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Abstract

Background: The effect of amputation on the social and psychological well-being of patients has been established. How-
ever, the experiences and needs of amputees for the process of adjustment varies among individuals and cultures.

Aims: This study aimed to explore the experiences and needs of lower limb amputees for social and psychological adjust-
ment in Saudi Arabia, according to their own perspective.

Methods: Thirteen patients with lower limb amputation (mean age 47 years) were recruited from a large rehabilitation
centre in Saudi Arabia for participation in interviews. A focus group discussion with 6 amputees was followed by indi-
vidual, semistructured interviews with 8 amputees (which included 1 from the focus group) between November 2017 and
March 2018.

Results: Patients’ needs and reactions prior to and after amputation were controlled by the surrounding support system.
Hopelessness and depression, body image distress, religious attitude, and family and community support all contributed
to shape the overall patient experience, including psychological and physical adjustment.

Conclusions: Facilitating the re-integration of patients with lower limb amputation patients into their communities, as
well as providing the required support system, is crucial to ensure a healthy adjustment process for amputees.
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Introduction in 2018 (10). More than half of these cases were due

Amputation is a treatment of choice in several health to diabetes, and other causes included road traffic

conditions. Many factors shape a patient’s psychological
reaction to amputation, including age, type and level of

accidents, other accidents and malignancies. Two thirds
of amputees do not receive rehabilitation services, for

amputation, time since amputation, social support, and
active coping mechanisms (1-3).

Most patients who experience limb amputation
encounter a series of multifaceted psychological
responses (1). Depression is a common psychological
reaction among amputees that may linger for 10-20 years
after amputation and negatively affect an amputee’s
attempt to adjust socially and psychologically with
their physical situation. (3-5). Amputees experience
devastation and distress, as well as occasional denial,
shortly after amputation (6-8). Poor social support and
self-image are some of the main concerns that prevent a
healthy coping experience (6).

Experiences and needs before and after amputation,
among amputees from Arabic and Islamic cultures have
not been previously studied. Culture plays an important
role in shaping an individuals lifestyle, beliefs and
attitudes, as well as their family and social network (9).
In Saudi Arabia, 3745 cases of amputation were reported
from medical rehabilitation centres and departments

unreported reasons (11). The economic impact of treating
amputees is burdensome, and not meeting their needs
may add to its consequences (12).

The aim of the current study was to explore the
adjustment experiences of amputees in Saudi Arabia and
their needs before and after amputation.

Methods
Study design

This was a phenomenological study of the lived experi-
ences of lower limb amputees within their community.
The researchers had an etic perspective; looking at par-
ticipants’ experiences without preconceptions. Two au-
thors (WA and RA) work in close contact with amputees,
which made them more familiar with the expressions,
sentiments and ways to establish rapport with the par-
ticipants.
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Study setting

The study was conducted at Sultan Bin Abdulaziz Hu-
manitarian City (SBAHC); a major nonprofit rehabilita-
tion hospital and medical centre in Riyadh. Patients at
this hospital are required to pay for services, but many
receive government support to cover treatment and re-
habilitation expenses.

Sampling and recruitment

This study was approved by the Institutional Review
Board of SBAHC (013/2017/23, August 2017). A focus group
discussion was followed by semistructured interviews
with lower limb amputees from SBAHC between Novem-
ber 2017 and March 2018. Participants for the focus group
were conveniently chosen from the Inpatient Rehabilita-
tion Unit. From the 11 participants who were eligible, 6
attended at the time of the focus group, including 1 am-
putee who works at the centre.

A convenience sample of 3 inpatients and a purposive
sample of 4 more patients were invited to participate in the
semistructured interviews. Interviews were conducted
and analysed 4 weeks after the discussion. Patients were
included if they were Saudi nationals aged > 18 years.
We included individuals of both sexes and with different
levels of education, as well as with various times since
and levels of amputation. Individuals were not chosen if
they lacked the capacity to provide informed consent or
had severe mental illness.

Data collection

The focus group discussion took place in a quiet meeting
room at SBAHC and lasted 1 hour. Three interviews took
place in the same room and the others were conducted
in the patient’s room and lasted 30-45 minutes. Data
collection was conducted by NA in the presence of RA or
WA. The topic guide was developed based on guidelines
previously used in similar studies (6,7,9,13) and amended
according to the aim of this project (Table 1). Semistruc-

Table 1 Topic guide for focus group discussion

- What does the word amputee mean to you?
- What was the story behind your limb amputation?

- What was your main concern before amputation? (probe: con-
cerns about self-image, social functioning and physical func-
tioning)

- How was your life before being an amputee? How did it change
after? (psychological, social and religious)

- Can you identify some of the challenges faced by lower-limb
amputees? (challenges on accepting self-image, social challenges,
physical challenges and psychological challenges)

- What are the strategies you took (are taking) to adapt to your life
after amputation? (probe: rehabilitation support including pros-
thesis, family and friends, talking to other amputees, spiritual
support, and psychological counselling)

- What do you think amputees want from the community?

- What do you think professionals and community could do to
facilitate integration of new amputees back into the community?

- Isthere anything else you would like to add?

tured interviews were used to handle sensitive issues
(e.g., feelings and spiritual attitudes). Triangulation of
data collection techniques, probing questions, more than
one coder, and transparency in reporting the results were
used to ensure trustworthiness of the findings.

Data analysis

All interviews were audio-recorded, transcribed verbatim,
and analysed in their original Arabic language. Thematic
analysis was used to provide a sequential structure for
the data analysis. An iterative approach was adopted in
order to cover patient experiences. Familiarization with
the range, depth and diversity of the data was performed
by NA and WA. They agreed on an initial coding frame
that was then applied to other transcripts, with the flexi-
bility to enable other codes to be added. Key themes were
developed and quotations were used to provide support-
ing evidence (Table 2). Themes were investigated until
saturation was achieved. NVivo software (version 11.4.2)
was used to manage the data.

Results

Six and 8 patients participated in the focus group and
semistructured interviews (3 men and 5 women, includ-
ing 1 man from the focus group). Participant age ranged
between 26 and 71 years. Time since amputation ranged
between 4 and 15 years, and levels of amputation var-
ied among the participants (9 above knee, 3 below knee
and 1 at ankle level). Six of the participants had bilater-
al above-knee amputation. Two main themes emerged
from analysing the data: experiences and needs before
amputation, and experiences in social and psychological
adjustment after amputation (Table 3).

Experiences and needs before amputation
Patient attitude

Differences in reactions between those who were about
to lose their limb at a young age and those who under-
went amputation at an older age were found. A partic-
ipant peacefully noted: “I told the doctor if this is (foot
amputation) what you see as the best for me then...go for
it! This is what God wants for me.” (male, 67 years, focus
group). Another participant added: “I might die at any
time...losing a limb is not a big deal” (male, 73 years). A
26-year-old woman who had her leg amputated at the age
of 12 years due to bone cancer explained: “.. when I heard
‘cut her leg’ I cried hysterically, because that means I will
never be able to walk again.”

Those who had their limbs amputated due to trauma
and those who lost them due to vascular disease showed
differences in their reaction to amputation. Participants
who underwent surgery to restore the limb before
amputation, were less frustrated. One participant
explained: “I was glad that all the suffering will end..”
(male, 29 years, focus group).

Consultation with religious men to lead prayers
for amputees before their operations was common.
Although they subsequently underwent amputation,
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Table 2 Process of deriving themes from the focus group discussion and the interviews with amputation patients

Primary codes

- Patients’ attitude before amputation 1. Older patients tended to take a resilient attitude while
younger patients were more sensitive.

2. Amputees who underwent restorative surgery were,
unlike those who lost their limb due to trauma, more

- Family support before amputation

- Family attitude before amputation

Categories

Themes

Experiences and needs before
amputation

accepting of their situation.
3. Consulting religious men for emotional support
4. Need for support/empathy from the family

- Hopelessness and depression 1. Worrying of the unknown due to no knowledge about
amputation and its consequences made amputees

- Spiritually related attitude
. . hopeless.
- Body image distress and self-esteem

vh RN

Experiences in social and
psychological adjustment after
amputation

Some younger participants experienced depression
Limb loss was associated with sins

Being more religious after amputation

Body image consciousness when around spouse,

relatives and strangers causes depression

o

- Family support
- Community support

IS S

Depending on others

Parents’ and children’s support

Parents’ close supervision

Spouse support (a priori theme)

Amputees did not want to be helped/ pitied in public.
No work problem (a priori theme)

Limitations to functional ability

Physical and psychological support

participants reported that they felt emotional and
physical improvement afterwards. A 51-year-old woman
said: “My daughter called a religious man who came to
the hospital to read Quran on me and my affected leg...I
definitely felt better, my leg started to be less painful. I
was so comfortable...”.

Family support and attitude

Participants’ experience with family support before am-
putation varied. For example, a 48-year-old woman not-
ed: “Everyone was crying... I was broken from the inside
and seeing my kids crying was not helping at all. T had to
find a way to calm them down, when I actually needed
someone to calm me down...I went to my room and cried
for a whole day and at the same time managing to hide
the distress I was feeling...” In contrast, a 51-yeard-old
woman explained that the balance between those who
cried and those who were strong for her made the news
of the amputation easier to accept: “I can't forget my
dad’s face... it was the first time I saw him crying... my
daughter was strong and she was focusing on making me
feel better...” Support and empathy were equally needed
by participants before amputation. They felt important
to their families and loved ones when they shared their
emotions, and at the same time, they needed people who
were strong and able to hide their emotions. This same
patient added: “At that time, I have sensed how precious
I am to my father.”

Experiences in social and psychological
adjustment after amputation

Hopelessness and depression

Having limited knowledge about amputation, in addi-
tion to not knowing someone who had been through the
same situation, contributed to a state of hopelessness
for the amputees. A 32-yeaar-old man noted: “I was wor-

ried about my future. Being able to walk again has never
crossed my mind.” A 35-year-old man added: “...My friend
told me that his cousin lost both her legs and she is able
to walk now with prosthesis... Iwas so sad I couldn’t even
hold onto that hope.” A 51-year-old woman said: “(a phys-
iotherapist) here from the centre had arranged a meeting
for me to see one of the prosthesis users ... I could not
believe my eyes when I saw her (the prosthesis user)!” A
35-year-old man who had lost both limbs due to a car ac-
cident noted: “I woke up to find that both my legs were
gone!...Iwas so angry I wished that I died before I got my
legs amputated!”

Nervous breakdown and the development of clinical
depression were mentioned by younger participants.
‘I was sad, crying whenever I'm alone..” (female, 26
years). “I was diagnosed with depression and I was using
medications and consulting a psychiatrist for that.” (male,
35 years)

Spiritually related attitudes

Psychological reaction to amputation was shaped by the
patients’ religious beliefs and spirituality. Losing a limb
was associated with being a sinful person. “I can tell from
their looks that they dislike me because they believe that
I am not a good person and that’s why I got punished by
Allah (God)...but this is not true” (female, 51). The same
participant added: “I used to constantly think...Why me?
What did I do wrong to deserve that?” Reliance on and
strengthening one’s faith in God had a positive role in
patients’ psychological ability to adjust to life after am-
putation. Most participants stated being more religious
after amputation. “I cannot say no...I pray more, and I
hope more from God.” (female, 36 years, focus group).
According to the participants, being more spiritual was
a source of hope and strength to be better able to cope
with their physical and psychological health. “Every time
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Table 3 Themes and subthemes

Themes Subthemes

Experiences and needs before - Patients’ attitude before
amputation amputation
- Family support and attitude
before amputation

Experiences in social and - Hopelessness and depression

psychological adjustment after - Spiritually related attitude

amputation - Body image distress and self-
esteem

Physical and psychological - Family support

support - Community support

I pray, I feel that Allah is hearing me, and he is support-
ing me. It makes me stronger... no, I still haven’t reached
the ultimate peacefulness though I did in others’ eyes.”
(male, 32 years).

Body image distress and self-esteem

Being conscious about the changes in their appearanc-
es made most of the participants worry about being
accepted by their community and by their families. A
35-year-old man who had both legs amputated 4 months
after getting married noted: “I was worried that my wife
would leave me as I don’t look ‘good’ or... mutilated.” A
51-year-old woman noted: “I did not like to go to malls or
see strangers... people keep staring at me as if I were an
alien!” Looking different from others may restrict am-
putees from moving forward with their lives. Although
patients were able to assert their value, the struggle was
deeper. “I admit that I wanted to quit studying at the
university many times due to that feeling I had. Even if
I tried to convince myself to live with my new different
look peacefully and accept my new self...I am in a con-
stant battle from the inside.” (female, 26 years). A 51-year-
old woman explained that it was the change in her body
image that put her in a state of depression: “It was impor-
tant for me to look normal. People talk and stare... it made
me sad and not wanting to see anyone.” Self-esteem was
affected by amputees’ body image and limited physical
function. Participants reported being hesitant to go back
to work after amputation due to their looks. One teacher
noted: “I did not know how I could go back to work and
meet my young students...I did not want to hear negative
comments...” (female, 51 years). Another noted: “Feeling
dependent after all the years of giving and providing for
my family was difficult.” (male, 61 years, focus group).
In contrast, older participants expressed their surrender
to their situation and tended to respond with words that
reflected their gratification with what was destined to
happen.

Physical and psychological support

Parents and children were mentioned by the participants
as being their main source of support, even among mar-
ried patients. One married participant stated: “My father
was ready to do anything to help me through this...when
I got home, I found my house to be fully equipped with
handicapped facilities.” (male, 35 years). Another single

participant added: “My mum used to make sure that I
was being entertained the whole time.” (female, 36 years,
focus group). Two young female participants reported
needing support; however, too much of that may back-
fire on their ability to adjust mentally and physically to
their new life. A participant who seemed to understand
her mother’s concerns noted: “My mum never left me
alone! She used to come with me to school and then to
the university every day the whole day to make sure that
Idon’t need anything. It was tiring for her... and a bit lim-
iting for me.” (female, 26 years). Older patients, including
those with spouses, tended to get their physical, psycho-
logical and financial support from their children. Spousal
role in the physical support of amputation patients was
also reported; however, this was not as significant as pa-
rental support. When asked about his wife’s role as a sup-
porter, a 35-year-old man reported: “My wife used to help
my mother to take care of me when I most needed it.”

It was important for the participants to feel
comfortable in their environment. This included the
workplace and other places that required regular visits,
such as supermarkets and government departments.
It was important for the participant to find wheelchair
ramps, elevators, and disabled bathrooms in the places
they visited. One participant stated:

“The community make us feel handicapped, but we
are not!” (female, 36 years, focus group).

Since these facilities are not available everywhere
in Saudi Arabia, people must ask, or be approached
voluntarily by others for help, which may add to their
psychological instability. A 26-year-old woman noted:
“Every time someone helps with carrying the wheelchair,
they ask about my leg and how I lost it...other passers-
by try to hear my story...it is annoying.” Another patient
added: “I remember an old lady saying, “you are young,
you don't deserve this”. I don’t like the look of pity I get.”
(female, 36 years, focus group).

Discussion

The current study was conducted to explore the needs
for better physical and psychological adjustment among
lower limb amputees. Interviews indicated that patients
needed a balanced environment for healthy expression
of their emotions and that their physical and emotional
symptoms could be alleviated by cultural and spiritual
traditions. Furthermore, this study showed that in con-
trast to community support, family support was effective
for adaptation and improvement of quality of life.

Having the opportunity to go through the decision-
making process may lead to higher perceived control
and improved adjustment (14). This study showed
that previous distress of participants who underwent
amputation after a series of reconstructive operations
appeared to have more control over their emotions and
needs. In contrast, those who underwent amputation
due to trauma had greater difficulty in accepting their
condition shortly after surgery.
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It could be argued that depressive reactions are a
normal reaction to amputation rather than depression per
se (1-5). Nevertheless, this study showed that depressive
reactions could be minimized with patient education.
Similar to previous studies (15), our results suggested that
meeting with other amputees was the most useful source
of information and support. This was possibly because
emic sources of support and information were more
trustworthy for patients.

Adaptation to body image could be used as a potential
measure of psychological adjustment to amputation
(8,16). Participants in the present study showed self-
consciousness of their postamputation body image.
In contrast to participants of previous studies (17,18),
younger participants showed limited acceptance to their
new identity as amputees, and this affected their self-
esteem around their families and loved ones.

Participants considered spirituality as a key element
of the support system utilized in order to adjust to their
new situation. In line with findings of other studies,
we found that participants’ spiritual beliefs stabilized
their lives, provided meaning for the experience of
disability, assisted them with coping, and enhanced
their spiritual connection (19,20). Simultaneously, some
amputees believed that going through amputation was
a punishment from God for their sins; the latter belief
made them isolate themselves from the community.
Another study on families of intensive care patients in
Saudi Arabia found that families believed that illness was
a test from God, rather than a punishment (19).

Family support is the main source of psychological
strength among amputees and patients with chronic
disease in general (21-24). This is the first study to explore
patient needs from their family before amputation.
Participants reported needing a balanced reaction to
enable them to feel strong and express their emotions
simultaneously. Potential amputees may suppress their
true feelings if their families overlook the support they
could provide.
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Expériences et besoins des patients amputés d'un membre inférieur en Arabie

saoudite : étude qualitative
Résumé

Contexte : L'effet de I'amputation sur le bien-étre social et psychologique des patients a été établi. Cependant, les
expériences et les besoins des personnes amputées pour le processus d'adaptation varient selon les individus et les
cultures.

Objectifs : La présente étude visait a examiner les expériences et les besoins des sujets amputés des membres
inférieurs en matiére d'adaptation sociale et psychologique en Arabie saoudite, selon leur propre perspective.
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Méthodes : Treize patients amputés d'un membre inférieur (3ge moyen de 47 ans) ont été recrutés dans un grand
centre de réadaptation en Arabie saoudite pour participer a des entretiens. Un groupe de discussion thématique avec
six patients a été suivi d’entretiens individuels et semi-structurés avec huit patients (dont un ayant participé au
groupe de discussion thématique) entre novembre 2017 et mars 2018.

Résultats : Les besoins et les réactions des patients avant et aprés 'amputation étaient déterminés par le systeme de
soutien environnant. Le désespoir et la dépression, la détresse liée a I'image corporelle, l'attitude religieuse et le
soutien familial et communautaire ont tous contribué a faconner l'expérience globale du patient, y compris
'adaptation psychologique et physique.

Conclusions : Faciliter la réintégration des patients amputés des membres inférieurs dans leur communauté, ainsi
que fournir le systeme de soutien nécessaire, est crucial pour assurer un processus d'adaptation favorisant la santé a
ces derniers.
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