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This study was conducted to determine what nursing 

actions, as perceived by mothers, are considered supportive 

at the time of their children's diagnosis with leukemia. A 

private interview consisting of two questions developed by 

the researcher was utilized to obtain information from 10 

mothers. 

Descriptive statistics were used to analy ze the data. 

The four classifications of social support as categorized 

by House (1981) were found to be useful in identifying 

supportive nursing actions. A total of 140 actions was 

reported. Those classified as emotional support received 

the most mention. Instrumental support actions ranked 

second among reported actions. Informational support was 

mentioned third most often among reported actions. 

A�praisal support was mentioned least frequently.  Mothers 

indicated that nurses were very supportive and listed very 

few actions that were desired by the mothers, bu t not 

provided by the nurses. 
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CHAPTER I 

INTRODUCTION 

Every year in the United States approximately 6,550 

children are diagnosed with some form of childhood cancer. 

Leukemia, the most c ommon form of the childhood cancers, 

occurs in approximately 2,000 children per year (Miller, 

1989). Leukemia is not simply a chronic health problem, 

but one that, despite major medical advances, continues to 

have a sizeable mortality rate. 

Presenting parents with the news of a child's 

diagnosis of leukemia places upon them a tremendous 

stressor--the possibility of their child's death. Nursing 

support of the parents' emotional and psychosocial needs at 

this time is equally as important as support of the child's 

medical needs. In order for pediatric oncology nurses to 

provide necessary and satisfactory parental support at the 

time of diagnosis, they must first be cognizant of the 

parents' need for support. This study proposed to obtain 

data concerning mothers' needs for nursing support at the 

time of their children's diagnosis with leukemia. This 

study was designed to  utilize mothers instead of both 

parents. Most often it is the mother who is the primary 
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caretaker while the child is hospitalized and who 

accompanies the child to out-patient clinic appointments. 

Problem of Study 

The focus of this study was to determine what nursing 

actions are considered most helpful in providing support to 

mothers at the time their children were diagnosed with 

leukemia. 

Justification of Problem 

Among childhood health problems leukemia is a 

comparatively rare disease, striking only 4 children out of 

every 100,000 per year (Poplack, 1989). However, it is the 

largest non-accidental cause of death in children between 

the ages of 3 and 14 (American Cancer Society, 1990). 

Medical advances and increasing survival rates seen over 

the past 15-20 years are cause for optimism. However, the 

mortality rate continues as a somber reminder to nurses 

that the threat of death is very real and must be dealt 

with in the care of leukemia patients and their families. 

When presenting the news of a child's diagnosis, medical 

personnel attempt to offer as much optimism as possible by 

including the improved outlook for children with leukemia. 

However, information concerning the possibility of a fatal 

outcome must be included. 
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Chesler and Barbarin (1987) proposed, based upon 

parents' self-report, that a diagnosis of cancer and the 

threat of death for their child make diagnosis the most 

stressful time along the continuum of events surrounding 

any type of cancer. For parents, receiving the diagnosis 

ranked higher than any other event. When asked to rank the 

greatest stressors at diagnosis, parents listed first the 

fact that their child has cancer and second the fear of the 

child's death. Hockenberry (1986) stated that a diagnosis 

of childhood cancer causes psychologic disarray in the 

family. The resulting initial phase of distress 

experienced by parents cannot be resolved utilizing 

existing coping mechanisms. This emphasizes what a 

critical time, emotionally, that the diagnosis can be for 

parents. 

The overwhelming impact of their child's diagnosis 

with leukemia places parents in a crisis situation. A 

crisis is any problem or event that cannot readily be 

resolved using previous coping mechanisms (Aguilera & 

Messick, 1986). Coping with the news of their child's life 

threatening diagnosis is an unfamiliar experience for the 

majority of parents, an experience for which there is no 

preparation and for which new skills must be developed over 

a short period of time. During the time of diagnosis 
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appropriate support is very important in meeting parents' 

emotional and psychosocial needs, as these parents develop 

coping skills. This support may enable parents more fully 

to provide for their child's needs. Sup port of parents at 

this time provides the foundation for relationships of 

ongoing sup port and assistance from the nursing staff 

through the course of the child's treatment. It also paves 

the way for a mutually satisfying working relationship 

between parents and the nurses. 

The majority of the references in the literature 

discussed both parents. Few references discussed the 

impact of childhood leukemia upon mothers alone. A 1954 

study by Bozeman, Orbach, and Sutherland dealt with the 

psychological impact of childhood leukemia upon mothers. 

Reactions to the diagnosis were often described as similar 

to a physical blow. Mothers developed new relationships in 

order to deal with acute needs, among them the need for 

emotional sup port. 

As a member of the health care team spending the 

greatest percentage of time with the family during the 

child's initial hospitalization, the pediatric oncology 

nurse is in the best position to provide social sup port. 

Social support is defined as "a flow of emotional concern, 

instrumental aid, information, and/or appraisal 
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(information relevant to self-evaluation) between people" 

(House, 1981, p. 26). By virtue of their medical expertise 

and experience with leukemia patients and their f amilies, 

pediatric oncology nurses are proficiently and uniquely 

prepared to offer this social support to parents. However, 

nurses may not be aware of what parents consider important 

in the way of social support. 

Existing health-care literature and research 

concerning the psychosocial impact of leukemia discusses 

the idea of parental support, as early as 1954. 

Unfortunately, information on the nurse's role in providing 

such support is lacking, even as recently as the late 

1970s. Increased attention is noted in the 1980s; however, 

the majority of literature focuses on support of adult 

cancer patients and their families. The scarcity of 

nursing literature dealing with support of mothers at the 

time of their children's diagnosis with leukemia indicates 

the need for further research. Data from this study should 

assist nurses better to plan and implement care for 

families of children with leukemia. 

Conceptual Framework 

The concept of social support provided the framework 

for this study. Although the idea of social support has 

existed for many years, it is a fairly recent consideration 



in the field of health care. An increased awareness and 

corresponding emergence of this concept in the literature 

was seen in the 1970s. Currently there is an expansion 

of literature and research in the area of social support. 

Although different and often conflicting ideas and 

definitions may be found within the literature, 

similarities are seen in the works of major contributors 

to the field. For the purpose of this study, the 

conceptualization of social support proposed by House 

(1981) was utilized. In his 1981 review of the literature, 

House detailed the move of social support from the sphere 

of social sciences--religion, literature, and psychology-

into the health sciences. The claim "that support may 

reduce stress, improve health, and, especially, buffer the 

impact of stress on health" (House, 1981, p. 14) is cited 

as a major and distinct factor. 

In order to capitalize upon the potential benefits of 

social support in the health sciences, House contended that 

there must be greater precision and insight into the 

conceptualization of social support, how it operates, and 

how it is measured. From his literature review he 

attempted an integration of the various conceptual 

definitions and components of social support in order to 

achieve this level of understanding. In refining social 

6 
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support, House stated that the definition of other major 

contributors in the field, such as Caplan (1976), Cobb 

(1976), and Kahn (1979) provide some consensus as to the 

aspects of the various relationships within the general 

domain of social support. However, he contended that among 

such definitions there remains a disagreement as to which 

aspects are most important. To clarify this, House (1981) 

cited Gottlieb's 1978 study, which detailed responses of 

ordinary p eople concerning actual supportive relationships. 

Study respondents provided a record of everyday experiences 

against which he could evaluate social support definitions. 

House classified social support according to four 

categories: emotional, instrumental, informational, and 

appraisal. In discussing these types of support, House 

pointed out that all interrelate and that the relevance of 

different support types varies with the person and problem 

requiring support. However, he stated that emotional 

support (esteem, affection, trust, concern, and listening) 

is included in all the works on social support. When 

people think of an individual as being "supportive," they 

primarily think of emotional support. Emotional support 

involves providing empathy , caring, love, and trust. 

Instrumental support (aid in kind, money, labor, time, and 

environmental modification) involves behaviors which 



provide direct assistance to a person in need. House 

(1981) stated that although, theoretically, instrumental 

support is most clearly distinguished from emotional 

support, providing instrumental support can be a sign of 

caring. Informational support (advice, suggestions, 

directives, and information) involves the provision of 

information an individual can use in coping with p ersonal 

and environmental problems. House stated that such 

information helps people to help themselves and that 

provision of information may also imply emotional support. 

The last type of support is appraisal support (affirmation, 

feed-back, and social comparison). As with informational 

support, appraisal support involves transmission of 

information. However, the only information considered in 

this category is that which is relevant to self-evaluation 

or social comparison. This information may also provide 

emotional support in coping with problems. 

House considered social support to affect health-

physical and mental--in three ways. The first two 

mechanisms are referred to as main effects. Positive 

effects of social support on health can offset the negative 

effects of stress. Social support can directly enhance 

well-being and health through provision of human needs for 

social contact, security, approval, belonging, and 
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affection. The other main effect of social support is 

direct reduction of stress, which indirectly improves 

health. This direct stress reduction may be accomplished 

through minimization of personal pressure or tension by 

supportive individuals. House considered the third 

mechanism of social support to be that of buffering. He 

contended that social support could buffer the impact of 

stress on health by modifying the relationship between the 

two. As social support increases, the harmful effects 

on health will decrease. Stress may be in the form of the 

consequences of change and crisis. 

House shared Caplan's (1976) view that buffering 

assists in the improvement of adaptive competence in 

dealing with short-term crises as well as long-term crises. 

Another aspect of the relationship between stress and 

health is that social support will have the strongest 

health benefit upon those under the greatest stress. 

However, House (1981) pointed out that even when stress is 

low, the buffering effects are noted in that those with 

higher support are healthier. Implications for the main 

and buffering effects of social support are important in 

regards to health and stress. House contended that in 

relation to the main effects, reduction of stress 

(regardless of health levels) and improvement of health 
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(regardless of stress levels) are beneficial to all 

individuals. The buffering effects, however, are of 

significant importance to those experiencing moderate to 

high levels of stress. House contended that stress exists 

when the demands upon an individual exceed his (or her) 

abilities or when he (or she) is unable to fulfill strong 

needs. Moderate to high levels of stress might then 

constitute a crisis situation, where the positive effects 

of social support would be most necessary and beneficial. 

10 

House clarified and defined who can actually provide 

social support, a topic noted to be a source of 

disagreement among the contributors to the field. He 

maintained that social support may be provided by a variety 

of sources, ranging from informal sources, such as family 

and friends, to those professional and/or semi-professional 

persons providing specific support services. Professional 

persons include service or care-givers, such as nurses. 

Although it may be most common to think first of the 

informal and non-professional sources when considering 

social support, House stated that the sources will vary and 

take on different levels of importance depending upon the 

nature of the problem and the person or persons requiring 

support. House's four categories of social support were 

used to classify nursing actions that mothers identified as 



having been provided to themselves or their children 

at the time of the children's diagnosis with leukemia. 

Additionally, these four categories were used to classify 

nursing actions that mothers identified as having been 

desired but not provided to themselves or their children. 

Research Questions 

1 1 

This study proposed to answer four research questions. 

When interviewing mothers of children recently diagnosed 

with leukemia: 

1. What helpful nursing actions do these mothers

identify as having been provided to themselves or their 

children, according to House's four categories of social 

support? 

2. What is the order of frequency of reported

actions? 

3. What nursing actions do these mothers identify as

having been desired, but not provided to themselves or 

their children, according to House's four categories of 

social support? 

4. What is the order of frequency of actions desired,

but not provided? 



Assumptions 

Based upon House's (1981) conceptualization of social 

support, the following assumptions were made for this 

study: 

1. Social support is a positive experience.

2. Social support involves reciprocity, which is

mutual sharing and exchange between two individuals. 

3. Social support enhances coping and self-esteem.

4. Social support acts upon stress directly (main

effects) and indirectly (buffering). 
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5. Social support may be provided by informal sources

(such as family and friends) as well as by formal, 

professional sources (such as nurses). 

Additionally, the following assumptions were also 

made: 

1. The diagnosis of childhood leukemia is stressful

and a time of crisis for parents. 

2. Nurses have more consistent parental contact than

do other members of the health care team. 

3. People will retain memories of incidents that are

meaningful to them. 



Definition of Terms 

The following key terms were defined for this study: 

1. Mother--biological or adoptive female p arent of

the child or any adult female designated as primary 

caretaker or guardian of the child. 

2. Social support--"a flow of emotional concern,

instrumental aid, information, and/or appraisal 

(information relevant to self-evaluation) between people" 

(House, 1981, p. 26). This support consists of four 

categories, according to House (1981): 

(a) emotional support--provision of empathy,

caring love, and trust. 

(b) instrumental support--provision of direct

assistance including aid-in-kind, money, labor, time, 

or environmental modification. 

(c) informational support--provision of

information, such as advice, suggestions, and 

directives, an individual can use in cop ing with 

environmental problems. 

(d) appraisal support--provision of information

relevant to self-evaluation or social comparison, 

including affirmation and feedback . 

13 



Nursing actions that provide social support were measured 

by the subjects' responses to the two interview questions 

(Appendix A). 
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3. Leukemia--cancer of the blood-forming tissues,

including bone marrow, lymph nodes, and spleen, which leads 

to accumulation of abnormal, useless white blood cells. 

These cells prevent the normal production of red cells, 

white cells, and platelets (American Cancer Society, 1990). 

4. Time of diagnosis--the time period beginning with

the mother's receipt of the news of her child's diagnosis 

of leukemia until the child's discharge after the initial 

hospitalization. 

Limitations 

The following limitations were recognized in 

conducting this study: 

1. The study was conducted using convenience sampling

technique. 

2. The severity of the children's illness varied.

3. There was no control over the mothers' previous

experience with cancer, other than delimiting the sample to 

mothers who had no children previously diagnosed with 

cancer. 

4. The mothers may have been experiencing o ther

stressors in their lives. 
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5. The mothers may have received social support from

other sources than the nurse. 

Summary 

The purpose of this study was to determine what 

nursing actions are considered helpful in providing support 

to mothers at the time of their children's diagnosis with 

leukemia. House's (1981) conceptualization of social 

support was used as the conceptual framework for this 

study. 

This chapter discussed the need to provide appropriate 

nursing support to mothers at the time of their children's 

diagnosis with leukemia. The literature indicates that 

this is a crucial time period for parents (Chesler & 

Barbarin, 1987; Hockenberry, 1986). However, the 

literature is limited concerning the type of support that 

nurses provide to mothers during this time and the type of 

support that the mothers wish to receive. In order for 

nurses accurately to k now what mothers consider supportive 

and what they need in the way of nursing actions, further 

research is necessary. 



CHAPTER II 

REVIEW OF LITERATURE 

"Where Can I Go":, 

If this is not a place where tears are understood, 

Where do I go to cry? 

If this is not a place where my  spirits can take wing, 

Where do I go to fly? 

If this is not a place where my  questions can be asked, 

Where do I seek? 

If this is not a place where my  feelings can be heard, 

Where do I speak? 

If this is not a place where you'll accept me as I am, 

Where can I go to be? 

If this is not a place where I can try and learn and grow, 

Where can I just be me? 

If there is not a place where tears are understood, 

Where can I go to cry? 

This poem by Ken Medina (cited in Brown, 1989) 

provides a simple yet concise summary of nursing support 

for mothers when their children are diagnosed wi th 

leukemia. The purpose of the present study was to 

determine what nursing actions are found by mothers to be 

16 
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helpful and supportive at the time of their children's 

diagnosis with leukemia. The review of literature is 

divided into four sections. The first section deals with 

the clinical overview of leukemia. The psychosocial impact 

of childhood leukemia upon parents is discussed in the 

second section. Social support is discussed in the third 

section. There are subsections on concepts and definitions 

of social support and social support in the realm of 

nursing literature. The final section discusses the 

nurse's role in childhood cancer. A brief summary 

concludes the chapter. 

Leukemia: A Clinical Overview 

According to the American Cancer Society (1990), 

leukemia is a malignancy or cancer of the body's blood 

forming tissues; bone marrow, lymph nodes, and spleen. 

This leads to an accumulation of abnormal, useless white 

blood cells, which are released into the circulatory 

system. These cells prevent the normal production of red 

blood cells, platelets, and white blood cells. Red blood 

cells prevent anemia, platelets control hemorrhage and 

white blood cells prevent infection (American Cancer 

Society, 1990). When these normal functions are impaired, 

as in leukemia, there will be an increase in anemia (the 

lack of red blood cells and oxygen they carry throughout 



the body), hemorrhage (uncontrolled bleeding), and 

infections (Baker, 1988). 

According to the Leukemia Society of America (1990a, 

1990b), childhood leukemia is divided into two main types, 

acute l·ymphocytic leukemia (A. L. L.) and acute myelogenous 

leukemia (A.M.L.). A.L.L. is also referred to as common 

childhood leukemia because it is the leading form of 

leukemia in children, representing approximately 85% of 

leukemia patients under the age of 21. It is primarily 

seen in children ages 2 through 10 years. However, it can 

strike at any age. In A.L.L. the malignant leukemia cell 

is an abnormal lymphocyte or lymphoblast, either a T

lymphocyte or B-lymphocyte. In A.M.L. the malignant 

leukemia cell is an abnormal granulocyte or myeloblast 

(Baker, 1988). A.L.L. and A.M.L. are different diseases 

which have similar effects upon the body. Both are acute 

and affect the body very quickly. 
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In the publication Cancer Facts and Figures-1990, the 

American Cancer Society (1990) has described chemotherapy 

as the most effective method of treatment for leukemia. It 

works by attacking the abnormal cells. Chemotherapy 

involves use of single or combination anti-cancer chemical 

agents. Treatment of the central nervous system (CNS), 

where persistent leukemia cells may hide, has become 
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standard treatment, especially in the childhood leukemias 

(American Cancer Society, 1990). Baker (1988) stated that 

such CNS prophylaxis includes injection of chemotherapy 

agents into the cerebrospinal fluid via lumbar puncture 

and/or cranial radiation. For certain types of leukemia, 

bone marrow transplantation may be appropriate. Such a 

transplant involves completely destroying the existing bone 

marrow, both normal. and leukemic cells. Then it is 

replaced with new cancer-free marrow (Baker, 1988). 

Survival rates for childhood leukemia have changed 

drastically over the past 30 years. In the 1960s, the 

5-year survival rate was 4%, increasing to 28% in the

1970s, and to 48% in 1980 (American Cancer Society, 1990). 

Current treatment modalities offer a survival rate of 

approximately 70% for children with A.L.L. (Leukemia 

Society of America, 1990a) and 20% for those with A.M.L. 

(Leukemia Society of America, 1990b). 

Childhood Leukemia: Psychosocial 
Impact on Parents 

The psychosocial impact of childhood leukemia and 

other childhood cancers on the parents has been addressed 

since the 1950s. Much about childhood cancer has changed 

since that time. Yet, certain aspects and findings remain 

consistent today. A chronological review of the literature 
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is presented in order to detail important aspects and 

changes. Even though the study described in this paper 

deals only with childhood leukemia, the review of 

literature also includes discussions on other malignancies. 

Much of the literature on childhood cancers focuses on 

childhood cancer as a whole, as opposed to a specific 

disease such as leukemia. 

Literature from the 1950s focused upon psychosocial 

and emotional adjustment to the inevitable death of a child 

with a malignancy such as leukemia. In a 1954 article, 

Bozeman et al. examined the psychological impact of cancer 

and its treatment, with a focus upon the adaptation of 

mothers to the fluctuations of a fatal illness and to the 

loss of a child. The mothers of 20 children diagnosed with 

acute leukemia were interviewed during the hospitalization 

of their child. At least two focused interviews were held 

and some mothers were interviewed as many as five times. 

Interviews were supplemented with use of the Thematic 

Apperception Test to assess adaptation as well as 

systematic observations of the mothers. Focused 

interviewing covered practical problems, relationships 

with family and friends, reactions to changes in the 

child's condition, as well as other aspects. Results were 

discussed in a narrative fashion. Initial reactions to 
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diagnosis were found to include denial, guilt, personal 

responsibility, anger, and an urgent search for general 

information. Many of the mothers interviewed expressed 

reactions to the diagnosis similar to a physical blow to 

their person, with a resulting time of numbness and shock. 

Every mother attempted to deny the diagnosis either through 

questioning the validity of the diagnosis or denial as to 

the hopelessness of the prognosis. Guilt over perceived 

personal responsibility as well as degrees of separation 

anxiety were also reported. Mothers in this study were 

reported to have developed new relationships in addition to 

utilizing existing relationships in order to deal with 

their most acute needs. The needs most frequently 

expressed included tangible services such as housekeeping 

and transportation, temporary escape from awareness of the 

disease and approaching loss, and emotional support to 

assist in functioning. 

Similar reactions to their child's diagnosis with 

leukemia were mentioned by parents who participated in a 

study by Friedman, Chodoff, Mason, and Hamburg (1963). 

This study reported responses of parents anticipating the 

death of a child. It involved the parents of 46 children 

with neoplastic diseases, leukemia, and solid tumors. 

Parents were interviewed by an investigator at least once 



a week and were observed on the ward daily by nurses as 

well as investigators. Parents also completed a daily 

questionnaire concerning their activities during the past 

24 hours. Observation times ranged from 1 week to 8 

months. The median time was 1-2 months. Interview 

guidelines were not discussed and results were presented 

in a narrative fashion. Descriptive data were presented 
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on parents and children. Parents were characteristically 

unable to incorporate detailed information about the 

disease and treatment related to the shock experienced upon 

receiving the diagnosis. Repetitious questioning from 

parents in the days following diagnosis served not only to 

obtain information necessary for parental care of the 

child, but also as a means by which they could accept their 

child's diagnosis. An additional parental concern reported 

by Friedman et al. was the need for assistance in deciding 

how much to tell the child about his or her diagnosis and 

when to do so. 

Binger et al. (1969) undertook a retrospective study 

of families who had lost a child to leukemia in order to 

prepare health care professionals more f ully to support 

such families. This study was conducted by five doctors 

and one social worker. Twenty families whose children had 

died from leukemia between January 1964 and December 1966 
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participated in the study. Information concerning family 

data, diagnosis, short and long-term effects upon the 

patient and family, relations with health-care personnel, 

support sources during the terminal phase and death, and 

the funeral and after-effects was obtained during informal 

2-3 hour open-ended interviews. Interview guidelines were

not discussed except to say that structure and content were 

managed with freedom in order to make the interview a 

helpful and/or therapeutic experience for the family. 

Again, reactions at diagnosis were consistent with the 

studies by Bozeman et al. (1954) and Friedman et al. 

(1963). Binger et al. (1969) stated, "Many parents 

describe this as the hardest blow they had to hear 

throughout the course of the illness" (p. 414). 

Additionally, "The actual death was not always the most 

important event in the parents' recollection of the child's 

illness. Often, the time of initial diagnosis was equated 

with death, and it was then that grieving began" (Binger et 

al., 1969, p. 417). From this study parents reported 

needing more time to speak with the health-care team about 

matters other than medical management. They also reported 

the need for more specific information concerning the 

terminal events of the disease. 
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During the late 1970s into the 1980s, as the prognosis 

for leukemia and other malignancies improved, the focus in 

the literature was upon the psychosocial impact of a 

potentially curable disease- -adapting to and living with a 

major health problem. Adams and Deveau (1984) referred to 

the uncertainty of childhood leukemia as being like the 

"Sword of Damocles" which hangs over the heads of children 

and their families. At the time of diagnosis, parents are 

given full information about their child's disease, 

including mortality and morbidity. And so begins the 

uncertainty they will live with for the duration of their 

child's treatment and life. Although many times the 

diagnosis of a malignancy such as leukemia comes as a total 

surprise, often parents will have had suspicions based upon 

a child's behavior and/or symptoms. Some parents have said 

that underneath the shock of such devastating news lies 

confirmation of their worst fears (Adams & Deveau, 1984). 

During this initial phase of shock, parents tend to be 

very confused and may experience various feelings, such 

as denial, anger, guilt, grief, and fear (United States 

Department of Health & Human Services, 1988). 

Additionally, Spinetta, Deasy-Spinetta, Fung, and Schwartz 

(1986) maintained that confusion about positive emotions 

will arise. Positive emotions, such as faith, hope, and 



belief in life can be stressed greatly during this time 

when serious illness becomes a reality. 
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A crisis situation exists when a problem or event 

occurs which cannot be resolved utilizing previously 

existing coping mechanisms (Aguilera & Messick, 1986). A 

period of upset and disequilibrium follows, with ensuing 

attempts at finding a solution. Eventually, usually 6-8 

weeks later, a new state of equilibrium is achieved. 

According to Aguilera and Messick an illness such as 

leukemia is a situational crisis. They defined situational 

crisis as a problem or event which occurs unexpectedly 

without any relationship to the growth and development 

process. When a situational crisis exists, certain 

balancing factors can assist in the return to equilibrium. 

Aguilera and Messick listed these as realistic perception 

of the event, adequate situational support, and effective 

coping mechanisms. When these are present, then 

equilibrium is usually regained and the crisis is met 

with successful crisis resolution. The return to 

equilibrium may involve a level of functioning different 

than what existed before the crisis. 

Chesler and Barbarin (1987) provided an important and 

up-to-date look at the psychosocial impact of childhood 

cancer in a book they wrote that was based on their 
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research.  They conducted a retrospective study of 55 

families in order to examine the psychosocial issues of all 

childhood cancers, including leukemia, and how parents rose 

to the extraordinary challenge of the illness. Potential 

participants were stratified into groups on the basis of 

age and life-status characteristics of children with 

cancer. Within each group a sample was selected· by means 

of a random numbers table. Sample distribution of 

diagnoses was as follows: leukemias--35%, brain tumors--

7%, neuroblastomas--11%, lymphomas--18%, Wilm's tumors--7%, 

osteosarcomas--9%, and others--1%. These figures 

approxima te national incidence figures. Information was 

obtained from participants via a semi-structured interview 

and a structured questionnaire for parents of children with 

cancer. These tools were developed by the authors with 

assistance from several parents in generating a list of 

important issues. Pilot interviews with these parents led 

to redesign of the interview and questionnaire. Issues 

concerned included stress, coping strategies, social 

support mechanisms, and special services. Chesler and 

Barbarin stated that for most families the course of 

childhood cancer is experienced as a series of medical 

events which signal important movement toward or away from 

recovery. The first of these events is diagnosis. As 
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previously mentioned, parents of living children reported 

experiencing the greatest stress (frequency and potency) at 

diagnosis. Although relapse was ranked highest for parents 

of deceased children, diagnosis remained listed as a potent 

stressor. Regarding the stress of diagnosis, Chesler and 

Barbarin noted that a rhythm to families' stress has been 

seen at different stages of an illness, from diagnosis on, 

and that different types of help should be offered based 

upon the impact of each stage. 

Interview results reported by Chesler and Barbarin 

revealed five types of stress that lead to special needs 

among parents: intellectual, instrumental, interpersonal, 

emotional, and existential. These types of stress may be 

especially apparent and potent during the time of 

diagnosis. Massive amounts of technical information about 

disease and treatments as well as the unfamiliar culture of 

the medical system cause intellectual stress. This leads 

to a subsequent need among parents for a myriad of 

information. Instrumental stress is created by the volume 

of new daily tasks involved in maintaining home, family, 

and work in the midst of a medical crisis. This type of 

stress may require assistance in formulating a plan to 

handle such tasks or actual task assistance. Escalating 

family needs and changing relations with family, friends, 
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and health-care providers are responsible for interpersonal 

stress. Coping with interpersonal stress requires 

emotional support, and possibly assistance, in locating 

appropriate professional help. This ts also true for 

emotional stress, which is created by psychological and 

physiological consequences of dealing with cancer. 

Existential stress results from confusion about the meaning 

and order of life, and is often a religious issue for 

parents. Again, emotional support or referral to more 

appropriate personnel is needed. In regards to diagnosis 

and the various stress-related needs of parents, Chesler 

and Barbarin stated that this can be influenced by the 

relationship and interactions between parents and the 

health-care team. Such a relationship is delicate, having 

begun in a time of anxiety, uncertainty, and pain, both 

physical and emotional. A good relationship and supportive 

actions by the health-care team can contribute to lessening 

the impact of the stress, seen during diagnosis. 

Social Support 

The concept of social support emerged as a 

consideration in the health care field during the 1970s 

when a number of authors postulated ideas concerning the 

effect of social support on stress and health. The 

conceptualization of social support used for this study, 



that of House (1981), is based upon an integration of 

several such works. The first section of the social 

support review of literature covers concepts and 

definitions of social support provided by authors whose 

ideas contributed to House's conceptualization of social 

support. These include Caplan, ( 1974, 1976), Cassel 

(1973), Cobb (1976), Kahn (1979). The second section 

discusses social support in the realm of nursing 

literature. 

Social Support Concepts 
and Definitions 
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Cassel (1973) suggested that there are biological and 

social or p sychological factors which buffer or cushion an 

individual from unhealthy physical or mental responses. 

Among these he lists "the nature and strength of the group 

supports provided to the individual" (Cassel, 1973, p. 

407). Cassel supported the hypothesis that individuals 

with an increased susceptibility to diseases included those 

not receiving consistent or understandable feedback 

regarding their actions. Such inappropriate feedback 

impedes the individual's ability to feel safe and valued, 

with a resulting physiological state that leaves the person 

more susceptible to unhealthy physical and mental responses 

and disorders. 
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Caplan (1974, 1976) expanded upon these ideas to 

conclude that the harmful effects of inappropriate feedback 

may be reduced among individuals who are involved in a 

social network which provides consistent communication of 

expectations, assistance and support for required tasks, 

performance evaluation, and appropriate rewards. He also 

suggested that if society as a whole does not provide this 

support, it can be obtained from the individual's social 

subgroup. Caplan considered such social subgroups as 

encompassing members of formal and professional community 

care-giving agencies. These include health-care providers 

such as nurses, with special recognition of nurses' 

frequent and close contact with patients and families. 

Caplan referred to these groups as support systems, to 

imply an enduring pattern of ties that provide intermittent 

or continuous support over a period of time. Such support 

may assist in mastery of general life issues, provide 

special assistance in dealing with long-term burdens, or 

assist in the event of acute needs or crises. Short-term 

and enduring help consists of three elements as defined by 

Caplan. These include assistance in mobilizing 

psychological resources and mastering emotional burdens, 

sharing of tasks, and provision of money, materials, tools, 

skills, and cognitive guidance. 
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Cobb (1976) provided a different view of social 

support by defining it as information which leads the 

subject to believe he is loved and cared for, esteemed and 

valued, and a member of a network of communication of 

mutual obligation. As per this definition, there are three 

corresponding types of social support: emotional, esteem, 

and network. Cobb contended that emotional support is 

transmitted during intimate situations involving mutual 

trust and that esteem support is most effectively 

proclaimed in public. Network support includes three 

important aspects of information. The f irst involves the 

relationship among network members, the second pertains to 

services and goods that are available to members, including 

services that may only be needed occasionally, such as 

technical information, specialized skills, and equipment. 

The last type of information concerns what Cobb refers to 

as dangers of life (threats to personal health) and means 

of defense in times of such dangers. In such cases, 

information about a competent health-care team would be 

social support. However, tangible support, such as care by 

a member of the health-care team during injury or illness, 

is omitted from Cobb's definition of social support. He 

considered social support to be information only and stated 

that goods and services may foster dependency, while 



classes of information tend to encourage independent 

behaviors. 
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Cobb maintained that social support is first obtained 

from family members, then from peers at work and in the 

community. In cases of special need, social support could 

come from members of the helping professions. In his 

discussion on social support, Cobb maintained that social 

support facilitates coping with crisis and adjusting to 

change as  well as providing a method of buffering from 

stressful events. Cobb reviewed a large number of studies 

concerning transitions and crisis of the life cycle to move 

past the existing conclusion that supportive interactions 

are important. He then contended that adequate social 

support protects individuals in crisis from a variety of 

pathological states, both p hysical and psychological. Cobb 

also stated that social support could have a positive 

effect upon the outcome of medical care in such areas as 

facilitation of compliance, redirection of required 

medications, and acceleration of recovery. 

Kahn (1979) defined social support as interpersonal 

transactions which include the expression of positive 

affect towards another, the affirmation of another's 

behaviors, perceptions or expressed views, and the giving 

of symbolic or material aid. Supportive transactions 
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include one or more of the key elements of affect, 

affirmation, and aid. He admitted that the third element 

of aid can become too inclusive, in that not all 

presentations of material or tangible items qualify as 

social support. However, with specific measures, certain 

types of direct aid or assistance including material goods, 

do constitute social support. Kahn referred to the 

significant other people upon whom a person relies for 

social support as convoys. As a social psychologist, Kahn 

focused upon the importance of social support in the area 

of aging and the life course. However, he recognized and 

cited Cobb's (1976) work as it applied to social support 

and health in a variety of life's stages and stressful 

situations. 

Social Support in Nursing Literature 

As the emphasis on social support has increased in the 

field of nursing, various populations have been the target 

of research. DiMatteo and Hays (1981) provided an overview 

of 34 studies concerning social support published between 

1952 and 1980. None of these studies published focused on 

nursing support alone. Fourteen studies mentioned nursing 

support as a part of support provided by the hospital 

staff; the interdisciplinary team; the medical team, 
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profession, or staff; the coronary care team; or a variety 

of other groups. 

Only one study dealt with childhood cancer; the 

provider of social support in this st�dy was a cancer 

rehabilitation counselor. Six studies dealt with adult 

cancer, the other studies dealt with a variety of adult 

illnesses and injuries. Social support as the target of 

nursing research was examined in a comprehensive overview 

by Stewart (1989a, 1989b). Identified were 63 empirical 

nursing studies completed between 1978 and 1987. Only 

three of these studies concerned parents of children with 

health and developmental problems. Childhood cancer was 

the focus of only one of these studies, with the emphasis 

being placed on social support between parents. Stewart 

addressed what she considered the two major deficits in the 

area of nursing and social support, the first being the 

absence of certain populations in the nursing studies. 

The second she identified as the lack of empirical studies 

concerning actual nursing interventions as a means of 

social support. Such deficits, Stewart argued, clearly 

indicate a need for further nursing research, research 

which should involve determining the key factors of social 

support that are protective of a certain population and 



testing of .such interventions through empirical nursing 

research. 
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Social support as the focus of nursing research is 

addressed by a variety of nurse authors. Such literature 

ranges from reviews of the basic conceptualizations of 

social support to the development and use of measurement 

instruments. Kane (1988) provided a review o� social 

support in relation to a conceptual model of family social 

support. Woods, Yates, and Primomo (1989) reviewed social 

support in their discussion of support for families during 

chronic illness. McGough (1990) reviewed social support in 

relation to assessing social support for people with AIDS. 

Roberts (1988), who provided a review of social support and 

help-seeking behaviors, stated that nursing has always 

played a role in providing support in health-care settings. 

However, she maintained that the type of support needed is 

not always clearly stated or categorized, which makes 

planning for interventions difficult to accomplish. The 

lack of research on supportive nursing interventions is 

also noted. 

In the area of nursing research on social support an 

important component is that of the measurement tool. 

Several different tools have been designed by nurses to 

measure aspects of social support, some of which were 



designed to apply only to a specific population. The 

Supportive Behaviors Inventory was developed by Brown 

(1986) to examine parents. Cronenwett (1985) developed 
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the Social Network Inventory to examine maternal adaptation 

to parenthood. Other tools were designed to measure 

multidimensional characteristics. These include the 

Personal Resource Questionnaire (PRQ) and the Norbeck 

Social Support Questionnaire (NSSQ). The PRQ was 

developed by Brandt and Weinert (1981). The NSSQ was 

developed by Norbeck, Lindsey, and Carrieri (1981). 

The Nurse's Role in 
Childhood Cancer 

Literature concerning childhood cancer has evolved 

over the past 30-40 years in response to medical advances 

and the subsequently changed ou tlook for the child 

diagnosed with cancer. The literature also reflects the 

nurse's changing role as a member of the health-care team. 

In the 1950s and early 1960s children diagnosed with 

leukemia usually lived only a few months after diagnosis 

(Leukemia Society of America, 1990a). Literature from this 

time period focused upon parents' coping mechanisms, 

reactions to their child's inevitably fatal illness, and 

support from the health-care team during the terminal 

illness. The physicians and social workers were seen as 



support providers for parents. Nursing involvement was 

mentioned minimally, primarily in the context of physical 

patient care. 
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Support for parents and children diagnosed with 

leukemia and other malignancies began to receive more 

attention during the 1970s, particularly in the scope of 

nursing. Initially, the focus was upon support in dealing 

with an often terminal illness and the child's death. With 

advances in the medical treatment, this focus changed 

accordingly to provide support for families living with a 

chronic illness. However, the bulk of research and 

literature came from a social work point of view. Two such 

articles offered important information about support. 

Assisting parents of a terminally ill child by allowing 

ventilation of emotions and working through the grief 

process was the emphasis of a 1973 article by Knapp and 

Hansen. They examined use of organized parent support 

groups to provide support and facilitate coping. The 

findings were reported after experiences with five 

successive groups of 45 parents of newly diagnosed leukemia 

patients. The parents met for 10-12 weeks after their 

child's diagnosis under the supervision of hematology and 

psychiatry staff. Reports from the sessions concerning 

parents' reactions correlate with findings from previously 
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mentioned research studies. The last session was devoted 

to a critique of the group. Parents were overwhelmingly 

positive concerning the helpfulness of the group. 

Interfacing with others who were undergoing the same 

experience, and who shared similar feelings was very 

important to parents. It was felt that such a group 

provided a safe environment to air negative, angry feelings 

concerning their child's illness in a setting with others 

who could truly understand and sympathize. Additionally, 

the group offered parents a chance to get away from the 

hospital and household obligations for a much needed break. 

Originally, the intent of the authors was to provide an 

ongoing support group for parents of children newly 

diagnosed with leukemia. As per the dismal prognosis for 

such children at that time, the group would provide 

assistance with coping and anticipating mourning. However, 

based upon parents' reported needs, the program was 

continued as a short-term, close-ended, 10-week group. 

Identifying adaptive and maladaptive coping among 

parents early after the impact of diagnosis was the purpose 

of a 1973 study by Kaplan, Smith, Grobstein, and Fischman. 

Leukemia as a source of stress for families and successful 

coping with such stress was the study topic. Data from 

this study would be used to organize preventative programs. 
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Kaplan et al. studied 50 families that had a child 

diagnosed with leukemia, from the time of diagnosis until 2 

months after the child's death. How the family was studied 

and the interview guidelines that were used were not 

discussed . Based upon this clinical review, the authors 

made various suggestions concerning actions to support and 

facilitate coping, as well as means of identification of 

maladaptive coping. In order to facilitate successful and 

appropriate family coping, study results indicated that 

health-care personnel need to describe leukemia and its 

prognosis honestly while still maintaining hope of a "good" 

remission. Adaptive coping was seen in parents who were 

able to understand leukemia as a fatal illness with both 

periods of remission and serious exacerbation before death. 

Support from professionals included assistance in coping 

with and resolving problems after diagnosis. Support for 

families during the time of anguish immediately after 

diagnosis, as they move towards acceptance of the 

diagnosis, was noted to be very important in assisting with 

adaptive coping. Sharing the anguish, grief, and fears of 

parents was noted by Kaplan et al. to be perhaps the most 

important function of health-care personnel. Other actions 

include helping parents to conserve energies and resources 

for what may be an illness of several years. Coping must 
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be resolved in the proper sequence of the disease phases 

beginning with appropriate support at diagnosis in order to 

achieve a successful and appropriate outcome (Kaplan et 

al., 1973). 

An increased focus on family support from the nursing 

point of view was seen from the late 1970s to the current 

time period. The bulk of these works, however, was done by 

those caring for adult cancer patients. Giacquinta (1977) 

and Gray-Price and Szczney (1985) discussed the crisis of 

cancer and crisis intervention for families of cancer 

patients. Social support for the cancer patient herself 

was addressed by Wortman (1983) and Dunkel-Schetter (1984). 

A number of authors addressed social support for families 

of cancer patients. Lev (1985) discussed community support 

during grief reactions in order to facilitate readjustment 

during and after the cancer experience. Tringali (1986) 

conducted a descriptive study exploring the perceptions of 

family members in order to determine cognitive, emotional, 

and physical needs perceived as important during three 

phases of illness. Twenty-five family members rated the 

importance of 53 need statements using a Likert-type scale. 

Samples of the need statements were presented along with 

descriptive data about respondents. The three phases of 

illness included initial diagnosis and treatment, time of 
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recurrence, and follow-up period. Cognitive needs were 

most important to family members in all three phases, with 

specific information needs being identified for each phase. 

Emotional needs were exhibited for each phase with the 

highest percentage of need seen in the initial phase and in 

equal percentages for the recurrent and follow-up phases. 

Physical needs were not expressed for any of the phases. 

From identification of these needs, Tringali hoped to 

provide information for nurses to utilize in their support 

of families. She stated that the needs of families can be 

prioritized and that information and emotional needs, such 

as reassurance, acceptance, and hope, are all areas in 

which nurses can effectively intervene. 

Nursing support for parents of children with cancer 

was addressed briefly in the literature during the 1970s 

with an increased focus during the 1980s. Martinson (1976) 

discussed such support in the form of a parental support 

group. As per the medical outlook for a child with cancer 

in the mid 1970s, much of the focus of the support group 

was on parents with a child who would in all probability 

die. As a pediatric psychiatric nurse, Martinson offered 

observations perhaps different than those of a pediatric 

oncology nurse; however, she did note that being able to 



share concerns and being told what to expect were two 

recurring needs of the parents. 
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Belle-Isle and Conradt (1979) reported their findings 

from a discussion group for parents of children with 

leukemia. The authors organized a formal support group 

composed of parents of 44 children diagnosed with leukemia. 

They noted that the choice for a common disease entity was 

made because it was assumed that such a commonality would 

be helpful in forming supportive bonds. However, from 

later groups it was concluded that the fact that parents 

share the potential death of a child provides sufficient 

commonality. During the course of the 7-week group, 

parents touched upon responses to diagnosis as well as 

other topics. Parents discussed the large amount of 

information provided at the time of diagnosis and the 

subsequent need to have this information repeated after the 

initial conference. 

Welch-Mccaffrey (1983) maintained that before nursing 

support can be given to a family, there must first be an 

accurate nursing assessment in order to determine whether 

the family is able to provide needed patient support and 

handle the illness-induced stressors. Her article focused 

upon how to accomplish such assessments. 

included suggestions for family support. 

However, she also 

These included 
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giving the best patient care possible, providing the family 

with information and the opportunity to talk, and making 

the family feel comfortable in the hospital setting. 

Diagnosis is considered to be one of the many crisis 

points in the management of childhood cancer. A 1986 

publication on perspectives of care in pediatric oncology 

and hematology edited by Hockenberry and Coody, provides a 

comprehensive chapter on the crisis points of cancer. This 

chapter was written by Hockenberry (1986), a pediatric 

hematology-oncology nurse-practitioner and one of the 

foremost researcher/authors in the field. This author 

pointed out that the diagnosis of childhood cancer causes 

psychologic disarray, with an initial phase of distress 

which cannot be resolved by ordinary existing coping 

mechanisms. At the time of diagnosis, Hockenberry 

maintained and emphasized that it is essential for parents 

to develop trust in nurses as well as other professionals 

involved in their child's care. Parents must have the 

belief that these professionals truly care. Discussions 

with professionals during the initial hospitalization can 

give the family a sense of the available support systems 

and provide a means of establishing a trusting relationship 

with the personnel. A supporting and trusting relationship 

with the nursing staff and other personnel will assist the 
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family to develop the new attitudes, behaviors, and coping 

techniques that are required in coping with the crisis of 

childhood cancer (Hockenberry, 1986). 

In their 1986 article Moore, Kramer, and Perin focused 

upon caring for the family of a child with cancer during 

the period immediately after diagnosis and during early 

treatment. After a review of studies from 1980-1985 

concerning parental coping, the authors discussed what they 

considered important components of caring for family 

members: communication, education, and psychosocial 

supportive care. Moore et al. stated that effective 

communication has been recognized as an essential element 

in the care of families. They cited a study by Gogan, 

O'Malley, and Foster conducted in 1977 which, after a 

review of literature from 1914, found communication failure 

to be a key problem in working with families of childhood 

cancer patients. The ability of the treatment team and 

family to communicate appropriately and effectively is then 

critically important. 

In terms of education, childhood cancer poses a 

tremendous challenge to the family. Moore et al. noted 

that families are faced with a disease about which they 

know very little. They must participate in a rigorous and 

complex treatment regimen. In teaching family members 
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immediately after diagnosis, it must be remembered that the 

new responsibilities in caring for their child and an 

uncertain treatment outcome will heighten anxiety. 

Teaching the family about caring for a child with cancer 

may be more difficult due to these factors. 

Moore et al. stated that their review of the 

literature supported the idea that assisting families to 

understand the illness and treatment can facilitate overall 

adjustment and coping. Psychosocial supportive care of the 

family has become more important as the care of the 

childhood cancer patient has changed from a short duration 

of terminal care to care over a longer time frame, often 

involving years of treatment and an improved, although not 

guaranteed, outlook. Moore et al. cited numerous authors 

in stressing that coordinating the families' adaptive and 

emotional responses is a nursing responsibility, in order 

to support effective coping at diagnosis and throughout the 

entire course of the illness. 

A 1989 article by Brown offered information and 

practical suggestions to nurses working with families of 

pediatric cancer patients. The author is a social worker, 

but offered advice and validation of successful nursing 

actions based upon 8 years experience in pediatric 

oncology. Brown emphasized that with the continued air of 
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uncertainty in pediatric oncology, parents begin preparing 

for a child's potential death at the time of diagnosis. 

During this time nurses must establish rapport and good 

communication in order to cement a positive relationship as 

well as provide necessary support. Brown emphasized 

several important aspects of providing support. Although 

there are commonalties among parents of children with 

cancer, each parent or set of parents comes with a unique 

myriad of experiences that will shape the type and amount 

of support needed, as well as how that support must be 

offered. Regardless of such differences, information needs 

must be met through clear explanations and repetition. 

Brown stated that parents are doing well to retain 10% of 

the information given to them during the diagnosis 

conference. This means that information needs may remain 

very high. Provision of resource materials and 

explanations concerning disease and treatment is a primary 

nursing responsibility. Repetition may not only be 

required when providing diagnosis information, but also 

when teaching clinical skills, such as medication 

administration, dealing with side-effects of medications, 

and providing care of central lines. Brown (1989) also 

emphasized the facilitation of parent-patient support, 

assistance with financial concerns, and provision of 



quality patient care as important components of parental 

support. 

Summary 
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Leukemia, social support, and the nurse's role in 

childhood cancer were examined in this review of 

literature. A clinical overview of leukemia was given, 

followed by a discussion about the psychosocial impact of 

childhood leukemia upon parents. The literature revealed 

findings on the devastating influence that a diagnosis of 

childhood leukemia has on parents, as well as common 

reactions to the diagnosis. Many documented reactions were 

shown by the literature to have remained consistent over 

time, despite the tremendous changes and improvements in 

the treatment and prognosis for childhood leukemia. 

Social support concepts and definitions were examined 

along with social support in the realm of nursing 

literature. Social support is p urported, by many authors, 

to buffer individuals from unhealthy mental responses. 

Among the factors listed to aid in this function are 

supportive actions from individuals or groups. Nurses are 

considered to be included in support systems which through 

an endearing pattern of ties can provide intermittent or 

continuous support. In the realm of nursing literature, 

studies on social support have increased. However, among 



the various problems and populations studied, the 

literature reveals little information concerning nursing 

support of mothers whose children have leukemia or other 

malignancies. Thus, additional research is warranted for 

this area of social support and nursing. 
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CHAPTER III 

PROCEDURE FOR COLLECTION AND 

TREATMENT OF DATA 

This study utilized a descriptive research design, the 

purpose of which was to describe and document aspects of a 

situation and the frequency with which certain aspects 

occur (Polit & Hungler, 1987). This study attempted to 

identify nursing actions considered helpful and supportive 

by mothers of children diagnosed with leukemia. An 

unstructured interview based on two questions concerning 

nursing support at the time of diagnosis was utilized 

(Appendix A). The purpose of the unstructured interview is 

to obtain a respondent's perceptions of a situation without 

imposing any of the researcher's views upon them (Polit & 

Hungler, 1987). The two questions were chosen to identify 

what actions were considered helpful and supportive as well 

as identify additional actions that were not provided. 

Interview responses were grouped into four categories 

of social support and analyzed to determine which 

categories and actions are considered most important to 

parents. The two questions to be used were developed by 

the investigator for the purpose of this study. The study 
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also utilized a conceptualization of social support from 

House (1981). 

Setting 
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This study was implemented in two ambulatory clinics 

used for out-patient treatment of children with leukemia. 

Interviews at both clinics took place in a private 

examination room that the child was occupying for the 

clinic visit. Children at these two clinics received their 

initial in-patient treatment at a major non-profit 

pediatric medical center in the southwestern United States. 

One clinic is the office of a pediatric hematologist

oncologist in private practice. Patients treated in this 

clinic come from the surrounding metropolitan area and 

number approximately 60 per year. The second clinic is 

operated through the pediatric medical center. The medical 

center serves as a tertiary referral center for the north

central and western portions of the state. Children 

treated through this clinic come from those areas in the 

state as well as the surrounding metropolitan area. Four 

pediatric hematologists-oncologists practice in this 

clinic. The client population receiving treatment through 

the second clinic numbers approximately 300 per year. 



Population and Sample 

For this study the target population was mothers 

of children diagnosed with leukemia. The accessible 

population was mothers of children with leukemia being 

treated through the previously mentioned clinics. The 

researcher planned to interview 10 mothers of children 

diagnosed with leukemia, using a convenience sampling 

technique. Clinic charts were reviewed to identify 

children and mothers meeting the following criteria: 
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1. The child's diagnosis of leukemia was made no less

than 3 weeks and no more than 3 months previously. The 

initial 3-week period was chosen in order to avoid the 

addition of unnecessary stress during an already stressful 

period immediately following diagnosis. At 3 weeks the 

majority of patients have been discharged from their 

initial hospitalization and will be making their first 

clinic visit. 

2. The diagnosis was not made as a secondary

malignancy after treatment for another oncology disorder. 

3. There were no other children in the immediate

family who were already diagnosed with an oncology 

disorder. This included any step-children or any child who 

was a legal ward. 

4. Mothers had to be able to speak English.



5. The children ranged in age from 8 months to 17

years of age. 

This study was designed to utilize only mothers 

because in the majority of families it is the mothers who 

come to the clinic instead of the fathers. 

Protection of Human Subjects 

52 

This study was classified as a category II study 

according to the federal guidelines for research. An 

expedited review was requested and granted from the Human 

Subjects Review Committee at Texas Woman's University 

(Appendix B). Permission to grant the study was also 

obtained from the participating agencies (Appendix C). 

Next, permission was obtained from the graduate school at 

Texas Woman's University (Appendix D). Clinic charts were 

reviewed in order to locate children and their mothers 

meeting delimitations of the study. Mothers meeting the 

criteria were contacted in person and given an explanation 

of the study (Appendix E). This included the fact that 

although their names would not be used, the study involved 

a taped interview. Mothers giving verbal consent were 

assured that after transcription of the taped interview, 

the tapes would be erased to ensure confidentiality. 

Reassurance was also given that it was possible to withdraw 

from the study at any time and that their children's 



treatment would not be affected by participation, 

withdrawal from the study, or refusal to participate. 

Participants were given a written copy of the verbal 

introductory statement (Appendix E). Written consent to 

participate was obtained at the time of the interview, 

using the approved consent forms (Appendix F), and was 

witnessed by the investigator and another individual. 
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Although no harmful effects were foreseen in relation 

to this study, the investigator was available during the 

interview and by phone afterwards to answer any questions 

that might arise. To ensure confidentiality any names 

mentioned during the taped interview were changed in the 

transcription to a suitable pronoun. Although the 

researcher had planned to have a secretary transcribe the 

tapes, because of the difficulty in obtaining a secretary 

familiar with medical terminology and who did not know the 

children, the researcher transcribed all of the interview 

data. The tapes were erased after transcription, and the 

transcribed results did not identify the participants in 

any way. 

Instrument 

Data for this study were gathered through an 

unstructured interview with the mothers of children 

diagnosed with leukemia, during the time-frame previously 
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delimited. The interview was based upon two questions 

developed by the investigator to identify nursing actions 

considered helpful and supportive to the mother at the time 

of her child's diagnosis with leukemia (Appendix A). These 

questions were developed because there was no tool that 

could be found to examine this area of concern. Upon 

beginning the interview, the mothers were asked to give 

the following demographic information: mother's marital 

status, child's age and gender, date of diagnosis, and type 

of leukemia. Mothers were asked to recall the time period 

beginning when they received the news of their child's 

diagnosis until he/she was discharged after the initial 

hospitalization. They were asked to consider this time 

period when responding to the two questions. The interview 

was completed in one clinic visit, and interviews took 

approximately 15-30 minutes. Interviews were tape recorded 

to ensure accuracy. 

Data Collection 

Prior to beginning the study, permission was obtained 

from the necessary committees at Texas Woman's University 

and the two involved agencies, as detailed in the previous 

section. The following procedure was then utilized for 

data collection: 



1. Clinic charts were reviewed in order to locate

children and their mothers meeting delimitations of the 

study. 

2. Permission to contact the mothers was obtained

from the medical director of each clinic. 

3. Mothers were contacted in the clinic and given a

brief oral explanation of the study. For those who gave 

verbal consent, arrangements were made to conduct the 

interview during the next clinic visit. Written consent 

was obtained prior to beginning the interview. 

Treatment of Data 
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Data from this study were analyzed utilizing 

descriptive statistics, in order to describe the sample and 

answer the research questions. Polit and Hungler (1987) 

defined descriptive statistics as those used to describe 

and then summarize data obtained through a researcher's 

empirical measurements and observations. After 

transcription of interview tapes, responses were grouped 

according to the four categories of social support 

identified by House (1981). Responses were analyzed by the 

researcher, a hematology-oncology nurse, and a hospital 

chaplain, in order to verify the four categories of social 

support. Frequency distributions and tables were used to 

display responses according to the data from the interview 
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questions and demographic data. Narrative descriptions of 

selected subject responses were a lso presented. 



CHAPTER IV 

ANALYSIS OF DATA 

The purpose of this study was to examine nursing 

support of mothers at the time their children were 

diagnosed with leukemia. House's (1981) four 

classifications of social support were used to categorize 

the data. The study utilized an unstructured interview 

based upon two questions developed by the researcher. A 

convenience sample of 10 subjects was obtained for the 

study. This chapter includes a description of the sample 

and presents the study findings. 

Description of Sample 

Eleven potential subjects were approached for this 

study and 10 agreed to participate. The potential subject 

who declined to participate stated that she felt it would 

be too uncomfortable and upsetting to be interviewed. At 

the beginning of the interview participants gave the 

following demographic information: marital status, their 

child's age, gender, type of leukemia, and date of 

diagnosis. All 10 participants were married, although 1 

was divorced and remarried. Other demographic information 

is detailed in Table 1. The amount of time that had 
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Table 1 

Children's Ages, Gender, Diagnosis, and Time Since 

Diagnosis 

Variable Frequency 

Age: 
Bmonths 1 
17 months 2 
4 years 1 
8 years 1 
10 years 3 
16 years 1 
17 years 1 

Gender: 
Female 5 
Male 5 

Diagnosis: 
Acute Lymphocytic Leukemia 9 

Acute M yelogenous Leukemia 1 

Time since diagnosis: 
2 months 2 
2 1/2 months 1 
3 months 3 
4 1/2 months 2 
6 months 1 
6 1/2 months 1 
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Percent 

10 
20 
1 0 
10 
30 
10 
1 0 

50 
50 

90 
10 

20 
1 0 
30 
20 
10 
1 0 

elapsed from diagnosis until the interviews were conducted 

ranged from 2 months until 6 1/2 months. Originally a 

limit was set of 3 months after diagnosis. However, 

difficulties arose in contacting mothers in person during a 

clinic visit within the allotted time period. This was in 

part due to appointments at satellite clinics for the many 



59 

patients who lived out of town. Also, interviews often had 

to be postponed for psychosocial reasons related to the 

child's physical condition and/or aspects of the treatment. 

For these reasons mothers were interviewed between 2 months 

and 6 1/2 months after their child's diagnosis. 

Findings 

This study proposed to answer four research questions 

when interviewing mothers of children recently diagnosed 

with l eukemia: 

1. What helpful nursing actions do these mothers

identify as having been provided to themselves or their 

children, according to House's (1981) four categories of 

support? 

2. What is the order of frequency of reported

actions? 

3. What nursing actions do these mothers identify as

being desired, but not provided to themselves or their 

children, according to House's (1091) four categories of 

social support? 

4. What is the order of frequency of actions desired,

but not provided? 

Answers to all four questions were obtained after 

transcribed interviews were analyzed by the researcher. 

Additionally, a hematology-oncology nurse and a hospital 



chaplain analyzed the data. The decision was made to 
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ask for input from these individuals because of the 

researcher's desire to verify categorization of the data. 

Nursing actions identified from the transcribed interviews 

were highlighted with four different colors, based on 

House's (1981) four categories of social support. Totals 

were then obtained from each interview as to the number 

of times a p articular category of support was mentioned. 

Nursing actions that were desired, but not provided, 

were also highlighted. Table 2 presents the order of 

frequencies for all categories of reported actions. 

Table 2 

Nursing Actions According to House's Categories 

of Support 

Variable Frequency Percent 

Emotional support 58 41. 4 

Instrumental support 49 35.0 

Informational support 28 20.0 

Appraisal support 5 3.6 

Total actions 140 



A total of 140 reported actions was noted. Actions 

categorized as emotional support--provision of empathy, 

caring, love, and trust (House, 1981) were listed most 

often (58 times or 41.4%). Example� of such nursing 

actions included: 
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"Trying to make us feel better about that my daughter 

was going to be okay." 

"They were there whenever we needed them." 

" . they were there and extremely helpful to us." 

" . coming in to make sure if we needed anything, 

that we had what we needed." 

Several mothers differentiated between emotional 

support they received and emotional support given to their 

children. Examples of emotional support given to mothers 

included: 

"When they would come in and they would even bother to 

ask if I needed anything, to talk to anybody or anything." 

"Always concerned, not only about my daughter, but 

about how I was doing, was I okay, was there anything they 

could do for me?" 

Mention of emotional support given the child included: 

"The support was for my daughter." 



"The nurses were really nice when she was sick later 

on--sympathetic. They just kept on encouraging her when 

she was kind of bad, having a bad week." 

"They were very happy, very cheerful when they came 

in. They would speak to him and call him by name and kid 

around and try to do what they could to get his mind off 

what they were doing." 
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" . my son was going through a depression and they 

were very understanding with his attitude, because he had 

quite an attitude." 

Emotional support was also mentioned in the context of 

a particularly stressful situation. An example was: 

"The night my daughter had her reaction, the nurse 

never left. The nurses were real good just to put their 

arm around me and ask, 'We have a coffee pot on, do you 

want any coffee'?" 

"Just to hug me and to be there and to say, 

'Everything is going to be okay'." 

The receipt of actions categorized as instrumental 

support was mentioned second most often (49 times or 35%). 

Instrumental support involves behaviors which provide 

direct assistance to a person in need: aid-in-kind, money, 

labor, time, and environmental modifications (House, 1981). 

Physical. care of the child was mentioned often: 
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"I guess one of the major things was that during the 

night and stuff if he got sick or something, what was real 

helpful was when they helped me in that area, where I'm 

real weak." 

"Their support was great as far as taking care of my 

daughter. I couldn't have asked for better care." 

"The nurses were able to check on him constantly and 

even take his blood pressure and temperature without waking 

him up." 

"They saw to my son's physical needs, they were very 

attentive when he needed medication." 

tt . just always being there when I buzzed. I 

thought we got really good care." 

Provision of actions categorized as informational 

support was listed third most often (28 times or 20%). 

House (1981) defined this type of support as including 

advice, suggestions, directives, and information. Teaching 

was among several types of information listed: 

"They were helpful in trying to show me how to treat 

my daughter at home with her central line that was put in." 

Information about the unit was also mentioned several 

times: 

"They told me where the food was . . . and how to fix 

the bed the first night." 
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"They were there to tell me where it was or  how to do 

it, you know, that type of thing." 

Another type of informational support mentioned 

concerned the disease itself: 

"When they came to give her chemo they did explain to 

me what the drug was again and what the side-effects would 

be." 

"They were willing to talk to us anytime about 

leukemia and really kind of what we were going through and 

what to expect. And they gave us helpful hints." 

Mention was also made concerning the need to have 

information repeated: 

"It was helpful to have the nurses available to repeat 

information that had already been given to us." 

"The most important thing the nurses did was just 

explaining everything and explaining several times as far 

as what was going on." 

The effort by nurses to always have or obtain an 

answer was noted also: 

"If I asked a question I always got an answer and I 

appreciated that." 

"If they couldn't answer a question they just beeped 

or called the doctor and found out so that there were not 

any unanswered questions." 
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One last area discussed concerned information given to 

the children: 

"The way they explained things to her before they did 

it was out of sight!" 

"They explained to my little boy what they were going 

to do, how they were going to do it, and they were all so 

nice." 

Nursing actions classified as appraisal support 

received the fewest mentions among the four categories (5 

times or 3.6%). House (1981) terms support which offers 

affirmation, feedback, and social comparison as appraisal 

support. Examples mentioned which concerned appraisal 

support included: 

" . telling us what other families had gone 

through." 

"I think one of the most helpful things they did when 

we first came into the hospital was introduce us to other 

teenagers." 

When looking at the four categories of support 

provided by nurses, it was noted that, overall, 9 out of 10 

mothers reported nursing actions classified as emotional 

and informational support. All 10 mothers reported nursing 

actions classified as instrumental support; however, only 5 

reported actions that were classified as appraisal support. 



In discussing nursing actions that were desired, but 

not provided, a total of 12 actions was mentioned. Two 

mothers out of 10 stated that they could not think of 

anything else nurses could have done that would have been 

helpful: 

"I think they did everything that I think would have 

helped, there's nothing else that I could think of." 

"I really can't think of anything because to me 

everything was so great." 
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Three mothers out of 10 mentioned actions falling in 

the realm of emotional support. Emotional support for the 

child wa s mentioned by two of these mothers: 

"But, m y  only suggestion would be to, in whatever 

manner it should be done, that they [the nurses] have a 

little more exposure or  practice or whatever they need to 

do to be able to relate to these age kids [infants]." 

"A few of the nurses seemed to be impatient. They 

didn't have a s  much time to convince him that we need to do 

this or that, as I would take." 

The third mother did not say specifically that the 

nurses could have given her more emotional support, but did 

mention the lack thereof in response to what nurses did for 

her or her child: 
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"Really the nurses didn't have time to give me moral 

support. At that time it was getting my daughter started 

and getting her comfortable because she was so bad when she 

went in." 

This lack of emotional support was taken by the 

researcher to indicate a desired but not pro vided action. 

A need for more instrumental support was mentioned by 

4 out of 10. Various actions were mentioned: 

"They could perhaps be a little more attentive to 

those things that I guess as a mother I'm attentive to 

because I'm with him all the time, his infant physical 

needs." 

"I would say that if these were mothers who didn't 

have that kind of support system, that if there were 

someone available so that the mother could get away." 

The same results were seen concerning informational 

support; 4 mothers out of 10 mentioned desiring more 

information. Desired information concerned orientation to 

the unit; location of needed items, and information about 

the disease, treatment and prognosis. Examples included: 

"I think probably right in the beginning, when we were 

first admitted in there, maybe a little tour of where 

things would have gone, where things are." 



"More time from the nurses to answer questions. 

Questions about treatment, the disease itself." 

A need for a different type of information was 

expressed by one mother who said: 
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"I kind of felt like we weren't oriented to, as far as 

being a parent, where I kind of fit in." 

The last category, appraisal support, was not 

mentioned as a need by any of the mothers. 

As mentioned previously, a hematology-oncology nurse 

and hospital chaplain were asked to analyze the data. 

There was high agreement in data analysis among these two 

individuals and the researcher. The notable difference was 

in the area of appraisal support. The chaplain identified 

three more nursing actions in the category of appraisal 

support than were identified by the researcher or 

hematology-oncology nurse. 

Summary of Findings 

In this study, 10 mothers of children diagnosed with 

leukemia were interviewed in order to determine what 

nursing actions are considered helpful and supportive at 

the time of diagnosis. Interviews took place between 2 and 

6 1/2 months after diagnosis. Participants described 

nursing actions provided to them or their child at the time 

of diagnosis which they considered helpful. They also 
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noted actions that were desired, but not provided. Nursing 

actions, provided and desired, were placed in order of 

frequency and results were discussed. All four research 

questions were answered. 

A total of 140 nursing actions was reported. 

They were categorized according to House's (1981) 

classifications of social support and were ranked in 

order of frequency. Emotional support was reported by 

9 out of 1-0 mothers, and was mentioned 58 times (41.4%). 

Instrumental support was reported by all the mothers and 

was mentioned 49 times (35%). Informational support was 

reported by 9 out of 10 mothers and was mentioned 28 times 

(20%). Appraisal support was reported by 5 out of 10 

mothers and was mentioned 5 times (3.6%). 

Nursing actions desired, but not provided, were also 

discussed. A total of 12 desired, but not provided 

actions, were mentioned. Two mothers out of 10 said they 

could not think of anything else helpful that nurses could 

have done. Three mothers out of 10 mentioned actions 

categorized as emotional support. Four mothers out of 10 

mentioned actions categorized as instrumental support and 

emotional support. Appraisal support was not mentioned by 

any mother as a desired, but not provided, action. 



CHAPTER V 

SUMMARY OF THE STUDY 

The purpose of this study was to identify nursing 

actions considered helpful and supportive by mothers at the 

time their children were diagnosed with leukemia. The 

study posed four research questions in order to categorize 

and rank order nursing actions according to House's (1981) 

classifications of social support. A general summary of 

the study and discussions of findings are presented in this 

chapter along with conclusions, implications, and 

recommendations for further study. 

Summary 

A descriptive research study was conducted in order to 

identify what nursing actions are considered helpful in 

providing social support to mothers whose children have 

been recently diagnosed with leukemia. The conceptual 

framework was provided by House's (1981) conceptualization 

of social support. An unstructured interview based on two 

questions concerning helpful nursing actions was used to 

obtain data. These questions were developed by the 

researcher. A sample of 10 mothers whose children were 

diagnosed with leukemia between 2 and 6 1/2 months prior 

70 



to the data collection was utilized. These mothers met 

specified criteria and were obtained by convenience 

sampling from two out-patient hematology oncology clinics. 

Appropriate measures were taken to assure protection of 

human rights. All 10 participants were married, although 

one was divorced and remarried. Children ranged in age 

from 8 months to 17 years, and there were 5 females and 5 

males. Among the children, 9 (90%) were diagnosed with 

A.L.L. and 1 (10%) with A.M.L.

Descriptive statistics were used to analyze the data 

gathered and to answer the four research questions. When 

interviewing mothers of children recently diagnosed with 

leukemia: 

1. What helpful nursing actions do these mothers

identify as having been provided to themselves or their 

children, according to House's (1981) four categories of 

support? 

2. What is the order of frequency of reported

actions? 
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3. What nursing actions do these mothers identify as

having been desired, but not provided to themselves or 

their children, according to House's (1981) four categories 

of social support? 
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4. What is the order of frequency of actions desired,

but not provided? 

The researcher was able to identify actions considered 

helpful by mothers whose children were diagnosed with 

leukemia. These actions were provided to the mothers or 

their children at the time of diagnosis. Nursing actions 

that were desired, but not provided, were also identified. 

Then, order of frequency was determined for both set of 

actions. 

A total of 140 nursing actions was reported. They 

were categorized according to House's (1981) classification 

system and were ranked in order of frequency. Emotional 

support was reported by 9 out of 10 mothers, and was 

mentioned 58 times (41.4%). Instrumental support was 

reported by all mothers and was mentioned 49 times (35%). 

Informational support was reported by 9 out of 10 mothers 

and was mentioned 28 times (20%). Appraisal support was 

reported by 5 out of 1 0  mothers and was mentioned 5 times 

(3.6%). 

Nursing actions that were desired, but not provided 

were also discussed. A total of 12 desired, but not 

provided, actions was listed. Two mothers out of 10 said 

they could not think of anything else helpful that nurses 

could have done. Three mothers out of 10 mentioned actions 
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categorized as emotional support. Four mothers out of 10 

mentioned actions categorized as instrumental support and 4 

mentioned emotional support needs. Appraisal support was 

not mentioned by any mother as a desired, but not provided, 

action. 

Discussion of Findings 

The demographic data from this study were compared to 

national incidences of leukemia. A.L.L. accounts for 85% 

of all childhood leukemias (Leukemia Society of America, 

1990a). The present study figures of 90% A.L.L. closely 

parallel this national figure. However, the age 

distribution differed from national figures. Sixty percent 

of the participants were 8 to 17 years of age. A.L.L. 

is shown to primarily strike children between the ages of 

2 and 10 years (Leukemia Society of America, 1990a). In 

terms of gender, national figures show the overall 

incidence of childhood leukemias to be greater among males 

than females (Miller, 1989). However, children of 

participants in this study were equally divided between 

females and males. 

Literature concerning provision of nursing support to 

parents of children with leukemia is scarce. No literature 

utilizing House's (1981) concept of social support was

found. However, other sources concerning either the 



psychosocial impact of childhood leukemia or the nurse's 

role in childhood cancer were in agreement with study 

findings. Among the nursing actions, those classified as 

emotional support received the highest mention among 

reported actions (58 times, 41.4%). The provision of 

emotional support by nurses is consistent with the needs 
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of parents that are described in the literature. Only 3 

out of 10 mothers in the present study indicated that they 

desired more emotional support than was provided. 

Emotional support was a frequently expressed parental need 

at time of diagnosis by parents in a study by Bozeman et 

al. (1954). Study results from Binger et al. (1969) cite 

hospital physician, house officer, and nursing staff as a 

major source of support to most families. Emotional 

support--sharing the anguish, grief, and fears of parents 

was noted by Kaplan et al. (1973) to be perhaps the most 

important function of health-care personnel. Chesler and 

Barbarin (1987) listed five types of stress that were noted 

among parents who participated in their 1984 study. One of 

these, interpersonal stress, leads to the need for 

emotional support. Tringali's (1986) descriptive study 

identified needs considered important during three phases 

of cancer. Emotional needs were exhibited in all phases, 



but were seen as highest during the initial phase of 

diagnosis. 
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Nursing actions categorized as instrumental support 

were mentioned second most often (49 times or 35%). All 

mothers indicated that they received instrumental support. 

However, 4 out of 10 mothers indicated that such support 

was not provided to the extent desired. Instrumental needs 

ranked equally with informational needs as the most often 

desired, but not provided action. Mention of needs in the 

area of instrumental support are infrequent within the 

literature. Such needs were mentioned in the 1954 study by 

Bozeman et al. (1954); however, the specific needs were 

housekeeping and transportation. In Tringali's (1986) 

study, needs similar to instrumental support needs-

referred to as physical needs--ranked low in all three 

phases of the illness. However, informational needs, 

referred to as cognitive needs by Tringali, were noted to 

be most important to family members in all phases of the 

patient's illness. 

Among study participants, nursing actions classified 

as informational support ranked third among reported 

actions (28 times or 20%). Although 9 out of 10 mothers 

indicated they received informational support, 4 out of 10 

mothers mentioned desiring additional informational support 
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that was not provided. Information is consistently 

mentioned as an important need, seen in the writing of 

Bell-Isle and Conradt (1979), Binger et al. (1969), Bozeman 

et al. (1954), Brown (1989), Friedman et al. (1963), and 

Moore et al. (1986). In agreement with the literature, the 

present study participants mentioned the need for 

repetitive information due to the initial emotional 

response, as well as acknowledgment and appreciation when 

this information was provided. Brown (1989) stated that at 

the time of diagnosis parents are doing well to retain 10% 

of information presented, which makes information needs 

very high and a primary nursing responsibility. 

Nursing actions categorized as appraisal support were 

mentioned least often by mothers in this study (5 times or 

3.6%). Also, none of the mothers mentioned desiring but 

not receiving actions categorized as appraisal support. 

This was somewhat surprising. Many literature sources 

mention the feelings of guilt and personal responsibility 

that mothers may experience when their children are ill 

(Adams & Deveau, 1984; Binger et al., 1969; Bozeman et al., 

1954; Friedman et al., 1963 ; Knapp & Hansen, 1973). 

Accordingly, it would be expected that appraisal needs 

would be high, particularly for affirmation and positive 

feedback concerning the appropriateness of mothers' actions 
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in seeking medical care for their children. The times 

appraisal support was mentioned never involved feedback 

concerning guilt or personal responsibility. The two times 

that feedback was mentioned, it involved the normalcy of a 

physical reaction the child was experiencing and positive 

feelings concerning the child's diagnosis/prognosis. Other 

mentions of actions regarded as appraisal support involved 

social comparison as to what other children and their 

families experience. 

Although information in the literature might lead to 

the expectation of high appraisal needs, this was indeed 

not mentioned by authors who gave accounts of needs 

actually verbalized by parents. It is possible that 

mothers are reluctant to mention this type of need. 

Therefore, it does appear appropriate that mothers in this 

study did not mention needing any nursing actions which 

could be classified as appraisal support. 

Conclusions and Implications 

The following conclusions were made from this study: 

1. The four classifications of social support

provided by House's (1981) conceptualization are useful 

in classifying nursing actions considered helpful and 

supportive by mothers at the time their children are 

diagnosed with leukemia. 
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2. The delivery of emotional support by nurses has a

positive impact on mothers at the time of their children's 

diagnosis with leukemia. 

3. To a lesser degree, nurses are providing

instrumental and informational support that has a positive 

impact on mothers at the time of their children's diagnosis 

with leukemia. 

4. Nurses are providing small amounts of appraisal

support for mothers at the time their children are 

diagnosed with leukemia. These mothers, however, do not 

mention the need for this type of support. 

The following implications were derived from the 

conclusions: 

1. Nurses should continue to provide emotional

support to mothers at the time their children are diagnosed 

with leukemia. 

2. Nurses might consider increasing the amount of

instrumental and informational support they provide to 

mothers at the time their children are diagnosed with 

leukemia. 

3. Additionally , nurses should develop skills to

improve the delivery of appraisal support to mothers at the 

time of their children's diagnosis with leukemia. 



Recommendations for Further Study 

The following recommendations are made: 

1. A replication of this study should be done using

a larger sample size and a random sampling technique. 
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2. A replication of this study should be conducted on

the oncology units of other hospitals. 

3. A replication of this study should be conducted

using the designation "primary caretakers" in order to

include fathers as well as mothers. 

4. A similar study should be done using a larger

random sample of parents of children diagnosed with a 

variety of malignancies. This would be done to see if 

needs differ according to the different diagnoses. 

5. At the completion of each question, participants

should be asked to rank the received nursing actions and 

desired actions in order of importance. 

6. Parents should also be asked if the nursing

actions received were actually what they needed and 

desired. 

7. A checklist should be included for mothers to

indicate what types of support they need, according to 

House's (1981) classifications of social support. 

8. An alternate data collection method should be used

to ensure openness and decrease hesitancy in answering 



interview question number two (Appendix A), such as a 

neutral interviewer or an anonymous written reply form. 
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9. Categorization of answers according to House's

(1981) classification of social support should be verified 

b y  additional experts in the area of social support. 
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Questions for Participants 

Please recall the time period beginning when you 

recei ved the news of your child's diagnosis with leukemia 

until he (or she) was discharged from the hospital. In 

regard to this time period: 
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1. What did nurses do for you or your child that was

helpful? 

2. What else could nurses have done that would have

been helpful? 
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TEXAS WO�N'S UNIVERSITY 
Box 23717, 'rA� Station 

Denton, Texas 76204 

1610 Inwood Road 
Dallas Parkland Campus 

HU?-IAN Sto.JE:CTS REVIEr: CO?-'.MITTE:E 

Name of Investigator: Gwendolyn Martin 
AddreEs: 108 Grand Meadow Drive 

Fort Worth Tex2c 79l0i 

Dear Mrs. Martin:

Center: Dallas 
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Your study entitled Maternal Perceptions of Nursing Support 
at the Time of their Child's Diagnosis With L kemia

has been reviewed b�• a cotmni ttee c,f the Human Subjects R�view Corrru t:tee 
and it appears �o meet our �equirements in regard to protection of the 
individual's ri�hts. 

Pleas� be reminded that both t.'le Uni V'!rsi ty and the Depa·rtrnent of 
Health, !:-:!ucation, and Welfare re�u!ations typic&lly require that signa
tures indicating infomed consent be obtained fro� all hUJT1an subjects 
in your studies. These �re to be filed with ti.e Human Subjects R�viE:w 
Committee. '/1:ny excPption to this requirement is noted bC!low. Further
"-Ore, according to OHEW requlations, another review by the Committee is 
required i!. your project chanqes. 
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Subjects Review Cc::mnittee is not required.

Other: 
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TEXAS WOMAN'S UNIVERSITY 
COLLEGE OF NURSING 

AGENCY PERMISSION POR CONDUCTING STUDY* 

THE Cook-Fort Worth Children's Medical Center 

GRANTS TO Gwendolyn T. Martin, RN 

a student enrolled in a program of nursing leading to a 
Master's Degree at Texas Woman's University, the privilege 
of its facilities in order to study the following problem. 

Maternal Perceptions of Nursing Support at the Time 

of Their Child's Diagnosis With Leukemia 

The conditions mutually agreed upon are as follows: 
. ··---

1. The agency<l,�_!V--: (may not) be identified in the
final report.

2. The names of consultative or administrative personnel
in the agency� (may not) be identified in the
final report •

.. ------... 
3. The agency� (does not want) a conference with

the student when the report is completed.

4. Other:

• !.!ll ��! ! si�n � copies to be dist!1bu�!�� 
Original: Student, 1st copy: Agency 
2nd copy: TWU School of Nursing 
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a student enrolled in a program of nursing leading to a 
Master's Degree at Texas Woman's University, the privilege
of its facilities in order to study the following problem. 

Maternal Perceptions of Nursing Support at the Time 

of Their Child's Diagnosis With Leukemia 

The conditions mutually agreed upon are as follows: 

l. The agency � (may not) be identified in the
final report.

2. The names of consultative or adcinistrative personnel
in the agency @) (may not) be identified in the 
final report. 

3. The agency �t§) (does not want) a conference with
the student when the report is completed. 

4. Other:

3-,:H/ � E �-�/1.J.Q 
Date 
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s
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TEXAS WOMAN'S UNIVERSITY 
DENTON DALLAS HOUSTON 

lHE GRADUATE SCHOOL 

P.O. Box 22479, Denton, Texas 76204 817/898-3400, 

Ms. Gwendolyn Martin 
108 Grand Meadow 
Fort Worth, TX 76018 

Dear Ms. Martin: 

April 26, 1991 

I have received and approved the Prospectus for your 
research project. Best wishes to you in the research and 
writing of your project. 

dl 

cc Dr. Rose Nieswiadomy 
Dr. Carolyn Gunning 

Sincerely yours, 

fo/:,11� 
Leslie M. Thompson 
Dean for Graduate Studies 
and Research 

An Equal Opportunity/Affirmative Action Employer 
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Explanation to Subjects 

Dear Parent: 

My name is Gwen Martin and I am a graduate nursing 

student at Texas Woman's University. As a part of my 

course work I am conducting a research study involving 

mothers of children recently diagnosed with leukemia. I 

am studying nursing support of mothers at the time of 
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their child's diagnosis with leukemia. You are one of 

approximately 15 mothers being asked to participate in this 

study. You have been chosen to participate because your 

child was diagnosed with leukemia in the past 6 1/2 months 

and is being treated at one of two outpatient clinics that 

I am using for my study. Your child's name was given to me 

by the head nurse at the clinic. If you agree to 

participate in this study, I have been given permission to 

obtain information from your child's chart concerning your 

child's diagnosis. 

During a private interview lasting approximately 15-30 

minutes I will ask you two questions about what nurses did 

for you or your child (at the time of your child's 

diagnosis) that was helpful. In order to determine what 

nursing actions are important for mothers in different 

situations, you will also be asked to give certain 

information about your marital status, and your child's age 
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and sex. You are free to refuse to give this information 

and still participate in the study. Your answers will be 

tape recorded exactly as you give the�, in order to ensure 

accuracy. This information will then be typed; your name 

will not be mentioned on the tape or in the results of the 

study. 

The answers to the questions will be analyzed in order 

to find out what types of nursing actions are important to 

mothers like yourself. The researcher will be the only 

person able to link the answers with a particular person. 

A number will be placed upon each tape and the type written 

copy of the tape. A master list of names and numbers will 

be kept under lock and key by the researcher. A secretary 

will type the information while listening to the tape. The 

secretary will not have had any contact with you or your 

child and will not be able to identify you from the tape. 

The tape will then be erased after the information is 

typed. 

It is possible that answering the questions during 

this interview may cause you to experience some anxiety or 

feelings similar to those when your child was diagnosed. 

If so, you are invited to discuss this or any concerns you 

have at any time during the interview or by phone 



afterwards. I have had a great deal of experience in 

working with mothers of children with leukemia. 

You are free to withdraw from this study at anytime. 

Your child's treatment will not be affected in any way by 

your participation in the study. It is anticipated that 

the study will be completed by Spring 1992. Abstracts of 

the study will be available after that time and you may 

request a copy from the researcher at the address listed 

below. 

Through this study it is hoped to obtain a better 

understanding of the types of nursing actions most useful 

to mothers at the time of their child's diagnosis with 

leukemia. Such information can then be used to give the 

best possible care to children with leukemia and their 

families. If you have any questions about this study, you 

may contact me by phone or at the address listed below. 

Thank you for your consideration of this study and your 

decision to participate, if you so choose. 

Sincerely, 

Gwen Martin, RN 
108 Grand Meadow Drive 
Ft. Worth, Texas 76108 
817-246-6818
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POR!"i B 

Title 9.J. Project: 

TCXAS WOMA�·s C�IVERSTTY 
COLLEGE Of NU�Sl�v 

Maternal Perceptions of Nursing Support at The Time of 

Their Child's Diagnosis With Leukemia 

Consen� !..Q A..tl il A Subject f.21: Research .!.Il..S! Investigation: 

I have received an oral description of this study, including a 
fair explanation of the procedures and their purpose, any associated 
discomforts or risks, and a description of the possible benefits. 
An offer has been made to me to answer all questions about the study. 
I understand that my name will not be used in any release of the data 
and that I am free to withdraw at any time. 

"In the event of physical injury resulting from this research, 
Texas Woman's University is not able to offer financial compensation 
nor to absorb the costs of medical treatment. However, emergency care 
1.·ill be provided as necessary." 

Signature 

Witness 

Certification Q.Y Perso11 F.xplaining _tru Study: 

Date 

Date 

This 1s to certify chat I have fully informed and explained to the 
above named person. a description of the listed rdements of informed 
consent: 

Signaturf- l);Jt" 

-------

Posit ion Date 

----------

Date! 

011 e cop) o f t h : s f c r 1r, , s i g n e d and "' i t n e s s e d . mus 1. be g i v t n to each 

subject. A second copy must be retained by the investigator for 
filing 1-qth th\? Clidirrr,:111 of the Human Subjects Re,ie1,: Committee. 
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TEXAS WO�A�'s ��IVERSITY 

COLLEGE OF �URSING 

FORM C ( t o be used i n add i t i on to form A Q..t B w he n \' o i c e s 
or im�ges are to be recorded) 

�e. the undersigned, do hereby consent to the recordin� of our voices 
and/or images by: Gwendolyn T Martin, RN, CPS 
acting on this date under the authority of the Texas Woman's 
University. �e understand that the material recorded today may 
be made available for education. informational, and/or research
purposes: and we do hereby consent to such use. 

We hereby release the Texas Woman's University, and the undersigned 

part acting under the authority of the Texas Woman's University, 
from any and all claims arising out of such taking, recording, 
reproducing. publishing, transmitting, or exhibiting, as is 
authorized by the Te�as Woman's University. 

S i g n a t u r e o f P a r t j c i_ p a n t s : " (Note bottom) 

Date 

Date 

Date 

Date 

Date 

Date 

----- ----- ------------------

-- . . -----------------------

Date 

The �b<">vt? con,;e,1� form i.·�s read. discuss.ed. and signed lll mJ presence. 

In m) vri11;011, tlie person signing said consent form. d1d so freely. 

� 11 d " i t h f ,; ) 1 k II c• 1; 1 e d g c a 11 d u n d e r s t a n d i II g o f i t s c o 11 t � n t s . 

Authorized Repr�srnt�tivc of Texas �oman·s Univ. Date 

* Gu�rdi111 1..,r 111:>.:Jr-,sr rE>laLJ.VC? must sil!.n, _1_( p .. rticip;,int is minor
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