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Abstract

Adolescence was seen as a time of great uncertainty about the self. Issues of self-identity subconsciously come to pervade everything that is done. To regain psychological equilibrium the adolescent is faced with the task of balancing the instinctual wishes of the id against the social
demands of the ego. (Anna Freud - Egopsychology).

According to D.W. Winnicott (1965) relative dependence and independence concepts, the child adapts to the external reality in the absence of a mother or secured figure and could develop independence by understanding that himself and the environment can be said to be interdependent.

E-wing sarcoma is a rare tumor that occurs most often in adolescents. Adolescents and young adults (AYAs) with cancer must simultaneously navigate the challenges associated with their cancer experience, whilst striving to achieve a number of important developmental milestones at the cusp of adulthood. The disruption caused by their cancer experience at this critical life-stage is assumed to be responsible for significant distress among adolescents and young adults living with cancer. (Ursula M. Sansom-Daly et al; 2013) Adolescents experience physical and psychosocial changes as part of their normal development. It can be reported that they have lower scores on quality of life (Qol) and self-perception when additional changes occur due to cancer treatment. (Christel A.H.P. van Riel et al, 2014 ).

Purpose of this study is to understand the emotional distress related to body image issues when the amputation is only the remediation for the further progression of the cancer to other parts of the body. A Two case series, Pre and Post design, intervention study was adopted. The 2 opposite gender adolescents assessed Cognitive flexibility, Depression, Anxiety, Stress levels by using Neuropsychological testing WCST and DASS for the therapeutic purpose. Brief CBT approach, solution focused therapy, with coping skills and Relaxation training along with family therapy was given as a intervention package. The pre assessment showed Cognitive inflexibility on WCST and moderate levels of Depression, Anxiety, Stress on DASS rating scale. After the 15 sessions of intervention, post assessment results on DASS was found to be nil significant. The two adolescents were observed to be with improved quality of life. They appeared to be stable and prepared for the amputation.
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Introduction

Ewing sarcoma is a cancerous tumor was described by Ewing [1], and is a high grade Osteolytic malignant neoplasm. Ewing sarcoma tumor grows in the bones or in the tissue around bones (soft tissue) ‐ often the legs, pelvis, ribs, arms, or spine. It is common in the long bones such as the femur and tibia [2]. It can spread to lungs, bones and bone marrow. Ewing sarcoma tumors include Ewing sarcoma, Askin tumor, Peripheral primitive neuroectodermal tumors. These tumors have a similar cellular physiology, as well as a shared chromosomal translocation. It is the third commonest primary malignant bone tumor, after multiple myeloma and osteosarcoma. Among children and young adults, it is the second in frequency after osteosarcoma, and in the population under the age of 15 years, it is the most frequent type [3‐6]. Cases are mainly diagnosed in the second decade of life, while 20‐30 % are in the first decade, and occurrences are rare in individuals over the age of 30 years and under the age of 5 years [7].Biology of Ewing sarcoma

The translocation of the chromosome i.e a part of the chromosome has broken off and stuck to the wrong chromosome. This put genes in the wrong order and can mean that genes are switched on and off incorrectly. A translocation takes place which incorrectly sticks 2 genes together to make a “Fusion gene” known as EWS ‐ FLI1. The production of EWS ‐ FLI1 will causes tumor cells to behave differently and grow abnormally leading to development of cancer. The presence of EWS ‐ FLI1 is help to confirm the diagnosis of Ewing sarcoma.[Table 1].


Table 1: The most commonly reported symptoms of Ewing sarcoma include.
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Treatment for Ewing sarcoma

a. Chemotherapy

b. Radiation therapy

c. Surgery

d. Stem cell transplantation/ bone marrow transplantation

Psychological Distress in Adolescents Diagnosed with Ewing Sarcoma

Clinical Distress: Across the studies examined clinical levels of distress was variously defined as meeting criteria for the diagnosis of a mental disorder (eg; PTSD) scoring a highly enough or beyond a clinical cut off score on a particular measure (eg; anxiety, fatigue, depression). The most common manifestations of this distress include grief reactions, anxiety, pre occupation with body image issue. Social isolation and withdrawal are common consequences, and long term difficulties with social and occupational adjustment [8,9]. Care givers are also susceptible to psychological impairment and poor health (Dennis J; 1991). Thus addressing the psychological challenges facing amputees and their families is essential and can, in fact, have more importance than the quality of the surgery or the choice of prosthetic device [10]. This study was mainly intended to focus on the factors influencing psychosocial adjustment to amputation and to bring psychological adaptation towards it.

Depression: Depressive disorders comprise a group of clinical syndromes marked by a constellation of affective, cognitive, neuro-vegetative, and behavioral signs and symptoms. A minority of patients becomes clinically depressed after receiving a diagnosis of adult-onset cancer and during its active treatment, and a larger number of patients experience some depressive symptoms such as sadness, fatigue, or insomnia [11-14].

Anxiety: Anxiety is a complex phenomenon with cognitive, somatic, arousal and behavioral aspects. Cognitive features (e.g., worry, rumination, distraction), somatic symptoms (e.g., rapid heartbeat, sweating, butterflies‐in‐the‐stomach), central nervous system arousal (e.g., hypervigilence, insomnia) and anxiety‐related behavioral aspects (e.g., fidgeting, muscle tension, avoidance) can be present singly or in combination. Anxiety tends to be greatest during the initial period of diagnosis and treatment and tends to decline during periods when there is no evidence of illness and no active ongoing treatment [15,16]. During the diagnosis phase of a patient's illness, anxieties may focus on prognosis and treatment options. Body image distortion and body image anxiety occur among some people who have amputation.

PTSD: one research studied patients who had been treated with initial limb salvage procedures for locally advanced Soft tissue sarcoma, Limb salvage was successful in 30 of the patients, but 9 patients had to undergo a subsequent amputation due to either complications of treatment or disease progression. PTSD symptom scores reached clinical significance in 20.5% of the STS patients [17].

Body Image: According to study, “Oncology patients not only have to face a life-threatening disease; they also have to undergo treatments that, by modifying the body image, add more distress to an already compromised emotional situation”[18]. Emotionally detrimental body image perceptions profoundly affect physical and social well-being. [19] found that if adolescents think, they look bad, they feel bad physically.

Amputation: Limb Loss is defined as the experience of parting with a limb of the body [20]. Individuals perceive the loss of body part affecting various aspects of their well being which is a devastating occurrence [21]. Those Individuals who experience Lower Limb amputation has significantly more concern with Body Image and Impaired Quality of life [22].

Method

Participants Information

Clients were referred by the Oncology department for to prepare them at preoperative stage, since the tumor was getting metastasis to Femur bone Oncologist had discussed by providing complete information to family members about the process and need of amputation. Family members were agreed, and the same was discussed with the pre-teens. Since after they were in denial for surgery. After understanding the factors which were influencing the psychological adaptation. integration of various psychotherapeutic techniques from Brief CBT approach, solution focused therapy, with coping skills and relaxation training along with family therapy was given as a intervention model to get prepare for the process.

Measures

Distress Thermometer and Screening Tool

Distress screening is a comprehensive process that achieves the quality care standard of whole-patient care, which is the integration of both psychosocial and biomedical cancer care. The NCCN recommends using the validated Distress Thermometer (NCCN-DT), a visual analogue scale that allows patients to rate their perceived level of distress in the last 7 days on a scale of 0 (“no distress”) to 10 (“extreme distress”). Patients clarify the source of distress using a 39-item problem list with 5 categories: practical, family, emotional, spiritual/ religious, and physical. A score of 4 or greater has been established as the cutoff point for providers to further assess identified patients and their need for treatment. [Table 2].


Table 2:Participants information.
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Depression Anxiety Stress Scale (DASS)

The DASS is a set of three self-report scales designed to measure the negative emotional states of depression, anxiety and stress. The DASS was constructed not merely as another set of scales to measure conventionally defined emotional states, but to further the process of defining, understanding, and measuring the ubiquitous and clinically significant emotional states usually described as depression, anxiety and stress. In addition to the basic 42-item questionnaire, a short version, the DASS21, is available with 7 items per scale. The Depression scale assesses dysphoria, hopelessness, devaluation of life, self-deprecation, lack of interest/involvement, anhedonia, and inertia. The Anxiety scale assesses autonomic arousal, skeletal muscle effects, situational anxiety, and subjective experience of anxious affect. The Stress scale is sensitive to levels of chronic non- specific arousal. It assesses difficulty relaxing, nervous arousal, and being easily upset/agitated, irritable/over-reactive and impatient. Subjects are asked to use 4‐point severity/frequency scales to rate the extent to which they have experienced each state over the past week. Scores for Depression, Anxiety and Stress are calculated by summing the scores for the relevant items. (Psychology foundation of Australia, 2014).

Wisconsin Card Sorting Test (Wcst)

It is a neuropsychological testing of “set shifting”, i.e. the ability to display flexibility in the face of changing schedules of reinforcement. The WCST was written by David A. Grant and Esta A. Berg (1948). The Professional Manual for the WCST was written by Robert K. Heaton, Gordon J. Chelune, Jack L. Talley, Gary G. Kay, and Glenn Curtiss. A number of stimulus cards are presented to the participant. The participant is given cards to sort based on color, form, or number, but the participant is not told which of the three criteria to use. however, he or she is told whether a particular match is right or wrong. The original WCST used paper cards and was carried out with the experimenter on one side of the desk facing the participant on the other. The test takes approximately 12‐20 minutes to carry out and generates a number of psychometric scores, including numbers, percentages, and percentiles of: categories achieved, trials, errors, and perseverative errors.

Design

A Two case profiles, pre and post design was used to evaluate the efficacy of the intervention.

Procedure

The pre assessment was carried out followed by the presenting complaints, clinical observation. Based on the results obtained from testing's and the need of amputation, by understanding the determinants, combination of different psychotherapeutic techniques integrated as a model. The intervention process was formulated for 15 sessions, which were held twice in a week, each session lasting for 45 minutes. All the 15 sessions were conducted in an inpatient ward setting followed by the post assessment.

Results

The Psychological and Neuropsychological profiles of the two clients, revealed increased levels of distress in emotional and physical aspects, stress, anxiety, depression, on WCST considerable rigidity of thinking and problems with abstraction and conceptual thinking.

The Post assessment results revealed marked improvement qualitatively and quantitatively on Distress screening and DASS. On WCST according to the NIMHAN'S Neuropsychological battery norms both of the patients showed considerable rigidity of thinking and problems with abstraction and conceptual thinking. [Table 3,4].


Table 3: Results
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Table 4: Distress thermometer was ongoing visual analogous scale throughout the sessions (average scores)

[image: ]



Thrapeutic Techniques

Psycho Education

Disorder specific given by clinical expert to patient & /or his or her family members to learn knowledge and skills , and long term plan management of issues related to illness as well as psychosocial adjustment-apart of the overall treatment plan and includes communication treatment plan. Hatfield (1988) the value of the psycho part psycho education is just as informative and less confusing.

Cognitive Behavioral Therapy (Cbt)

Cognitive‐behavioraltherapyisbasedontheinterrelationship of thoughts, actions, and feelings. In order to work with feelings of depression, this model establishes the importance of identifying the thoughts and actions that influence mood. In this manner the person learns to gain control of his/her feelings. (Ricardo F. Muñoz, et al. 2007)

Solution-Focused Brief Therapy

SFBT helps clients develop a desired vision of the future wherein the problem is solved, and explore and amplify related client exceptions, strengths, and resources to co‐construct a client‐specific pathway to making the vision a reality. Thus each client finds his or her own way to a solution based on his or her emerging definitions of goals, strategies, strengths, and resources (Corey, 1985).

Coping Skills Training

Lazarus and Folkman [23] identified two types of coping strategies: problem‐focused strategies that are intended to ameliorate the causes of stress, and emotion‐focused strategies that are intended to ameliorate stress‐induced emotions. Choosing the right treatment team is an example of a problem‐ focused strategy, while using mental imagery to relax is an example of an emotion-focused strategy

Relaxation Training

Relaxation can help to relieve the symptoms of stress. Although the cause of the anxiety will not disappear, but probably feel more able to deal with it, once one have released the tension in body and cleared the thoughts. Jacobson's progressive relaxation technique involves contracting and relaxing the muscles to make person feel calmer. It is a skill that needs to be learned and it will come with practice. Once one have mastered it will be able to use it throughout one's life.

Family Therapy

Family therapy is helpful for identifying needed changes within the family system. These changes may include improving communication skills and family interactions and increasing support among family members. Primary goal was to enhance the growth potential of the individual (self actualization) and also to integrate the needs of each individual family member for independent growth with the integrity of the family system (Satir & Baldwin, 1983) [Table 5].


Table 5:Content of the Therapeutic sessions.
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Discussion

The study was done to understand the factors related to body image issue in two opposite genders secondary to amputation, and also to evaluate the efficacy of intervention for the preparation of Amputation. The Two patients of opposite gender, have presented a different scenario in explaining about their fear about Amputation. In the beginning sessions they were in a denial stage towards Amputation, and it was absolutely normal reaction [24].

According to many studies the Anxiety would arise and persistent at different stages of symptoms, and treatment for the cancer (National Comprehensive Cancer Network (NCCN‐2008). Even the same situation in these patients and their concerned families, they were in a state of mixed depression and anxiety due to the change in treatment modality, which was a shock, unexpected and has to undergo mandatory process i.e Amputation.

If amputation is taken as a surgical measure, it is used to control pain or disease process in the affected limb [25]. In these cases amputation cannot be avoided as it is difficult to control the progression of cancer. Individuals with an amputation are faced with adapting to several losses and changes to their lifestyle, social interactions and identity 24. From another perspective 26 see body image in a person as a dynamic changing phenomenon, it is formed by feelings and perceptions about a person's body that are constantly changing [26]. Meanwhile, amputation results in disfigurement and may lead to a negative body image and potential loss of social acceptance 27. Public attitudes toward disability rather than the existence of impairments alone, negatively affect feelings of well being among individuals with disability28. There are many factors that have been investigated in moderating a person's psychological adjustment to losing a limb including patient demographics such as age, gender and level of education 29.

Following an amputation, individuals must adapt to changed physical and social functioning and incorporate these changes into a new sense of self and self identity 24. To sustain their self and self identity the psychological support has to be provided by the Psycho - Oncologist or Clinical Psychologist right from the diagnosis and has to travel along with the patient's journey with the support of family members holistically as a part of multidisciplinary approach. This step will build the trust and the amount of distress can be minimized through serial monitoring. In the cases of surgery, preparation is the most prominent step, during the preoperative stage if the patient's distress is at clinical level of diagnosis then understanding the cognitive triad i.e. perception towards the cancer and its treatment, his/ her life, Prognostic factors [27,28]. This process of preparation will develop the ability to cope with post operative anxiety and depression. During the period shortly after amputation 24 say depression has been reported as being the reason for decreased use of their prosthesis and lower level of mobility amongst people with long term amputations. There is a process of adjustment to prostheses, which also demonstrated the individuality of a person's relationship to it [29].

Conclusion

Amputation is a traumatic event for the young adults and their family members with numerous psychological and physical consequences. In a situation of mandatory surgical amputation, where to control the progression of cancer the priority would be for the fundamental but most crucial concept i.e survival. Because of this the patients and their family members are at risk for a difficult psychological adjustment, thus attention should be directed to the preoperative period to diminish the long term complications. The present study is intended to build the process of reestablishing their sense of self as a whole person. The results were positive qualitatively and quantitatively and the patients were observed to be stable and prepared for the amputation.
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Discussed about the task, and what
was the mood after talking back to
their thoughts.. Distress scale showed
moderate to severe (7.5) and asked to
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positivelyTherapist: How can you keep
yourself at that point? Therapist: How
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on something. x Therapist: Positive
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the 5 training sessions, and asked to
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Consider the
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Discussed that the
worse that can
happen is only
one of the many
possibilities, but
itis not the one
most likely to
happen.

Discussed about the task, and what was the mood
after talking back to their thoughts.. Distress
scale showed moderate to severe (8) and asked to
continue to do for each negative thought. Scaling
questions: At present you are at 8 but Therapist:
where do you need to be ? Client: May be at 2
Therapist: What will help you move down to one
point? Client: by not being negative all the time
Therapist: How can you keep yourself at that
point? Client: May be I am thinking in only one way,
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ways Therapist: What would your life be like if
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I have to live Therapist: hard toaccept
Client: silence.... Therapist: What do
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laugh at me . Therapist: hmm ohk, you
said that “you have to live with one
leg” but if this cancer spreads and gets
worsen then?Client: hmm.. Therapist:
hard to hear the fact, (pause) but it will
be difficult to survive Client: silence
Therapist: How are you coming to
my cabin? Client: My mom is helping
Therapist: how do you feel about it?
Client: very sad, and I am dependent for
everything, which I don’t want ...pause...
even after surgery lifelong I will be
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therapy - kept the hand at his back for
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them strong, assurance was given.
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Therapist: Can you tell me what is killing you other
than cancer? Client: they are going to operate my
legTherapist: hmm.. Client: I don’t want to get
operate Therapist: I canClient: silence.... Therapist:
It’s very difficult to acceptClient: I will look odd..
Therapist: What do you think, how it is going to
affect your life?Client: friends laugh at me, I can’t
walk, I have to take support, I won’tlook nice...
Therapist: hmm ohk, you said that “ you don’t
want to get operate” but if this cancer spreads
andgets worsen then ?Client: hmm.. Therapist:
hard to hear the fact, (pause) but it will be difficult
to survive Client: silence Therapist: I can see
the pain.... touch therapy Client: ....... catharsis
Therapy: facilitated Client: I know operation is so
important... but.. crying spells.. I willdependent
forever, who will marry me ? Therapy: hmm... I do
concern.. need to see the priorities in life, basic
needs are important for us i.e to survive from a
disease condition. There are other types of cancer
where the surviving will be a question mark, but
you have a opportunity to live as a survivor.. We
already discussed that things which are in our
control we canchange others we cannot.. do you
agree? Client : yes I doremember Therapist:
Do we have a control on cancer? Client: No, but
surgery can control my cancer Therapist: Do you
think you have a control on your life after surgery?
Client: Yes, I will haveTherapist: impressive, I
can see a new person in you. Ok, you will have a
control, so how can you change the things like you
said have to be dependentand you also said
about friends, marriage, physical looks? Client:
We alreadydiscussed that need to think towards
solution per se, but I need time to go about it...
pause... Therapist: hmm.. I understand, I am glad
you are able to cope well. Caregivers were asked
to support in a manner to build them strong,
assurance was given.

11-Oct

Solution
Focused
Brief
Therapy

Therapist: Has anything been better
since the last appointment? what’s
changed? what’s better? Client: I feel
better and started thinking Therapist:
After one year to this date, how would
you like to be?Client: Studyingina
college Therapist: What would need to
happen to do this? Client: I need to be
alive and with support I should study
well and be strong.Therapist: despite
of all these you manage to cope, that’s
appreciable ...

List out
pleasurable
activities

Therapist: Has anything been better since the last
appointment? what’s changed? what'’s better?
Client: I feel confident, because my parents
supporting me to continue my studies Therapist
: After one year to this date, how would you
like to be? Client: I would be studying in college,
I will make friendsTherapist: What would need
to happen to do this? Client : I should not be
sad, and]I have to be strong to live with oneleg
Therapist: It's sound’s great

Informed parents to

give phone numbers

of her friends and as
a therapist, I made

a call and explained
everything to them
and also importance of
their visit.
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