
Experience of chemotherapy from the perspective of the patients with leukemia

A qualitative research
1. Abstract 
Few qualitative studies explore patients experience changes due to receiving chemotherapy agents. Issues, such as how such changes impact daily life, their consequences, and how patients respond to chemotherapy changes, have not previously been systematically addressed. The aim of this study is to explore leukemic patient experiences of chemotherapy.

Conversational semi-structured interviews which allow degree of freedom and adaptability in getting information from individuals will conducts with participants with leukemia diagnoses.
These data were subsequently analyzed using a modified phenomenological analysis framework.

From the interview with participants three major themes emerged from the data, striving for normality, feeling up – feeling down, flagging.
Also the major theme emerged from data and shared between all participants according to strategies employed by individual to cope with the physical effect of chemotherapy is rest.
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1.2 Introduction
There are basically four approaches to the treatment of cancer, surgery and radiotherapy as local treatments, chemotherapy and the use of biological agents (such as hormones, antibodies and growth factors) as systemic treatments. 
Chemotherapy plays a central role in cancer treatment, using drugs alone or in combination. These drugs interfere with cell growth, division, killing not only the tumor cells but also normal cells that have similar biological characteristics (1).  
 Chemotherapy treatments are acknowledged worldwide as having detrimental psychosocial effects upon people with cancer. Also chemotherapy is associated with undesirable physical effects such as nausea, vomiting, anorexia, constipation, diarrhea, fatigue, mucositis, neuritis and bone marrow depression. The diagnosis of cancer has a considerable social impact on the patients and his or her family’s life, and the addition of the collateral effects of chemotherapy may contribute to the patient’s feeling of importance to react to the disease and fight for survival. 
Health professional recognize the importance of the various approaches for the cancer treatment, however their attention should not be limited to the care of the disease itself, but should extended to the environment that surrounds it. This means that the attention must extend beyond the biological world of the disease, to include the whole body of the patient its sociological connotation. Under this perspective, the body is a culturally determined entity, the sense that the body is highly complex and its functions exceed the sum of its biological features, especially in cancer (2).
Medical sources confirmed that the proportion of deaths due to diseases of carcinomas in Palestine, constitute 10%, and the tumors of lymph glands 9, 2 % (3). 
There are wide ranges of factors in addition to the disease itself that can cause many changes in cancer patients (social, emotional, body changes, and other side effects of chemotherapy on the quality of life) social and emotional are distressing problems which occurs in 40–70% of cancer patients undergoing chemotherapy (4). Adolescents consider the physical side effects of treatment as the worst aspect of cancer, significantly affecting their quality of life (5).
Most authors agree that the origin of cancer-related fatigue is multifactor, and the interaction between the different etiologic mechanisms is complex and not well understood (6).

There is international literature that demonstrates interest in the changes occurs with people receiving chemotherapy agent for leukemia (7). 
When the diagnosis of cancer is superimposed many difficulties in coping may arise at any point on the treatment continuum. Clinical setting to our study will be in (the north of west bank). The aim of our study is to explore how the patients with leukemia experience the side effects of  chemotherapy agent from their perspective.                                                                                                                                                                                                                                                                                                                                                                                                                                                                      

Importance of the study: there is little studies explore how leukemia patients experience  chemotherapy from their perspective, so that we conduct the study and to be able to identify the most common problem associated with chemotherapy in order to give the optimal care.
1.3 BACKGROUND
Leukemia is a form of cancer that begins in the blood-forming cells of the bone marrow—the soft, inner part of the bones. Leukemia, which literally means "white blood" in Greek, occurs when there is an excess of abnormal white blood cells in the blood. Known as leukocytes, these cells are so plentiful in some patients that the blood actually has a whitish tinge (8).
Leukemia is classified by how quickly it progresses. Acute leukemia is fast-growing and can overrun the body within a few weeks or months. By contrast, chronic leukemia is slow-growing and progressively worsens over years (8).
There are over a dozen different types of leukemia, but four types occur most frequently. These classifications are based upon whether the leukemia is acute versus chronic and myelogenous versus lymphocytic, that is (8):  
· Acute Myelogenous (granulocytic) Leukemia (AML) 

· Chronic Myelogenous (granulocytic) Leukemia (CML) 

· Acute Lymphocytic (lymphoblastic) Leukemia (ALL) 

· Chronic Lymphocytic Leukemia (CLL)
The first indications of leukemia often are nonspecific or vague. They may occur with other cancerous as well as noncancerous disorders. Although signs and symptoms vary for each type of leukemia, there are some general features. Broad symptoms of leukemia may include: 

· Fatigue 

· Malaise (vague feeling of bodily discomfort) 

· Abnormal bleeding 

· Excessive bruising 

· Weakness 

· Reduced exercise tolerance 

· Weight loss 

· Bone or joint pain 

· Infection and fever 

· Abdominal pain or "fullness" 

· Enlarged spleen, lymph nodes, and liver 
Leukemia is not a single disease. Instead, the term leukemia refers to a number of related cancers that start in the blood-forming cells of the bone marrow. There are two forms of leukemia acute and chronic, each one have many subtypes that vary in their response to treatment (8).
 Evidence suggests that fatigue is prevalent in cancer, with most studies indicating this to be more than 30% (9). Fatigue has been defined as subjective unpleasant symptom which incorporates total body feeling ranging from tiredness to exhaustion creating an unrelenting overall condition that interferes with individual’s ability to function” (10). In adults, fatigue has been identified as a highly prevalent and distressing symptom of cancer and its treatment (11).
In general, there are five major approaches to the treatment of leukemia:

1. Chemotherapy to kill leukemia cells using strong anti-cancer drugs.
2. Interferon therapy to slow the reproduction of leukemia cells and promote the immune system's anti-leukemia activity. 

3. Radiation therapy to kill cancer cells by exposure to high-energy radiation.
4. Stem cell transplantation (SCT) to enable treatment with high doses of chemotherapy and radiation therapy. 

5. Surgery to remove an enlarged spleen (8)..
The main side effects of chemotherapy agent are nausea and vomiting, diarrhea, hair loss, fatigue and anemia, mouth sores, social and emotional changes.
The care need for people with leukemia has been thoroughly documented in the international nursing literature (12).
Aspects of cancer suffering, such as fatigue, have also been measured to estimate impact upon psychological and social quality of life (12). 
There is also case-study material that identifies particular needs of people during their cancer experience (13). 
In contrast, research involving large samples has also been conducted to identify the psychosocial needs of leukemic pt. using psychosocial needs inventories (7).
The perceptions of nurses relating to the needs of Patients receiving chemotherapy have also been explored (14). 
Research approaches: phenomenological approach is used in this study, Phenomenology is a movement in philosophy that has been adapted by certain sociologists to promote an understanding of the relationship between states of individual consciousness and social life.
Streubert and Carpenter (1999) argue that phenomenology is, in fact, an integral research approach that involves philosophical and psychological perspectives.
 It had been most often used by phenomenological psychologists in psychotherapy and clinical psychology.  
Heidegger developed phenomenology into interpretative philosophy that became the basis for hermeneutical methods of inquiry (in classical Greek mythology Hermes was the transmitter of the massages form the gods to the mortals). This often involved interpreting the massages for the recipients to aid understanding. Hermeneutics developed as a result of translating literature from different languages, or where direct access to authoritatative texts, such as the bible, was difficult. Hermeneutics became the theory of interpretation and developed into its present form as the theory of the interpretation of meaning. 

Text means language. Gadmer (1975) suggests that human beings experience of the world is connected with language. Linking the ideas of hermeneutics with phenomenology, Koch (1995) states.
Heidegger (1962) declares nothing can be encountered without reference to the person’s background understanding, and every encounter entails an interpretation based on the person’s background, in its “historicality”. 
The framework of interpretation that we use is the foreconception in which we grasp something in advance. Heidegger’s purpose is going beyond mere description into interpretation . 

Draucker (1999), in particular, mentions Heideggerian interpretive phenomenology as a popular research approach in nursing. She stresses that this form of inquiry explores the meaning of being a person in the world. Rather than suspending presuppositions, researchers examine them and make them explicit.    
As an approach within sociology, phenomenology seeks to reveal how human awareness is implicated in the production of social action, social situations and social worlds.
Phenomenology is a method of inquiry, there are 3 major streams, the transcendental phenomenology of Edmund Husserl (1859-1938). 

The hermeneutic phenomenology of martin Heidegger (1889-1976) and the existentialist phenomenology of merleau-ponty (1908-1961) and jean-Paul Sartre (1905-1980).
There are various ways of doing phenomenon exist, they all have similar aims and their analytic procedure overlap. 

McLeod(zool) reminds researchers that the major aim of a descriptive phenomenological research approach is to generate an exhaustive descriptive of phenomenon of every day experience to achieve an understanding of its essential structure, while hermeneutic inquiry emphasizes understanding more than descriptive and is based on interpretation. 

Heidegger developed phenomenology into interpretive philosophy that became the basis for hermeneutical methods of inquiry. 

There are many schools of phenomenology but the broad goal in each school remains the same that is to gain knowledge about phenomena.
Chemotherapy experience is a subjective, complex that is suited to explication through qualitative research method. Yet no studies have used Qualitative method alone to generate a detailed description of chemotherapy experience from perspective of leukemic patients.
Colaizzi seven step process is another approach to data analysis for the researcher. The seven – stage process of analysis occurs as follows.

1. Read all of the subject’s description in order to acquire a feeling for them, and to make sense out of them.
2. Return to each description and extract from them phase or sentence which directly pertains to the investigated phenomenon: this is known as extracting significant statement. 

3. Try to spell out the meaning of each significant statement. These are known as formulated meanings.

4. Repeat the above for each description and organize the aggregate formulated meanings into clusters of themes.

a-Refer these clusters of themes back to the original protocols in order to validate them

b-At this point, discrepancies may be noted and/or between the various clusters; some theme may flatly contradict others, or may appear to be totally unrelated to other.

5. The results of everything so far are integrated into an exhaustive description of the investigated topic.

6. An effort is made to formulate the exhaustive description of the investigated phenomenon in as unequivocal a statement of identification of its fundamental structure of the phenomenon. 
7. A final validating  step can be achieved by returning to each subject, and, in either a single interview session or a series of interviews, asking the subject about the finding thus far.
Giorgi steps for data analysis are as following:
       1. The entire description is read to get a sense of the whole statement. 

       2. Once the gestalt has been grasped, the researcher attempts to differentiate between meaning unit and the center of the phenomenon under study.

       3. Once the meaning units have been illuminated, the researcher expresses the insight that is contained in them.

       4. The researcher integrates the transformed meaning units into a consistent statement about the participant’s experience.

This study used one particular qualitative methodology, Hermeneutic phenomenology. To address this, several school of phenomenology exist but the one of adopted here is based on hermeneutic phenomenology (martin Heidegger) (1889-1967). This approach attempts to describe and study of theories and interpretation of the understanding of texts, it seeks for interpretation of the languages and history (no knowledge is possible without pre supposition).
1.4 Aims

The aims of the study are to:

1- Identify common and unique symptoms of changes in leukemic patient receiving chemotherapy.    
2- Describe common and unique strategies employed by individuals to cope with changes caused by chemotherapy agent and recommended aims to improve it.
2. METHODOLOGY
Clinical setting: one hospital in (the north of west bank).
To understand the effects of chemotherapy on people with cancer, hermeneutics phenomenology approach was adopted. 

The intention was to reveal meaning and it was anticipated that the core principle of hermeneutic phenomenology (15) would facilitate engagement with participants. 

Hermeneutic phenomenology is concerned with the complex description that emanates from peoples details stories of their experiences and is described as philosophy that facilitates interpretations of texts within context (16).

These unique insights into the situation of each individual were relevant and important to our understanding of the overall experience for patients receiving chemotherapy.

In addition, this type of qualitative research allowed us to constitute to it by being reflexive (17). The time of interview is arranged from 1-2 hours.
Tow basic approach used for data collection, semi structured, and audio taped interviews.
Semi structured interviews; we will prepare in advance a written topic guide, which is a list of areas or questions to be covered with each respondent, our role is to encourage participants to talk freely about all the questions on the list, and to tell us their experience in their own words.

This technique enable us to obtain all the information required, and gives the patients a degree of freedom to respond in their own words, in narrative fashion.

The body gesture and facial expression of the patients which observed should be described.
Colaizzi seven step process is another approach to data analysis for the researcher.

Data analysis

The phenomenological research studies reviewed by beck (1994) appeared to be guided by the Duquesne school and used the approach from one of the following authors: Golaizzi (1978), Giorgi (1958) or Van Kaam (1966). In consequence Beck outlines the different procedure steps for data analysis developed by them. Colaizzi advocates seven steps, Giorgi four and Van Kaam six but many of these steps are similar or overlap.

In selecting a school of phenomenology, the researcher will be guided by the approach to the most appropriate procedural steps in data analysis.

Both Giorgi (1985:2000b) and Colaizzi (1978) argue for a descriptive approach and provide a method for data analysis, for instance from transcribed tapes of interview with participant. These are just examples of qualitative data analysis.
Colaizzi seven step process is another approach to data analysis for the researcher. The seven – stage process of analysis occurs as follows.
1. Read all of the subjects description in order to acquired a feeling for them, and to make sense out of them

2. Return to each description and extract from them phase or sentence which directly pertains to the investigated phenomenon: this is known as extracting significant statement. 

3. Try to spell out the meaning of each significant statement. These are known as formulated meanings.

4. Repeat the above for each description and organize the aggregate formulated meanings into clusters of themes.

a-Refer these clusters of themes back to the original protocols in order to validate them

b-At this point, discrepancies may be noted and/or between the various clusters; some theme may flatly contradict others, or may appear to be totally unrelated to other.

5. The results of everything so far are integrated into an exhaustive description of the investigated topic.

6. An effort is made to formulate the exhaustive description of the investigated phenomenon in as unequivocal a statement of identification of its fundamental structure of the phenomenon.

7. A final validating  step can be achieved by returning to each subject, and, in either a single interview session or a series of interviews, asking the subject about the finding thus far. 
These are description of procedural steps adapted from Colaizzi (1978: 59-61).

Colaizzi encourages researchers to be flexible with these stages, and we have found this to be useful. 

Diekelman et al. (1989) who are nurse researchers described the following process including seven steps that they adopted.

(1) Reading interviews to gain a holistic impression 

(2)  writing interpretive summarize and searching for potential themes 

(3) Analyzing transcript as a group task for an interpretive team 

(4) Returning to the text or participant to clarify certain issues 

(5) Comparing text  to  identify common meanings and shared practices 

(6) Identified patterns linking the themes

(7) Asking the interpretive group and peers for suggestions on the final drafts (18). 

It can be seen that many of the steps overlap in the analysis process of different writers on phenomenological research. All inquiry should go beyond these formal steps. When toders (2000: 43) discuss a specific example of phenomenological research, he lists some signposts that go beyond mechanical stages, and they could become signposts for other researchers. 
The presentations of his discoveries involve the following:

  1- It will go beyond a definition or a series of statements; it will reflect a narrative in coherence.
  2-It will tell us something that connects with universal human qualities so that the reader can relate personally to the themes.
   3- It will tell a story with which readers can empathies in imaginative ways

   4-It contributes to new understanding

    5- It will clarify and laminate the topic to help the reader make a sense of it without wholly possessing it 

These signposts are significant for phenomenological studies. They show that the search for the essence of a phenomenon and its meaning within a defined context is not merely a technique or a series of mechanical steps but an exploration of meaning.

In data analysis for phenomenological inquiry, the researcher aims to uncover and produce a description of the lived experience.

Toders and wheeler (2001: 2) discuss some philosophical distinctions in the approach to human experience that need to be included when carrying out practical research they approach three areas in which they show that phenomenology, hermeneutics and existentialism have a contribution to make to nursing inquiry: grounding, reflexivity and humanization.  

Grounding: means taking the life-world as a starting point. It includes the everyday world of common experiences. The life world is more complex than that which can be said about and contains inherent tensions. Lived experience for Husserl is the ground of inquiry. There is also a need of inquiry. The commonplace, taken for granted, becomes a phenomenon when it becomes questionable. The understanding of the life-world demands an open-minded attitude in which prior assumptions are bracketed so that descriptions can clarify meanings and relationships.    

Reflexivity and positional knowledge: Hermeneutics has added certain dimensions to phenomenological research. Gadmer (1975) developed Heidegger’s ideas are self-reflective persons who are based in everyday life and personal relationships and experiences in a temporal and historical context and their position in the world. Preconceptions and provisional knowledge are always revised in the light of experience and reflection. The text is always open to multiple interpretations because researchers or reflective persons are involved in their own relationships with the world and others.

The phenomenological view: This is an attempt to describe lived experiences, without making pervious assumption about the objective reality of those experiences.
2.1 Participants
Patients with leukemia who are about to receive chemotherapy agent for cancer are eligible to participate.

Inclusion criteria:

Patients with leukemia, who are treated with chemotherapy, age between 18-65 years.

Sample size: 3 patients will be select to participate in the study.  Male over the age of 18 years and less 65 years, who attended post chemotherapy, patient consent will be obtained.
Exclusion criteria:

Any disease that affect or disturbance the interview, mentally disease patients,

2.2 Ethical considerations
This study is performed in accordance with the declaration of Helsinki and is approved by the research ethics committee of ministry of health and the faculty of Nursing- An-Najah National University.
The patient’s integrity may be threatened when performing continuous data collection. The results are protected in a way that ensured that it is not possible to identifying any of the individuals. The study protects concentrates on the patient’s health and well being.

To burden the patients with questions concerning their experiences of chemotherapy takes time and strength. However, patients feel that they receive more attention and this could be regarded as positive further more identification of  symptoms as seen from the patients perspective could lead to improving in case of other patients in the future.

All patients are given both verbal and written information before considering participation in the study. It was made clear that participation is voluntary could be terminated at any times and that confidentiality is guaranteed. For that reason the ethical dilemma is evaluated to be small.         
2.3 Data collection

Semi-Structured interview will be use to obtain information from the participants and will be initiated by three nurses allocated to follow a participant through his chemotherapy journey, participant met in the chemotherapy clinic after treatment. Interviews will be conducted at private using a guide to provide some structure during interviews with participants.
They were given free rein to tell their experiences during chemotherapy. We will use audio tape recorder to get information from the participants. We will meet the participants tow times depending on individual treatment. A regime being with participants throughout the chemotherapy journey is unique to this research and contributes to the trustworthiness of the findings.
3. FINDINGS AND DISCUSSION

Three main themes were identified: resistance to return to normality, feeling up – feeling down, exhaustion. The first three themes will be presented here.

Resistance to return to normality
The most shared and all-encompassing theme emerging from participants’ data was the desire to return to normality, or at least to preserve the degree of normality still present. Receiving chemotherapy appears to cause disruption in all dimensions of life, and the need to regain control, equilibrium, consistency and stability was paramount to feeling well again. From social and physical perspective, normality was assessed by participants in terms of how much they could or could not do in relation to everyday activities and special outings. Routine activities, such as gardening, housework, visiting, celebrating, hobbies, driving are simply being involved in life, were milestones against which recovery, coping, surviving was gauged.

And this is supported by patients saying when interviewers ask him this question what do you hope now.

“I hope to return to normality” (A1)

“I hope to kill the disease to return to my normal life” (A2)

“I’m persuading myself I haven’t the disease to live normal” (A3)
Feeling up – feeling down
Feeling up was also referred to as feeling fine, feeling OK, in high spirits and feeling fit. The effects of toxicity took their toll upon participants at different times in relation to treatment. The labile nature of wellness and illness meant that there was no clear pattern between feeling up – feeling down and treatment phase.

Feeling down was always associated with the physical side effects of chemotherapy, in particular tiredness, lethargy and poor sleep. Participants less frequently than feeling up reported feeling down.

Participants (A1) tell us, “some time I am feeling powerful and active, and in other time I am very depressed and careless”.

Other participants used expression such as:

“I am striving to survive” (A2)

“I am not as past; I am going to die” (A3)

Immediately after a treatment, generally our participants felt positive – satisfied that they were making progress towards wellness, but some of them felt depressed. Feeling up was also reported when the effects of chemotherapy were not as bad as anticipated. Chernecky (1999) found that while physical symptoms could, to some extent, be associated with chemotherapy treatment, coping, mood and stress could not, although it appeared that people were more stressed prior to treatment than at any other time during treatment (19).

Exhaustion
sleep and fatigue
Many categories contributed to the theme ‘flagging’, but sleep, or lack of it, was repeatedly reported. Sleeplessness was occurred due to, stomach pains, nausea and vomiting, or simply because of difficulty settling due to anxiety.

Participant (A1), (A2), (A3) reported sleeplessness due to stress, being hospitalized, and the effects of chemotherapy.

“I cannot sleep in the hospital and the effects of chemotherapy make me stressful”, participant (A2).

According to fatigue, it is the most common shared symptoms reported between our participants.

Interviewers ask this question to participants, what are the most side effects you feel in it after receiving chemotherapy; all of them tell us about fatigue.

“After receiving the chemotherapy I am very exhausted”, participant (A3)

Fatigue, “so that I am spending most of time after receiving the chemotherapy   

in sleeping” (A1) 

There is international literature concerning fatigue in cancer patients (21). The definition offered by Ream and Richardson (1997) acknowledges that fatigue is subjective, unpleasant and wide ranging and interferes with usual functioning of an individual (10), and this supported by our participants as noted over.

It is also important to note that fatigue is not relieved by rest or sleep like tiredness is. Similar to the findings from a review of the literature on fatigue of chemotherapy in breast cancer patients (21), our participants experienced fluctuating fatigue throughout the chemotherapy treatment. 

3.1 Conclusion
The implications of these findings hold international relevance as antineoplastic treatments are acknowledged worldwide as having detrimental psychosocial effects upon people with cancer.
Using a qualitative methodology and conversational style, semi structured interviews enable us to access the Private experiences of people with cancer receiving chemotherapy. 
The treatment imposed radical changes upon the social and emotional well being of individuals often perpetuated by the un predictability of the illness trajectory. Our participants had no an expectation and anticipation of what chemotherapy would involve and how the treatment would affect them, tension and irritability caused some changes in relationships dynamic between participants and their families and friends. A greater understanding of changes issues will assist Nurses to reshape chemotherapy services, and contribute to improving the experience of living with cancer.
3.2 Limitations of the study

1. Most patients especially female refuse to participate in the study

2. Great number of leukemia patients doesn’t know about their diagnosis

3. There is no fund for our project
4. closing the blood diseases center which is the place was the study conducted 
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