colaizzi's method of data analysis was used to explore the
experiences of amputee children. To understand the structure of an
experience, Husserl's descriptive phenomenology aimed to extract its
essence (Welch, 2014). Husserl intended to discard the accepted ways of
"doing philosophy” and look "back to the things themselves" with
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a detailed description to determine the nature of things themselves
(Husserl, 1970). In 1978, Colaizzi developed a seven-step analytical
approach to discover the fundamental structures of data influenced by
Husserl's descriptive phenomenology by providing clear, logical, and
sequential steps used in phenomenological research, and thus increased the
reliability and dependability of the results. Unlike other phenomenological
data analysis methods, it requires participants to validate findings to ensure
that they are accurate and credible (Wirihana et al., 2018).

There are seven steps in Colaizzi's method of data analysis.
According to Colaizzi (1978), researchers should be flexible within these
steps, as pursuing the meaning and essence of a phenomenon should not
require a rigid set of steps, but a deeper and thorough investigation of
meaning. For this reason, the following steps are taken into account to
analyze the data: Reading and rereading the transcript, extracting
significant statements about children's experience with an amputation,
formulating meanings from significant statements, aggregating formulated
meanings into theme clusters and themes, developing an exhaustive
description of children's experience with amputation of the essential
structure or essence, a description of the fundamental structure of the
children's experience with an amputation is subsequently generated, and the
analysis is completed by validating the study findings through participant
feedback. According to Colaizzi (1978), this helps to put aside their
perceptions of a phenomenon and scientifically understand the experiences
of participants. Understanding the experiences of others provides
previously unavailable insights (Wirihana et al., 2018).

Data analysis based on Colaizzi's (1978) method is rigorous and
robust, making the results of this method credible and reliable. Within this
framework, emergent themes and the connections between them are easily
identified. This method provides a clear and logical process through which
the fundamental structure of an experience can be explored by researchers
using a descriptive phenomenological approach (Morrow et al., 2015). The
Arabic language interviews, concurrent with analyzing the qualitative data,
are conducted and translated into English after transcribing it. To support
the interpretation, the transcripts from the interview discussion were read
and reread to identify shared meaning from the participants' responses.
Next, the interpretations of the similarities, differences, and consistency
between the various forms of color data collection were compared and
analyzed, ensuring that no phrases were lost during translation.

Following each interview, the participant data were collected, sorted
out, and analyzed using Colaizzi's method. Colaizzi's method is used to
analyze the data and identify similar ideas based on the participant's
experiences and perspectives. To ensure the accuracy of the information,
color index coding is used to organize and label data, meaning that the
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various relationships and themes were identified by organizing and labeling
the information. Using a thematic analysis, the patterns of themes, topics,
ideas, and meanings that repeatedly appeared in the data could be
developed. To validate the findings, several verbatim quotes supporting the
interpretations and themes identified in the participants' responses were
incorporated. Narratives were also created to tell a cohort story about data.
The non-verbal expressions were also relied on during the interview, such
as facial expressions, voice tones, body language, and sensations.
Reflection and interpretation began once the themes were identified.

3.8 Trustworthiness of Data

The method used for analyzing qualitative data is essential for
establishing standards of rigor, reliability, and credibility. To establish
trustworthiness in qualitative research, Cope (2014) suggested that the four
criteria of Lincoln and Guba (1985) must be met: credibility, dependability,
conformability, and transferability.
(1) Credibility: A study's credibility depends on trusting that the information
presented in the course of the study represents facts and figures (Lincoln &
Guba 1985; Polit & Beck 2014). A study's credibility refers to its
trustworthiness, while validity refers to the extent of the accuracy that reflects
or evaluates the concept or ideas investigated. Each of these criteria was
explained, and the procedures that are typically followed were illustrated. The
qualitative approach was used in this study to establish credibility to trust in
the study results. When conducting qualitative studies, any presuppositions
they may have about the phenomenon in mind before they start the study are
kept away; as a researcher, | considered the children's narrative rather than my
experience.
(2) Dependability: As part of a qualitative research study, dependability can
be achieved by accurately documenting the processes (Armstrong et al.,
1997). This detailed documentation allowed the reader to ascertain whether
appropriate research methods were followed and provided future researchers
with the information needed to replicate the study (Shenton, 2004).

Toensure data reliability over time and conditions, reviewers are requested
to review and examine the research process and data analysis; among them
was my supervisor, who checked the data analysis step by step. The reviewers
confirmed that the current study's findings are consistent and replicable.
Furthermore, a code-recode procedure throughout the analysis process is
promoted. Then, the same data were coded and recorded within (2) weeks to
evaluate the required results.

(3) Conformability: It is the qualitative counterpart of objectivity and refers
to the agreement between two or more independent auditors regarding
whether a given set of data is meaningful, relevant, and accurate (Wirihana et
al., 2018). The way decisions were made in qualitative research should be
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transparent (Krefting, 1991). Research notes were kept for every decision
made by the researcher and every analysis performed as the study progressed.
The participants were also consulted and confirmed that the themes were
accurate by member-checking. After several months of semi-structured
interviews, participant or respondent validation is achieved by returning the
data to the participants, allowing them to interact with them alongside the
interview data. Once the study was completed, the results of the organ
examination with the relevant participants were shared, allowing them to
evaluate the results critically. Studying abstracts either reflects the
experiences of the participants or does not. When participants confirmed
accuracy and completeness, the study had credibility. Although these checks
were not error-free, they reduced the chance that incorrect data will be
captured and interpreted. The purpose of this process is to deliver results that
are authentic, reliable, and trustworthy. The main idea of the texts was read by
the researcher from a sample of randomly selected participants during the
phone interview. After obtaining the participant's consent for the texts, several
questions were asked. Afterward, the texts were individually read to each
participant and feedback was received about the texts.

(4) Transferability: A study's transferability refers to its ability to be applied
in different situations and populations (Elo et al., 2014). The reader must then
determine whether the findings and conclusions reflect their context and
experiences (Shenton, 2004).

A generalization of the results of this study cannot be made for all
amputee children. However, this study will focus on amputee children who
receive care at Al-Bashir Hospital and Farah Center of the Royal Medical
Services because these hospitals serve all Jordanian governorates as central
hospitals.

3.9 Pilot Study

Pilot studies are mini-versions of full-scale studies known as feasibility
studies and include specific pre-testing of research instruments, such as
questionnaires and interview schedules. Pilot studies are an essential part of
any study design. Pilot studies do not guarantee success in the main study, but
they do increase the chances. Research pilot studies have several important
functions and can provide valuable insights for other researchers. In the
current study, the interview schedule was tested by conducting an interview
experiment with three participants who are qualified for the study, asking
them about the interview questions and determining whether they are
understood. Then, the participants were interviewed at the location where the
interviews were conducted, along with assessing their suitability for the study.
In carrying out this pilot study, the experience in conducting interviews with
participants and conversing with them is also gained, along with making
early suggestions about the research.
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CHAPTER FOUR
Result Discussion & Conclusion

In this chapter, the results of the study are presented, along with a
description of the sample. Throughout this chapter, the themes identified
are based on the research questions discussed in the objective and aims
section.

RESULTS
4.1 Participants

The study participants were communicated over the telephone and
interviews were scheduled with them based on their hospital appointments.
As no new patterns of information emerged after interviewing about (20)
participants; (8) females and (12) males, the majority of the causes of
amputation among the participants were congenital (n=16). Once the
saturation point was reached, the interview process ended.
Regarding the data collection, it was completed without any withdrawal of
consent by participants. Table (1) shows the demographic data of the
interviewees, where each child was given a pseudonym, and none of the
mentioned names corresponded with the names of the participants in the
study, as they were given these pseudonyms to notify the reader that they
are people.

Table 1
Sample Characteristics from Children Interviews (n=20)

Child gender age Residency Type of School Present of

Symbols amputation attendance prosthetic
and level of and self-
amputation evaluation

Ahmad BOY 18 urbanarea Congenital, Yes, very Yes
below elbow good

Lara Girl 18 ruralarea  Acquired, Yes, Yes
above knee  excellent

Mohammad Boy 15 Ruralarea  Congenital, Yes, Yes
above knee  acceptable

Mays Girl 14 Urbanarea Acquired, Yes, Yes
above knee  excellent

Saher Boy 9 Rural area  Congenital, No No
below knee

Basel boy 8 Rural area  Congenital  Yes, very Yes
below knee, good

Tala Girl 17  Ruralarea Congenital, No Yes
above knee

Oday Boy 17  Ruralarea  Acquired, Yes, No
below elbow acceptable

Ali Boy 12 Urbanarea Congenital, Yes, Yes
below knee  excellent
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Child gender age Residency  Type of School Present of

Symbols amputation attendance prosthetic
and level of and self-
amputation evaluation

Hamzah Boy 10 Ruralarea  Congenital, Yes, good Yes
below knee

Ayman Boy 15 Ruralarea Congenital, No No
both leg

Yaser Boy 10 Urbanarea Congenital, Yes, good Yes
below knee

Eyad Boy 15 Ruralarea  Congenital, Yes, good Yes
below knee

Rama Girl 10 Urbanarea Congenital, Yes, Yes
above elbow excellent

Belal Boy 14  Ruralarea  Acquired, Yes, Yes
Above knee  acceptable

Osama Girl 9 Rural area  Congenital, Yes, very Yes
below elbow good

Yaqgeen Girl 13 Ruralarea  Congenital, Yes, good Yes
below knee

Laith Boy 8 Rural area  Congenital, Yes, good Yes
below ankle

Yasmeen Girl 10 Ruralarea  Congenital, Yes, very Yes
above elbow good

Salma Girl 9 Rural area  Congenital, Yes, Yes
above knee  acceptable

4.2 Themes

The essence of the phenomena is illustrated as five-theme clusters
and (11) themes that captured the life experiences of children who had
amputation:

Table 3
Emerging Themes and Subthemes of Children with an Amputation
Experience
Themes Subthemes

The child's beliefs about his amputation. (1) The child's feeling that he does not
belong to humans and that he is a
stranger to them.

In the same way as other children, I would (1) The child's frequent absence from

like to attend schooll. school and the decline in academic
performance due to frequent visits to
the hospital.

(2) The child's relationship with his peers.

(3) School activities that the child was
denied due to amputation.

(1) Feeling of loneliness “feeling that the
child was rejected”

(2) Feeling guilty

(3) Poor body
confidence.

Psychological suffering

image and low self-
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Themes Subthemes
Child coping after amputation. (1) Family and its role

(2) The child's self-reliance in performing
his daily tasks after amputation.

(3) The child adapts to the prosthesis and
considers it a part of his body or
refuses.

(4) Limited awareness of amputation due
to the age of the child.

No one is incapable, but society hinders
them.

4.2.1 Child's Beliefs about His/ Her Amputation

Participants reported a category of experiences related to this broader
theme: The child's feeling that he does not belong to humans and that he is
a stranger to them.

4.2.1.1 The Child's Feeling that he does not belong to Humans and that
He is a Stranger to them:

Several participants refused to accept their amputations, leading
them to believe that they were not humans and described themselves as
strangers to their peers. In addition, they believed that the absence of a part
of their body made them completely different, whether from their brothers
or other people, where one of them thought that he looks like a monster in
fairy tales and is called (the man whose feet were skinned); for example:

Lara said “Every time I think of myself, I ask myself, why am I like
this? Why am I different from the rest of my brothers? "C2
| had a difficult childhood during which | wondered why | was the way |
was. Why am | different from the rest of the students in my class? | always
felt different, and | talked about why | was different.

Tala said “I didn't live the stage of childhood because I used to see
girls and, my brothers and sisters used to go to my second sister's house
and go to the market. | would only look at them, but I could not go out with
them, so I felt like something was missing from me since | did not live like
them.” C7

Hamzah said “In my mind, I imagined myself becoming like the man
whose feet were skinned if I cut off my legs. Do you know him? We always
hear about this from our people.” C10

In contrast, several participants were of the opposite opinion,
believing the amputation to be a normal occurrence, for example:

Ahmad said “I have been like this since I was young. Amputation is
normal for me, and this amputation is God’s will. It is normal for me, and |
thank God for everything. It feels like I'm a normal person, and | have a
prosthetic leg. What does that mean? | have adapted to the situation and it
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is very normal for me. | feel the same way as my relatives and friends.
There is no difference between us.”C1

While some participants believed that despite amputations, they were better
off than others because they could walk and do many things that others
could not for example:

Mohammad said “Despite this, I live like other children and do all the
activities that children my age do. Furthermore, there were many disabled
students in my class and my situation was better than theirs.” C3

The children described their beliefs about the amputation they had based on
their experiences.

4.2.2 In the same way as other children, I would like to attend school
(school issue)

Children between the ages of (6 and 18) spend most of their time at
school. This is an important aspect of their lifestyle, so this study aims to
learn more about their experiences with amputation. Due to this, it is
significant to mention school-related issues and their experiences regarding
amputation within the school. Therefore, school difficulties emerge as a
significant theme consisting of three sub-themes: 1- The child's frequent
absence from school and the decline in academic performance due to
frequent visits to the hospital, 2- The child's relationship with his peers, and
3- School activities that the child was denied due to amputation.

4.2.2.1 The child's frequent absence from school and the decline in
academic performance due to frequent visits to the hospital

As a result of one of the child's limbs being amputated, the child is
required continuing visiting the hospital for physical rehabilitation,
prosthetic limb installation, and reviews by the Prosthetics Department,
which requires the child to miss school frequently and to review his
academic performance. Here are a few examples:

Lara said “| was delayed for a whole year by my classmates because

of the amputation, even though | was one of the first in my class

when | had the operation. Due to my absences from school for three
months, my principal kept me in my class. ”

While the child achieved excellent academic results, the amputation
process caused her to be late for an academic year. This caused her to fall
behind her peers, affecting her psychological health.

Mohammad said that “He academically suffered because of
the many operations and hospital visits, leading to his declining
academic performance. Because of the financial situation, and my
family couldn't enroll me in a private school. ”
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In another case, the child's academic performance declined despite
remaining in the same class as his peers. As a result of his frequent
absences from school and many surgeries, his performance was rated as
acceptable. His health condition occupied all of the family's attention,
causing them to neglect his academics, in addition to not having the
financial ability to send him to a specialized school for rehabilitation.

In contrast, some parents did not send their children to school to
prevent their health condition from getting worse, or because they did not
have anyone to help them, for example:

Tala said “As a result of my condition, my father did not want
me to attend school because of the position of my two legs. But my
older sister taught me how to write and read, so now | can spell and
read any word, and | know the numbers. Because | was tired while at
home and my legs hurt, they did this to me out of fear for me. Since |
was at home and was getting tired and my legs hurt when | didn't get
out, how things would be if I went to school?”” C7
In contrast, some of the children expressed their love for the school

and its excellent academic performance, noting that amputation did not
affect their grades.

Ali said” | am a smart and excellent student, and | love
studying. When God takes something from me, he replaces it with
something else.” C9
It was shown that children with amputations had various academic

performance levels, ranging from acceptable to excellent. Some children
argued that their academic performance was acceptable or good because
they were frequently absent from class as a result of frequent hospital visits
and surgeries. Therefore, their academic performance declined as a result.
Although the children who had excellent academic performances argued
that despite his amputation, his family taught him everything he missed
during his hospital stays and followed him up continuously; they are still
smart despite the amputation they have. There were also a few cases when
children did not receive any education, which was the result of a lack of
resources at school as well as parents' fears that their condition would
worsen,

4.2.2.2 The child's relationship with his peers

To identify how amputee children deal with their peers, they were
asked to describe their relationships with their peers. In addition, they were
asked to describe their assistance to each other. Most of the study
participants reported that bullying was a frequent occurrence at school,
while in others; cooperation and assistance characterized their relationship
with their peers. Here are examples in which she described being bullied
by her classmates at school:
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Lara said “In school, | have suffered from bullying sometimes. They
made comments and mocked me for my legs, and | felt different, but
this was a long time ago. Maybe it still exists, but | no longer care,
because | have grown up and matured. ’C2
Oday said “During that time, | experienced severe bullying. Some
children talked to me in an ugly way, telling me had no hands.” C§
However, several children indicated that they had good relationships
with their peers and had a lot of love among them and they helped each
other in many ways as well, for example:
Ahmad said, “My relationship with my friends was like a
brotherhood, and | joked with them and laughed with them rather
than being grumpy.”
Mohammad said, “Whenever | play with the rest of the students, I
was usually a cheerful person who communicates with his colleagues
amicably, and | have a close friend.”
Mays said “At school, | am friendly with all my school colleagues,
not just my friends who are with me in the class. | have never been
subjected to bullying, since whenever | mention that | have a
prosthetic limb, people are surprised because it doesn't look like a
leg at all, and no one has ever explained why your leg is that way. ”
A child's reaction to his peers differed from child to child, so each
one had a different perspective on his peers. Despite having an amputation,
some of them have made many friends and described it as something
normal. However, some of the children had a different opinion, as they had
been bullied by their classmates. The reason they were bullied is because
they didn't have a side and looked different from most of their peers. This
caused them to feel like outcasts and different from their peers.

4.2.2.3 School activities that the child was denied due to amputation

As children in school, many physical activities were carried out
routinely, beginning with attending school and ending with returning home;
walking to school in the morning, standing in the morning line,
participating in the school radio, and participating in sports classes.
However, there were some children excluded from doing these activities
because of their amputated limbs. This context calls for a discussion of the
experiences of amputee children with physical activities.

Lara said that “The girls wanted to go on a school trip, but I could
not go with them. | wanted to participate in the sports class, but I couldn't
go. It was difficult for me to participate and stand in the morning line, so |
stayed in class. Even during recess, | stayed in class, and the girls in the
classroom bought me from the canteen. In terms of fatigue and
transportation, | had to go to school by taxi and at my own expense,
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because | could not walk to school, which was financially costly to me and
my parents.”

Mohammad said, “I was excluded from school physical activities,
but now it is normal, my situation improved, and | started playing with the
rest of the students.”

Basel said “I cannot ride most of the games that | love in the city of
games, so | watched my friends climb them. On the trips | used to go on, |
did not walk. I used to stay by the bus and didn’t walk much.”

In contrast, some children continued to do many physical activities
despite their amputations, and they didn't feel restricted. For example:

Mays said “Whenever I go on school trips and if there are games
that | want to ride, | ride them normally, even if my friends do not want to
play them. I also play running games at school. | do not get tired even
when walking long distances.”

Oday said “At school, I was not deprived of anything. I participated
in school trips and sports activities. | stood during the morning assembly. |
was treated the same as the rest of my friends by the teachers.”

We conclude from the foregoing that amputation for some children is
a physical barrier. This is because they cannot participate in many physical
activities, which has a profound effect on their lives. This amputation
prevented them from participating in physical school activities and
recreational activities considered appropriate for children of school age.

However, amputation for some children was a natural thing and it
did not have a physical effect on them. Therefore, they practiced their lives
and activities normally and were not prevented from doing any activities.
On the other hand, they did additional activities, such as going to the gym.
Some of them learned to drive a car to get their license when they reached
the age of (18). Some of them participated in swimming activities despite
having an amputation.

4.2.3 Psychological impact

One of the objectives of this study is to describe the experience of
amputee children, so we need to describe the challenges faced by those
children by describing the psychological state of amputee children and
discovering the effect of the psychological state on their lives, where this
theme consisted of subthemes: 1- Feeling of loneliness “feeling that the
child has been rejected”, 2- low self-confidence, 3- Poor body image, and
4- Feeling guilty.

4.2.3.1 Feeling of loneliness (feeling that the child has been rejected)
The researcher interviewed the study participants to determine how

amputation has affected their lives and their feelings about it. A small

number of children expressed feeling rejected because they had difficulty
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seeing themselves in a positive view and seeing themselves differently
from others, where they thought that the other children are better than
them, in addition to the ridicule presented by other children over their
amputation, leaving them feeling isolated. For example:

Lara said that " Sometimes they teased me for my legs, and I felt like
an outcast and different from them."

Oday said that “My first time out, I get annoyed by people's looks, SO
| want to go back home, and | don't want to stay outside. In this case, I
don't want to go out, | don't want to be with anyone, and | don't want to see
anyone.”

In contrast, some of the children expressed different opinions, as
they were far from being isolated, and it was quite the opposite, due to their
strong integration into society, their school and neighborhood peers, as well
as their great social mixing. Some parents kept their children at home so
that they can study. However, some children spent their time outside
playing, not interested in studying, but rather playing in the lane with their
peers.

When | asked about his relationships with his neighbors, Belal said
“Their family punished him because he played with his friends for long
periods while abandoning his lessons.”

4.2.3.2 Feeling guilty

A child born into a family, and needs health care, affects all family
members, causing them to suffer financially or morally, affecting the child
himself, as he believes that he was the main cause of his parents' suffering,
whether financially or morally, making him feel guilty for the amputation's
existence. For example:

Hamzah said “Isn't it appropriate that amputees shouldn't be an
ordeal for our families, but rather a gift? Why don't you secure a salary for
a person with a disability? As a result of his situation, | think this person
will be a burden to his family.”

The opposite was found in some cases, since the family played a
major role in this, atopic which will be discussed later in this thesis. Here, it
was the environment around them and the family that caused some children
not to feel guilty about an amputation. For example:

Mays said, “I am not affected at all, as my family doesn't make me
feel the deficiency, nor do people outside my home, nor do my relatives,
and I've been in this situation for a while, so I'm not affected.”

From the foregoing, we conclude that children involved in the
suffering of their parents feel more guilt and that they are responsible for
this suffering. A sense of guilt can be triggered by the amputee's family or
the society in which he lives, by telling him either directly or indirectly that
he is helpless and depends on them for his survival.
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4.2.3.3 poor body image and low self-confidence

As part of this discussion, children's experiences with their external
appearance after amputation and how that affected their self-esteem are
discussed. Some children reported that the amputation affected their
external appearance since they had to wear long and wide clothes to
conceal the amputation or the prosthesis. When these children stood in
front of the mirror, they expressed sadness over the fact that they had an
amputation, in addition to the way they thought, and their constant question
of why they didn't have a natural party, and why they weren't like their
brothers. These experiences affected their self-confidence, as most of them
refused to go out because of the amputation they had and the shape of their
bodies that differs from their peers as a result of the amputation, in addition
to their fear of being mocked. For example:

Oday said " As | stood in front of the mirror, | told myself that |
needed a prosthesis, and I thought about my situation and others of my age.
In front of a mirror, | was annoyed with myself and asked why | was like
this."

Lara said that “Since the amputation, I had to wear long, loose
clothes to hide my prosthesis and change my way of walking. | could not
walk as others do.”

The experiences of children in this study suggest that children who
have amputations may lack self-confidence due to their external
appearance, which they perceive as a deficiency in themselves, and that as
a result of this deficiency, they are different from their peers, where they
view their peers as better than them because they do not have this
deficiency. Other children had self-confidence despite their amputations
and external appearances, expressing that they do not differ from their
peers when it comes to their appearance. For example:

Mays said, “As for me, this has become a matter of trust, since |
consider myself normal, and whoever says | don't care about him should
know that | live with amputation and | have confidence in myself beyond
what is usual.”

Regarding this, children with amputation suffer from psychological
problems, such as low self-esteem due to body image disturbance, which
makes them feel rejected by their peers, so they isolate themselves.

The experiences of children in this study differ from one child to
another, as each child grew up in a different environment than the other,
and each child had his surrounding environment from the family and
society, playing an important role in accepting his appearance and shape, as
well as in his self-confidence, more details about their role later are
provided in the next sections.
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4.2.4 Child coping after amputation

When determining whether the child has adjusted to amputation, it
was important to know the child's family role, his or her self-reliance, and
whether he or she has a prosthetic limb. All of these factors can play a part
in determining whether the child has adapted well to amputation. Due to
the foregoing, this theme has been divided into subthemes: Family and its
role, the child's self-reliance in performing his daily tasks after amputation,
the child's adaptation to the prosthesis and considering it as a part of his
body or refusal to accept it, and limited awareness of amputation due to the
age of the child.

4.2.4.1 Family and its role

The love a parent has for their child cannot be measured, and seeing
their child ill, diagnosed with a disability, or needing life-changing surgery
Is their worst nightmare. The most significant thing is that parents find the
strength to move forward, so their children can have a safe and happy
childhood. It is especially true for children who have undergone an
amputation.

The parent and family members play a major role in the child's
adaptation to amputation; they help the child prove himself to himself and
others, they contribute to not making him feel inferior, treating him like the
rest of his siblings without excessive sympathy and pity feelings towards
him, in addition to encouraging him to accept his amputation and accept his
physical appearance, so that others will accept him as well.

Conversely, some children suffer excessive parental protection,
where their parents differentiate them from their siblings, show extra
interest in them, make their siblings do their tasks, and help them with all
of their work, so that the amputee children become dependent on their
family and are seen as a helpless individual who cannot do anything
without assistance. Several children in this study said that their family
played a significant role in their adjustment to amputation, as most of them
agreed that the family supported them financially and morally and
encouraged them in many ways. Along with reassuring the child and giving
him a feeling of warmth and fear for his feelings, the family does
everything possible to provide him with the appropriate environment and
education.

In some cases, the family plays a positive role in the child's
development. In this case, the family convinced "Mays" that she was not
deficient in any way. She should also understand that she is not different
from others, but rather that she is better. This idea had been established for
her, so she convinced herself and others around her of it until she became a
beloved child both inside and outside her home
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Mays said “Since I am the only girl and the youngest member of my
family, 1 am the most pampered one of them. Even if there is no
amputation, they will pamper me. My grandfather's house is complete, as
well as my family’s, it's not just because I have a prosthetic limb. It is
normal for me to have a prosthetic limb (I am a normal girl).”

Also, parents' words played a crucial role in the lives of their
children, which they viewed as responses to every situation for example:

Ali said “My mother tries not to show anything for me; every time |
tell her that this amputation annoys me, she tells me it's from God. She also
tells me there are other things God gave you that others don't have. You're
smart.”

However, some parents, who are a minority in this sample, fear
excessively for their children and do not want to let their child enter school
and learn, so they prevented him from attending school. It is not out of
deprivation, but rather from fear of his health deteriorating, and fear that no
one will help them get to school and move within it.

Tala said “Because of my condition, my father does not want me to
go to school, because the position of my two legs is not good. He does this
out of fear for me, because while I am at home, | am getting tired and my
legs are hurting while I don't go out, so how will things be if | go to
school?”

From these children's experiences, we conclude that the family is the
child's first supporter, as the child's positive adaptation to amputation
depends on his family. As a result of the family's support and
encouragement, the child becomes more confident despite his amputation.
Often, parents' desire to protect their amputee children results in insecurity,
low ambitions, and low self-confidence.

4.2.4.2 The child's self-reliance in performing his daily tasks after
amputation

In this study, many of the children who said that they needed help
after the amputation process, were unable to serve themselves and needed
their parents to assist them with going to the bathroom, wearing clothes,
and eating. However, after some time had passed since the amputation
operation, they began to rely on themselves in a way that allowed them to
become self-reliant, although most still need assistance. For example:

Mays said “I have been self-reliant since | was in the third and
fourth grades, and now I'm completely independent, doing everything
around the house myself. My mother does nothing but cooking since I'm the
only girl in the house.”

Based on the data above, it is concluded that children initially find it
difficult to rely on themselves after the amputation, but with time they
begin to adapt, especially after installing the prosthesis, which we will
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discuss later concerning its role in the child's adaptation process after the
amputation. As in the previous case, when "Mays" needed to rely on herself
immediately after the amputation, gradually she was able to do other
household tasks despite her amputation.

In some cases, children were so dependent on their parents from
childhood that they were kept at home by their parents out of fear for them
and because no one could help them, so they could not attend school. Since
these children are usually accompanied outside the house, they are unable
to attend school.

Cl1Ayman said that “The only time I leave the house is when my
brother takes me shopping with him. My mother is the one who does
everything because I can't walk.”

In the previous case, the sad thing was that he had a younger brother
who had the same congenital amputation and the same suffering, where his
family kept him and his brother at home, and they went out with their older
brother or one of the parents because they needed help. Also, they spent
most of their time either watching TV or using the phone in the house.

The dependency of amputee children on themselves ranges from the
presence of completely self-reliant children and children who are partially
dependent on their parents, who may, if they grow up, become fully self-
reliant, in addition to the children who are completely dependent on their
families due to the amputation they have.

4.2.4.3 The child adapts to the prosthesis and considers it a part of his
body or refuses it

In most cases, prostheses are installed within a period after the
amputation process is completed, once the child has completely recovered
from the amputation. When a child is brought in for an initial visit to
determine the length of the prosthetic limb, the child is then contacted after
a month or two to install the new prosthetic limb, and this is the attitude of
most children who have installed artificial limbs.

In the first few days after installing the prosthesis, most of the
children found it difficult to use the prosthesis because it seemed strange
and heavy to them. They also described their experience with the prosthesis
as a difficult one, since they found it difficult to wear it and found comfort
in taking it off, then with time they gradually got used to wearing it
permanently. For example:

Ahamd said “In the beginning, I disliked wearing the prosthesis. If 1
wanted to wear it, | would either wear it only once or twice a week, or |
wouldn't wear it at all. Sometimes it would hurt me or bother me, or my
hands would swell. Then, after wearing it for a while, | started wearing it
daily, and | was sleeping in it as well. Now that | am used to it, it doesn't
hurt anymore, and I wear it normally.”
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In contrast, some children were very young when they fitted their
prosthetic limbs, some fitting them at the age of one and a half years, so
they were unaware of what it feels like to have a prosthetic limb for the
first time; therefore, they have adapted to the prosthetic limb since
childhood, considering it as an integral part of their bodies. For example:
Ali said “My prosthesis became a part of my body when I was young, and I
got used to wearing it all the time and taking it off only when I slept”

Although most children in this study had prosthetic limbs, very few
children did not have prosthetic limbs despite their amputations. Although
they expressed a need for a prosthetic limb, they were informed that they
would be contacted if industrial materials became available. For example:
Oday said, “To be honest, since I was young, I went to the prosthetics
department to put the limb, and | am now 17 years old and until now, the
hospital told me to contact you if there are materials available.”

Based on the interviews, the researcher found that the children
without a prosthetic limb struggled with coping with the amputation since
they expressed their dissatisfaction with not having a prosthetic limb
installed and stating that their lives would be better if they had the
prosthetic limb, as opposed to the children whose prosthesis gradually
became part of their bodies and showed their gradual adaptation to it.
Awareness of amputation due to the age of the child

Theme summarizes the child's awareness when he performed
amputation and his knowledge of amputation and what is it. Additionally,
did he have a role in deciding to amputate, and what he had suffered
following the operation? As a result, was he affected by the loss of his
limb?

Several participants said that they were unaware of the amputation
when it was performed since the amputation was performed while he was
unconscious. Therefore, he did not understand what an amputation is and
what it means to lose a limb, so he had no freedom in making the decision.
The following is an example of what one participant said:

Ahamd said “When I asked him, what was your reaction to being told that
you would need an amputation? He said | was young at the time and wasn't
aware that I had a congenital defect.”

Basel said, “Despite not knowing what the operation is and why it is
performed, he tells his mother that he remembers when he was taken for
the surgery and he was crying as she deposited him at the door.”

If a child has had amputation since childhood, but has not been aware
enough to remember the details, and wasn't accustomed to having a limb,
this may be beneficial to them, since they did not experience the pain of
losing a body part or the feeling of losing a limb.
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In some of the interviews, participants described how they felt during

the time of the amputation and recalled what happened for example:
Tala said “It was very difficult for me. I asked what would happen if |
amputated it. Will I crawl on the ground if | want to amputate it? Since |
want to walk, the doctor told me I don't even know what amputation is, or
that prosthetic limbs exist. You will walk and play football, too. You will
find it difficult at first, but you will adapt to it over time. | am encouraged
by the doctor's words, following my leg amputation, | experienced a
difficult psychological state. After losing my limbs, | began considering
how I would move and what I would do.”

Because he was used to the presence of the limb, and because he liked
the movement, he believed that the amputation would worsen his condition.
Mays said “Before the amputation, my mother told me that your leg caused
you a lot of pain; now that it has been damaged, we would like to replace it
with a new one. My mother kept telling me that the new foot would be
better than the old one and that it wouldn't bother me. All that mattered to
me was the fact that I wanted to rest and was not afraid.”

Furthermore, the child's awareness of amputation was a positive
aspect, since it showed that he understood the concept and that it might
relieve pain caused by disease and chemical exposure.

4.2.5 No one is incapable, but society hinders them

There are many ways through which society members treat these
children, including ridiculing and bullying them or expressing curiosity
towards them, as they are asked questions to find out why their legs were
amputated. Also, some people stared at them for a long time and interfered
with their privacy, which made them withdraw and shy. Therefore,
providing help and assistance to amputee children should not be associated
with compassion and kindness, so as not to impose an inferior image on
them or hurt their feelings. For example:

Hamzah said “The feeling of inadequacy was evident, particularly in
the looks and interactions with others. If someone treats you out of pity,
this in itself will cause a negative reaction, not because this is your right,
but because he pities you.”

Mays said “If anyone asks me about my legs, | say | am still a child,
what do you understand? If | saw any child with a side like me, | would ask
him, because it is normal to ask.”

An amputee's mental health is influenced by society's attitude
towards him, whether this is a negative or a positive attitude. It negatively
impacts both his adaptability to himself and society.

Regarding the challenges and difficulties experienced by Jordanian
children with an amputation, some acute and long-term challenges are
experienced by the children and their families; these are post-traumatic
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limb amputations manifested by stress, anxiety, depression, and social
isolation. On the other hand, there were physical and financial challenges
related to lack of financial availability and support, since those children
need prosthetic devices and frequent hospital visits. Also, the lengthy and
costly hospital stays of children post-amputation result in physical suffering
related to pain and psychological implications, leading to significant
morbidity and continuous suffering.

4.3 Summary:

This study aimed to describe the lived experience of Jordanian
children with an amputation and discover the challenges and difficulties
experienced by Jordanian children with an amputation. Participants who
have amputation volunteered to complete semi-structured interviews.

Five distinct themes captured the lived experience of children with
amputation: :(1) the Child's beliefs about his/her amputation, (2) In the
same way as other children, I would like to attend school (school issue), (3)
Psychological Impact, (4) child coping after amputation, (5) No one is
incapable, but society hinders them.

The data taken from the amputee children revealed that the adaptation
of the amputee children varies according to the cause of the amputation, as
it was found that the children who had amputation since birth were more
adaptable than the children whose amputation was acquired. The data taken
from the children also revealed that most of their experiences were in the
form of the difficulties they faced. The results revealed that amputee
children faced physical problems that prevented them from physical and
recreational activities and resulted in a decline in their academic evaluation
due to frequent visits to the hospital. In addition to the psychological
impact of amputation on these children, they suffered from frequent
bullying and poor body image, which resulted in their feeling of rejection,
loneliness, and lack of self-confidence.

4.4 Discussion

In this chapter, the researcher will discuss and describe each of these
themes in detail and compare the results of the current study with literature
on amputee children's experiences. Furthermore, the researcher will discuss
the limitations of this study and its effects on amputee children, as well as
future recommendations for research on amputee children. This study used
a qualitative phenomenological approach to develop a comprehensive
understanding of the lived experience of Jordanian children with an
amputation and describe the challenges and the difficulties experienced by
the Jordanian children with an amputation, which were collected manually
by the researcher using data from semi-structured and individual interviews
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conducted with amputee children. A description of the experiences of
amputee children was the purpose of the study.

The current study revealed that amputee children have many life
experiences, which could represent more challenges than experiences due
to their amputations. Several themes were identified through the data
collected from various sources. The experiences of amputee children were
categorized into (5) themes, including (1) Child's beliefs about his/her
amputation, (2) In the same way as other children, | would like to attend
school (school issue), (3) Psychological impact, (4) Child coping after
amputation, (5) No one is incapable, but society hinders them.

In this study, according to the children's beliefs about amputation,
children who were amputees described themselves as strange to their peers
and as not human. Some of them described themselves as monsters without
limbs because of their amputations. The results of this study disagree with
those (Andregard & Magnusson, 2017), which suggested that the beliefs of
the children are based on the beliefs of the community since the community
classified them as devils living in human bodies and that this amputation
resulted from witchcraft, making those children believe in this.

The majority of participants believed that they were normal children,
who were not different from their peers, and that they were used to living
with their amputations. This confirmed what was found in (Griffet, 2016),
which found that children adjust better to amputations than adults.
Throughout this study, the theme of "In the same way as other children, |
would like to attend school™ summarizes how amputee children expressed
their desire to attend school without facing barriers since most of these
children suffer from a decline in academic performance as a result of their
amputation. As a result of frequent hospital visits and rehabilitation centers,
they have to miss school. Similarly, this result matches with what was
reported in this study (Hocking et al., 2018; Chhina et al., 2021), showing
that repeated absenteeism from school caused by cancer and amputation is
a major obstacle to academic success.

As this study shed light on children deprived of school as a result of
amputations and a lack of assistance in schools, it is somewhat similar to
(Chhina et al.,, 2021), which found that amputee children who have
congenital limb amputation have difficulty adjusting to school due to
environmental obstacles, such as climbing stairs, especially those on
wheelchairs.

In this study, the relationship of amputee children with their peers
differed, as the majority of children were ridiculed and bullied at school
because of the amputation they had. This finding agrees with (Calder et al.,
2017) who found that amputee children were bullied by their peers due to
their condition. Despite this, some of the children in the study had good
relationships with their peers and had good friends who helped them
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despite their amputations. Indeed, those children were encouraged to
engage with their friends and form relationships with them. This finding
agrees with the findings of a study conducted by (Rosenbaum & Gorter,
2012), which suggested that children with amputations should be
encouraged to establish contact with peers and participate in a peer group.

This study found that some children with amputated limbs suffered
physically as a result of the amputation, and so many participants described
their experiences with physical activity. In addition to the difficulty of
moving due to their inability to walk long distances without pain, these
children were deprived of many physical and recreational activities. This
finding agrees with the study conducted by (Chhina et al., 2021), which
showed that amputee children had limited ability to balance, perform
sports, and engage in recreational activities. They also experienced pain
when walking or running long distances. A group of participants were
living their lives naturally, without assistance, in addition to their regular
activities like swimming, exercising, and participating in recreational
activities. In a similar vein, (Matheri & Frantz, 2009) found that children
with amputees are more likely to remain physically active if they are
confident in their abilities.

The theme of "psychological impact” demonstrated how amputation
affects children psychologically, as amputee children felt lonely. After all,
they believed they were different from the other children, and that these
children were better than them because they did not have amputations,
which caused them to feel alone and isolate themselves from other
children. This result agrees with (Chhina et al., 2021) which found that
children feel isolated and lonely, especially when asked to go and play with
their peers.

Despite this, some children in this study were able to play with their
peers without feeling rejected or lonely, since they were participating in
activities with their friends, whether they were at school or playing with
their friends in their neighborhood. This result agrees with (Kanagasabai et
al., 2018) which found that some amputee children experienced fun,
challenge, achievement, and independence. The researcher found that some
children felt guilty about their amputations since their families suffered
financially and morally as a result. Although there are no studies
supporting this, a study (Harvey et., 2020) found that parents are
usually the ones who feel guilty because they are the ones responsible for
their children's conditions and unable to help them.

After the amputation, the child's perception of himself changed. The
researcher found that most children are embarrassed about their appearance
because they had to wear wide and long clothes to cover the prosthesis and
the amputation, as well as feeling sad about seeing themselves in the
mirror. As a result, they did not feel confident about themselves. A study
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conducted by (Chhina et al., 2021) demonstrated that children were forced
to wear specific clothes to hide amputated body parts, and they were unable
to wear whatever they wanted. Additionally, due to their concerns about
their body image, they discussed how their amputation-related problems
affected their self-confidence and self-esteem.

Concerning the theme of “child coping after amputation", adaptation
to amputation in a child depends largely on the role that his family plays in
dealing with the amputation as well as the child's awareness of the time at
which the amputation was performed and the time at which the prosthetic
limb was placed. Additionally, the child's self-responsibility plays a large
role in the child's adaptation. As a result of this study, amputee children are
more likely to be accepted by others if they grow up in families that
provide them with continuous support and help them prove themselves in
society. Those children should not be shown excessive interest in them, but
they should be encouraged to accept their amputations. In this way,
children will be able to adapt to their amputation. This finding agrees with
(Oliver et al., 2020), which described the role of parents in supporting their
children with prosthetic limbs, where parents described their experiences,
and stated that they provide support for their children, contain them, and
protect them and that they are always careful not to inform them that they
differ from the rest of their peers.

Despite this, there are children whose families prevented them from
going to school because of their fear of them, claiming that they need help,
and this is known as negative positivity. This finding agrees with
(Andregard & Magnusson, 2017) who found that some participants were
told by their families that they could not attend school because of their
disabilities. As a result of the amputation, children who lost limbs at an
early age did not suffer from the loss of their limbs and were unaware of
the amputation, and their acceptance of their physical appearance also
differed from that of children who lost limbs at an age when they were
aware of the amputation and experienced the suffering that comes with
losing them. This result agrees with (Demirdel & Ulger, 2021), which
found that children who commonly amputate their limbs at an early age and
experience body change due to amputation feel less discomfort than
adolescents.

After the amputation operation, the researcher found that most of the
children needed help in all aspects of their lives, and they may continue to
need help for years to come. As they age, they become more independent
and rely on themselves, especially when they are fitted to their prostheses.
This result disagrees with (Bloemen et al., 2015), which revealed that
children and adolescents with physical disabilities faced specific barriers
with their increasing age.
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According to this study, a prosthetic limb is one of the important
ways through which children adjust to amputation since it was found that
children putting the prosthesis on at an early age are more adaptable to an
amputation. A person who rejects the limb at first, but gradually becomes
accustomed to it and considers it a part of themselves has been proven by a
study (Braaksma et al., 2018), which concluded that prostheses are more
successful among children than in adults. Despite this, several children
were unable to obtain prostheses, either due to a lack of materials in the
hospital or due to a lack of money. This result agrees with the (Andregard&
Magnusson, 2017), which revealed that the participants suffered and were
forced to crawl on earth as a consequence of their financial inability.

Regarding the theme “No one is incapable, but society hinders
them™. This study found that most participants felt that society was not on
their side and was not supportive of them most of the time. Indeed,
community members showed excessive curiosity about the amputation, and
thus the children expressed frustration with society's treatment of them.
They continued to ask them about the reason for the amputation, which
caused them to become embarrassed. They expressed frustration with
society's behavior toward them. They also showed excessive pity towards
them, which makes them feel inferior, and this was confirmed in a
(Stricklin, 2020) study, which revealed that children are usually surrounded
by curious people who ask them about their amputations. Another study
showed that participants felt they were treated negatively by society, as
they were mocked and looked at with contempt, which caused them to feel
unimportant (Andregard & Magnusson, 2017).

4.4.1 Strengths

This study provides a comprehensive view of amputee children's
experiences since it discusses their psychological, physical, and social
aspects. It is the first study that examines the experience of children with
amputations in Jordan. A few studies focused only on the psychological
aspect, while others emphasized the social aspect and the existence of
qualitative research versus quantitative research. Additionally, the
researcher included (20) children in this study, which allowed them to
describe and discover their suffering closely, and the existence of parents
during the interview were motivating to the child to describe his
experience. In addition, Colaizzi's (1978) method was used to analyze data,
which is rigorous and reliable, so the results can be trusted. Researchers
can also identify emerging themes and their connections. Because most of
the research is based on the experiences of amputee adults, there is very
little quantitative research on amputee children.
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4.4.2 Limitations

One of the limitations of the current study is that the researcher
conducted this study on only two rehabilitation centers in military and
governmental hospitals. However, the researcher did not interview children
attending rehabilitation centers in private hospitals; this impedes the ability
to consider the sample as a representative sample. In addition, the
representation was for the children only, where there were no
representations from other perspectives, such as parents and family. The
perceptions of parents and family members are missing from this study.
Direct interviews with parents of amputee children and their family
members would have enriched the findings. In addition, they would offer a
great understanding of their experience from their viewpoints.
Additionally, this study used qualitative research focusing on
phenomenological description, rather than statistical generalization,
Finally, we don’t have a registry for the number of children with acquired
or congenital amputation in Jordan.

4.4.3 Implication for Practice

Given the results of this study, it is emphasized that medical staff,
including doctors, nurses, and technicians should work together to develop
a comprehensive program for amputee children, including the amputee
child, his family, and society. Also, for successful rehabilitation and care
for children, there is a need for a multidisciplinary team approach involving
the child's parents, physiotherapist, play therapist, and a child psychiatrist.
On the other hand, there is a need to increase awareness among amputee
children, introducing them to their amputations, helping them become more
receptive to it, and spreading awareness to their families which, in turn,
teaches parents how to deal with the child, support him, encourage him to
accept the amputation, and make him an active family member who
performs his tasks rather than being dependent on others. Furthermore,
psychological support for children and their parents should be included in
the program to prevent psychological problems, such as isolation and lack
of self-esteem, as well as depression and anxiety associated with
amputations.

Moreover, the data generated from this study helps plan strategic
policies and programs at different community levels for prevention,
treatment, and distribution of resources to care for children with amputation
to ensure better health care and opportunities in life. We should not ignore
the importance of the community, since this program should contain
educational programs which, in turn, will help spread awareness among the
community members regarding amputee children and integrating them into
the community, along with preventing society from ridiculing them,
treating them humanely, and accepting them as an important member in
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society. As a final note, the school plays a significant role in the lives of

amputee children, since most of their time is spent there. Therefore, school

nursing must continuously educate the school community about the
importance of integrating amputee children into school and sports activities
and fostering their peer relationships.

Additionally, this study has implications in the flowing nursing field:

1- Nursing practice: this study will build a structural nursing intervention
for pediatric nurses that considers amputee children, their difficulties,
and their needs.

2- Nursing education: this study seeks to develop an educational
curriculum that considers amputation children, their challenges, and
their need in nursing colleges and universities, in addition to directing
undergraduate nurses on how to provide care when they meet those
children regarding their challenges and their needs.

3- Policymaker: this study will provide conclusions and recommendations
to policymakers to find strategic planning on the family, hospital, and
community levels to help amputee children to normalize their lives.

4- Nursing community: this study will assist nurses in building an
education program that engages all medical teams in a hospital to
provide an appropriate education for children and their parents and
rehabilitate them physically and psychologically. The study also aims
to build an educational program that engages all teachers in a school to
help amputee children inside the school, enroll those children with
other children, prevent bullying on those children, deal with them as
important students in school, and encourage them to be better.

4.4.4 Recommendations for Future Research

Conducting quantitative studies is necessary to generalize the results
to the amputee children in Jordan. Also, we need qualitative studies to be
conducted in private hospitals to compare these children’s life experiences
according to their different social classes to representative samples; it will
enable us to discover the quality of life for these children. In addition, there
is a need for further research to examine the experiences of parents of
amputee children and their role in supporting them and examine the role of
society in supporting amputee children.

4.4.5 Summary

This study aimed to highlight each of the five themes arising from
interviews with amputee children. The amputee children's experiences,
beliefs about amputation, and perspectives of themselves were examined to
determine the best understanding of the experiences of amputee children.
Moreover, a focus is given on the suffering of these children, whether
physical, psychological, or social suffering and how it affects their
adaptation to amputation.
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4.4.6 Conclusion

This study is the first Jordanian study about the lived experience of
children with an amputation. It concluded that children with an amputation
suffer from psychological (self-image problems, anxiety, and stress), social
isolation, and school problems. Therefore, we recommend pediatric nurses
and other members working at rehabilitation centers to encourage the
families, schools, and community members to help those children adapt
positively to their condition to normalize their life.
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