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ABSTRACT

Children with sickle cell disease (SCD) face a course

of serious infections, frequent painful episodes, anemic

crises, and multiple hospitalizations. Although this

chronic illness affects the entire family system, there is

little research that has described how families live with

the child who has SCD.

Eleven families of children with SCD were interviewed,

focusing on the meaning of SCD, the impact of this chronic

illness on family members, the response of the family to

SCD, the family resources and coping behaviors for dealing

with SCD, and the nursing implications perceived by family

members. The interview data were analyzed using the

qualitative methods of constant comparative analysis.

There were three major groups in which themes from the

data emerged, family hardships of SCD, coping strategies,

and family perceptions of how nursing and the medical

community could assist in their ability to cope.

Helplessness was found to be the predominant hardship for

these families. The major coping strategies that emerged

from this data were the family "work" in the management of

medical crises and the family giving the child's illness a

place in their existing belief system.
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CHAPTER I

THE PROBLEM STUDY

Introduction and Background of the Study

The purpose of this study was to describe how families

live with their school age child who has sickle cell

disease (SCD). This study was based on the concept that

chronic illness of an individual family member affects the

entire family system.

The family is a basic unit of human relationships.

All families face the dual work of meeting the emotional

needs and developmental tasks of individual members and

meeting the developmental tasks of the family as a whole at

each phase of the family life cycle. Just as the

individual faces developmental tasks specific to each phase

in his growth from infancy to adulthood, the family as a

unit is faced with tasks which are specific to each stage

of the family life cycle which moves from the family as a

new couple through the family in later life. The family

with young children is confronted with the developmental

tasks of incorporating children into the unit, maintaining

intimacy in the dyadic spousal relationship, incorporating



the family with children into society, and realigning this

new family with extended family members (Bradt, 1980).

Families with a chronically ill member are faced with

the additional challenge of frontline prevention of medical

crises, management of the prescribed therapeutic regimen,

and control of subsequent symptoms (Strauss & Glaser,

1975). SCD is a unique chronic illness appearing primarily

in Black families and bringing with it a wide variability

of symptoms including the potential for sudden stroke and

death from serious infection or splenic sequestration

(Davis, Vichinsky & Lubin, 1980; Buchanon, 1983).

Clinicians working with families and children with SCD

need to understand how the family as a whole is affected by

the disease and what strategies they use for coping with

it. The therapeutic regimen in SCD attempts to palliate

symptoms of this disease which has no cure. Members of the

family then become the primary agents to identify, control

and prevent symptoms, of which pain is most common.

Statement of Problem

The research problem was to examine how the family

with a school age child with SCD, as a whole, is affected

by the disease and what strategies members use to cope with

it? The following research questions were formulated.

1) Who are the people who comprise the family system of

the Child with SCD 2

a.) What role does each of these people play

within the family?



b.) What role does each of these people play in

caring for the child with SCD 2

2) What problems do family members have living with a

child with SCD related to the following issues?

a. ) Tasks of family members related to growth and

development.

b. ) Goals of the family as a unit.

3) What are the most helpful coping strategies used by

the family members and the child in dealing with

each of the following issues related to SCD 2

a.) Management of illness by family members and

health care system.

b. ) Feeling of control about the course of the

illness.

Purpose

The purpose of this study was to provide preliminary

descriptive data about how families live with and cope with

a school age child with SCD.

Need for Study

Although childhood chronic illness within families has

been studied (Benoliel, 1975; Minuchin et al., 1975; Pond,

1979; Venters, 1981), chronic illness in Black families and

specifically SCD has not been adequately explored or

described. There is a lack of data-based knowledge to

provide scientific rationale for the provision of health

care to these families. On the basis of clinical nursing

experience with families of chronically ill children, this



researcher has observed that this kind of family

information can promote better collaborative management

from the health care system and more appropriate referral

of resources.

In their review of the family, stress and social

support literature, McCubbin, Joy, Patterson, Comeau,

Cauble and Needle (1980) concluded that there is a need to

describe the stressors which impact on family life and to

evaluate the resources, coping patterns and other support

systems that facilitate family adjustment to chronic

illness.

Assumption

The family is a social system of interdependent

persons. This social system is organizationally complex,

open and adaptive to the environment, and processes

information within itself (Buckley, 1967). The family

system defines and establishes its own strategies for

maintaining social relationships, interpersonal

interactions and behavioral responses (Kantor and Lehr,

1975).

Definition of Terms in this Study

1) Family – includes, but is not limited to, either the

legal family, or the biological family, or the

psychological family. Household members unrelated by

blood or marriage may currently be included, or may

have been in the past. Thus, the family has extensions



2)

3)

in space--the extended kin network--and in time-–the

multigenerational and historical family. For each

clinical occasion, there is what might be called the

"ad hoc" family, defined as those persons immediately

involved with the problem, who are assembled to assist

with its solution. By the nature of the phenomena

involved, there is almost always an intimate

psychosocial context that is highly relevant to illness

and treatment; experience shows that that context most

often coincides with some sector of family as defined

above (Bloch, 1983).

Sickle cell diseases (SCD) - A group of inherited

disorders in which there are structural abnormalities

of hemoglobin. The abnormal hemoglobin causes sickling

of the red blood cells, producing a chronic hemolytic

anemia and obstruction of the small blood vessels. The

most common and severe form of sickle cell disease is

the homozygous – sickle cell anemia (SS disease). It

is estimated that this hemoglobinapathy affects one in

600 black children in the United states. Sickle

hemoglobin C (SC disease) and sickle-beta thalassemia

(SB thal. ) are less common and somewhat less severe.

Stressor – a predictable or unpredictable life event

which has the potential to disrupt or change usual

functioning and life patterns within the family. For

this study chronic illness of a family member is a

stressor to the family unit.



4) Coping strategies – the general familial behavioral

response intended to minimize the hardship (Venters,

1981).



CHAPTER II

CONCEPTUAL FRAMEWORK AND REVIEW OF RET,EVANT LITERATURE

Introduction

The purpose of this study was to explore and describe

how families live with their child who has SCD. Although

there was little information in the literature which

specifically looked at this topic, there were several areas

in the literature which contributed directly to the

framework from which this study was conducted. The

following areas are included in this review of the

literature : 1) Sickle cell disease, 2) Chronically ill

children and the family, 3) Family response to the stress

of chronic illness, and 4) Chronic stress and Black

families.

Conceptual Framework

This study was based on the trajectory framework of

chronic illness put forth by Strauss and Glaser (1975)

combined with concepts found in the literature regarding

families dealing with chronic illness.

Strauss and Glaser described chronic illness as being

analogous to a trajectory, a course that was both

subjectively defined by the ill member and his family and

objectively defined by the pathophysiology and symptoms of



the disease itself. This trajectory has a specific

beginning or onset and runs unidirectionally downward at

any speed, reaching lengthy plateaus or vascillating for

some time, with certainty or uncertainty, depending on the

nature of the disease. Strauss and Glaser noted that the

individual and family views and acceptance of the

trajectory of chronic illness affect social relationships

(within and outside of the family system) and all of the

members' identity.

The family and its members also have their own

trajectory which is determined by their tasks and goals as

individuals and as a whole system during particular stages

of the family life cycle. Chronic illness in any member of

a family brings an enormous amount of extra work to that

system in addition to the normal tasks of all families.

Strauss & Glaser have described some problems facing the

family in their efforts to be in synchrony with the

trajectory of chronic illness that include: 1) preventing

and managing the medical crises; 2) following the

therapeutic regimen; 3) normalizing social interactions; 4)

dealing with the extra financial expense of medical care;

and 5) adjusting the family patterns with the course of the

chronic illness. It is possible that the trajectory of

chronic illness will come into conflict or diverge from the

trajectory of the family. When this happens, the family

becomes dysfunctional and/or the chronically ill member is

extruded.



It therefore appears important to examine the ways a

family functions in the face of chronic illness in their

child. Using the Strauss perspective, one can assume that

the two trajectories run their course in synchrony

depending on 1) the meaning of chronic illness given by the

family members; 2) the family composition and resources

through significant others; 3) past experiences with

similar situations and their reliance on coping strategies;

and 4) a health belief model or philosophy of life that is

compatible with the trajectory of the child's chronic

illness.

Using this conceptual framework, it appears important

to explore how families live with a school age child with

SCD, focusing attention on family membership and roles

specifically related to the care of the child, problems

identified by family members living with the child with

SCD, and useful coping behaviors.

Review of Relevant Literature

Sickle Cell Disease. Sickle cell diseases which

include sickle cell anemia, hemoglobin SC disease, and

sickle beta thalassemia are disorders in which there are

structural abnormalities of the hemoglobin. SCD is

inherited through an autosomal recessive pattern, where

both parents are asymptomatic carriers of one of the

sickling genes. In this country, SCD is predominantly seen

in Black Americans. It is estimated that the homozygous,

sickle cell anemia affects one in 600, hemoglobin SC, one
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in 800-1000 and beta thalassemia, one in 1700 Black

American children (Motulsky, 1973). Though predominantly

found in the Black population, SCD is also seen in persons

from India, Arabia, Southern Europe and areas around the

Mediterranean Sea (McElroy, 1980). The abnormal hemoglobin

causes sickling of the red blood cells during deoxygenation

of these cells. This produces a chronic hemolytic anemia

and obstruction of the small vessels. These vaso-occlusive

crises cause pain from hypoxia to the tissue and possible

organ dysfunction. In addition to chronic anemia and

painful crises, these children experience increased

susceptibility to infections, most often from streptococcus

pneumonia and hemophilus influenza. Bacterial infections

(septicemia, meningitis, and pneumonia) are the major cause

of death and hospitalizations in children with SCD

(Mentzer, Lubin, 1977; Davis, Vichinsky, & Lubin, 1980),

with an annual incidence of 10% in children under three

years of age (Barrett-Conner, 1971). It is clear from

observation and information in the literature (Vichinsky &

Lubin, 1980; Riendorf, 1980) that the clinical

manifestations in children with SCD are quite variable.

While some children experience painful crises weekly,

others may only have these episodes on a yearly basis.

Only recently has there been an attempt in the

literature to look at the family and psychosocial concerns

related to this inherited chronic illness. In 1971, Diggs

and Flowers pointed out that there was a serious need for
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more Observations of the home environment of children with

SCD. They claimed that up until that time, most

information had been derived from hospitalized and

seriously ill children. This initial "family study"

focused on the variations in the natural history of sickle

cell disease.

A combined medical-nursing field study was reported

which examined the psychosocial effects of sickle cell

anemia on the family (Whitten, Waugh, & Moore, 1974). The

authors interviewed 68 mothers of children with SCD and

found that many of these parents either lacked information

or had misinformation about the nature of their child's

illness. They also found that many of these mothers would

not share feelings and attitudes about their child's

illness with physicians caring for their children.

Whitten and Fischhoff (1974) discussed the "Psycho

logical effects of SCD" through an individual developmental

approach. The authors used a general approach to chronic

illness in an area which had never been examined

previously. In their discussion based on their clinical

experience and knowledge of chronic illness, these authors

raised the critical question: "Is there a pattern of

personal and family adjustment to sickle cell anemia?"

(p. 681). These authors concluded that the psychosocial

adaptation of the individual with SCD depended on the

interaction of the child's personality, the attitudes and

behaviors of the family, and the community resources and
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responses to their chronic illness. Coping behaviors for

the parents and child with SCD were discussed, relating the

general concepts of the developmental framework to the

specific problems of families and children with SCD.

In a later study, comparisons were made of the level

of anxiety, self concept, and social and personal

adjustments between a group of children with SCD and a

control group consisting of normal Black children (Kumar,

Powars, Allen & Haywood, 1976). The authors concluded that

the children with SCD who had consistent family support and

health care showed no significant difference from the group

of controls in personal, social and total adjustment;

however these children did show lower self concept.

A series of articles in Nursing Clinics of North

America (March, 1983) reviewed the symptoms and

complications of SCD and presented thorough guidelines for

the nursing management of this chronic and life threatening

illness. The symposium concluded with an article on the

psychological considerations of SCD (Williams, Earl and

Pack, 1983). Based on their clinical experience and the

developmental framework of Erikson, these authors presented

some common psychological issues which confront the

individual with SCD at each stage of his personal

development. Even though this article did not have a

"family perspective", the authors pointed out that crises

in these children with SCD often set off a series of events

that affected the entire family, and in a reciprocal
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manner, the family response played a major role in the

child's adjustment to his illness.

Chronically Ill Children and the Family. One of the

first descriptive studies of chronically ill children and

their families was done by Davis (1963). This sociologist

looked at 14 families and children with polio and provided

a thematic analysis of the family interview data. The data

were obtained over the course of the onset and diagnosis of

the illness, the hospitalization, treatment, and discharge,

and finally the child's reincorporation back into the

family. Davis noted two important issues with his data: 1)

the child's illness affected the functioning of the family;

and 2) as the child acquired a handicapping condition,

there were problems in developing a new identity for the

child as a sick member and all the family members as care

takers.

Vincent noted that there was a need for investigators

to provide a systematic assessment of both the role of the

family on the individual's illness and the impact of

illness on family life (Vincent, 1963). At the same time,

Mabry (1964) pointed out from his observations the problems

in coordinating the goals of medicine and those of the

family. He suggested that this lack of cohesion might be

the cause of poor compliance and that evaluation of family

values and habit patterns might make the therapeutic

regimen more effective. In his review of the literature
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surrounding the family as the basic unit of health care,

Litman (1974) suggested that future research be done to

explore some of the following questions 1) Why do some

families do well and others poorly when faced with illness?

2) How does chronic illness alter relationships in the

family? 3) What goes on in families with varying life

styles when faced with various illnesses, specifically

decisions related to care 2 4) What are the coping

strategies adopted by families when faced with serious and

chronic illness? Subsequent studies have described the

psychosocial impact of various chronic childhood illnesses

on the family. These studies examined asthma (Purcell,

Brody, Chai, Muser, Molk, Gordon, & Means, 1969); cystic

fibrosis (Venters, 1981); hemophilia (Mattson and Agle,

1972); and juvenile diabetes (Benoliel, 1975), within the

context of the family.

Family Response to the Stress of Chronic Illness.

Pless, Roghmann and Haggerty (1972) studied a group of

children with various chronic illnesses, such as asthma and

allergies, and their families. These authors measured and

compared the psychological maladjustment and family

functioning in the chronically ill and a group of normal

children. They found the psychological maladjustment in

chronically ill children to be 10 to 15% greater than in

the normal controls. In their conclusions, these authors

recommended that special mental health services be



– 15 —

allocated for the early assessment of children with chronic

illness and their families.

When faced with the challenge of dealing with chronic

or life threatening disease in their child, some families

may respond with overprotection, enmeshed relationships,

rigidity and lack of conflict resolution (Minuchin, Baker,

Rosmann, Liebman, Milman and Todd, 1975). However, other

families seem to thrive and adapt to these stresses of

chronic illness with little difficulty.

How the family deals or copes with chronic illness

depends on a number of variables. MacVicar and Archbold

(1976) identified four areas that affect how families

respond : 1) meaning of the illness to family members;

2) perceived threat to family relationships and roles;

3) resources that are available to the family, and 4) past

experiences with similar situations. In their studies of

diabetes and the family, Wishner and O'Brien (1978) noted

that the family's reaction to chronic illness depended on

the family membership, the presence of significant others,

the cultural background of the family, their education, the

stage of family development and their health-belief model.

Another approach to family coping has been presented

in the family adaptation model, the double ABCX Model,

(McCubbin and Patterson, 1981). In this expanded version

of the Hill Model, A (a stressor producing changes in a

family system) interacts with B (family resources) which

interacts with C (the definition the family gives to the



stressor) to produce X (the crisis). The crisis can be

viewed as a continuous variable representing disruption or

dysfunction in the family system. This model also

considers post crisis variables such additional life

stressors, critical resources, family processes and

OutCOme. In their review of literature, dealing with

family stress, coping and social support, McCubbin and

colleagues concluded that there was a continued need to

describe the stressors which impact on family life and to

evaluate the resources, coping behaviors and other support

systems that facilitate family adjustment to chronic

illness (McCubbin, Patterson, Comeau, Joy, Cauble, &

Needle, 1981).

Some aspects of the family adaptation model were

supported in a recent study of families who were dealing

with end stage renal disease (Gonzalez and Reiss 1981).

These authors identified three features of chronic illness

that contributed to the families' perception of illness and

its stress on that system. The first was the family

experiencing the illness with a clear cut onset and having

its cause from outside the family boundaries. The second

was the ever present threat of death brought by the chronic

illness; and third, that illnesses such as SCD and diabetes

are "invisible" and offered no outward signs of the threat

or severity that were involved. They also pointed out that

few families in this study were able to manage both the

demands of the illness and those of the ordinary course of
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family life. They found that the family could either

devote its attention to the illness and the member with the

disease ignoring the developmental tasks of the family and

individual members, or they could carry on with family life

to the exclusion of the chronically ill member.

Venters (1981) used the Hill ABCX model, to study 100

families of children with cystic fibrosis. Her purpose was

to describe the course of familial adaptation to chronic

stress and to differentiate the coping behaviors in those

families who demonstrated adequate long-term family

functioning and those families who had more difficulty with

family functioning. Venters described two specific coping

strategies which she felt strengthened family functioning

in the face of this severe chronic illness. The first of

these strategies, "sharing the burden of illness", included

use of resources for the continuing hardships, emotional

support, togetherness and cohesion of family members, and

maintaining meaningful extra-familial contacts. The second

was "endowing the illness with meaning", in which families

Were able to Ul Se an existing religious Or

medical-scientific philosophy of life to explain their

child's illness. She found this strategy enabled families

to put these hardships into an existing framework which

provided a crisis meeting resource and optimism.

Chronic Stress and Black Families. There are special

and unique challenges that face the researcher who is



studying Black families. Black sociologists (Scanzoni &

Scanzoni, 1976; McAdoo, 1982) have noted that standard

research tools such as the Hollingshead scale for assessing

socioeconomic status was not satisfactory in evaluating

Black adults. They pointed out that racial bias kept Black

adults from obtaining the same jobs as Caucasians with a

similar education. Nobles (1978) warned that the current

conceptual frameworks based on a white-middle class

normative model, not only had a limited capacity to aid in

the analyses Of Black family life, but led to

"misdirecting" these analyses and the "acceptance of

erroneous assumptions and meanings which define the

phenomena under investigation" (p. 680). This concept was

supported by Staples in his review of the literature that

much of the Black family research in the past has portrayed

the family unit as "pathological" and "problematic"

(Staples, 1971; Staples and Mirande, 1980). Nobles

described an empirical and theoretical framework of

Africanity for the study of Black family life. This

beginning model had four basic positions which took into

account inherent features of the Black family, interaction,

and stress within that system. The assumptions of this

framework were: 1) the Black family is a unique cultural

unit with inherent resources and features; 2) the family

performs important social and psychological functions; 3)

some of the family features may be situational or

adaptational; and 4) in periods of crisis (or stress), the



"African nature" of the family is most visible and provides

emotional and economic support for its members (p. 687).

Using this model Nobles identified several characteristics

of Black families including interfamilial and household

support, structural "elasticity" in response to external

conditions, child-centered system, family networking,

flexible and interchangeable roles, and multiple parenting.

In a later study of stress in Black families, Peters

and Massey (1981) found that the Hill Model needed to be

expanded to provide a valid conceptual framework for

studying Black families. Peters and Massey based their

expanded framework on two assumptions about Black American

families: 1) that there is no one structure, pattern of

interaction or mobility for all Black families; 2) that the

common experience of discrimination and economic isolation

has led to the great diversity among Black families

(p. 157). These authors go on to say that Black American

families have diversified around their strategies and

coping patterns for dealing with the chronic stressor of

racial oppression. These researchers therefore add D (the

stress of daily, ongoing racism and discrimination) and Y

(the family's reaction to the crisis situation or their

coping strategies, to Hill's Stress Model to produce the

ABCD YX model specific to studying Black families.

In a another approach to stress and stress resolution

in Black families, McAdoo recently reported on the coping

patterns or "stress absorbing systems" explored in upwardly



mobile Black families (1982). The parents in these middle

class families with school age children were interviewed

and asked to complete instruments which measured the level

of stress and the level of satisfaction with family life

situations. McAdoo found that although these families were

acutely aware of the racial discrimination against

themselves and their children, they subsequently felt

satisfaction with their general life situation achieved

within these social limitations. She also found that

families with greater resources such as increased

socioeconomic status and availability of the mother as

fulltime homemaker, had less stress.

In her study, McAdoo described an interesting

phenomenon where mothers whose families had been in the

middle class for two or three generations were experiencing

higher levels of stress that she anticipated. The

researcher felt that these mothers who were In OW

participating in the workforce in order to maintain their

socioeconomic status, and who had been raised by a mother

who did not have to work, were now experiencing stress from

"role overload" and lack of preparation for multiple roles.

In those extended families in their study, McAdoo found

that the kinship network of supportive exchange was a great

help to these families especially in times of high stress

and seen more in the more-recently upwardly mobile

families. In her exploration, these families found their

extended families more supportive of their unique stresses



than community resources and agencies. For these families,

the kin support offered a "stress absorbing system",

greater satisfaction with their life situation, and a

continued opportunity to maintain their upward mobility.

Summary

Because of the lack of specific literature related to

the impact of chronic illness such as SCD on Black families

the literature has been reviewed addressing the component

parts of the researcher's conceptual framework. Specific

questions generated from the existing literature influenced

the variables of this present study of families living with

their child with SCD that include: Is there a pattern of

personal and family adjustment to SCD (Whitten and

Fischhoff, 1974) 2 HOW does Chronic illness alter

relationships in the family 2 What takes place in families

with varying life styles when faced with different

illnesses, specifically decisions related to care? What

are the coping strategies adopted by families when faced

with chronic illness (Litman, 1974) 2

There has been a thrust in the fields of medicine and

nursing to explore the impact of various chronic illnesses

on families; however, researchers are just beginning to

evaluate the family response and level of functioning in

the face of these long-term stressors. There is a

significant lack of well designed studies which explore the

cultural variations in families with chronic illnesses such

as SCD.
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The frameworks of MacVicar and Archbold (1976),

Wishner and O'Brien (1978), McCubbin and Patterson (1981),

and Peters and Massey (1981) appear most useful to the

focus of this exploratory study of chronic illness in

families.

In this literature review several problematic areas

were also identified that require further exploration:

1) that accepted models for the evaluation of stress and

coping behaviors in families have been described as

inadequate when evaluating stress in Black families,

2) standard social research tools such as the Hollingshead

SES scale have been found inadequate in the evaluation of

Black adults, and 3) that white researchers who are

interviewing Black families may face barriers established

by their racial differences that may interfere in the

collection of valid data.

The following chapter will describe the methodology

that was used in the present study to explore and describe

how families live with their child who has SCD.
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CHAPTER III

METHODOLOGY

Introduction

The purpose of this study was to explore and describe

how families live with their child who had SCD. An

exploratory field study method was utilized to generate

research questions for future study. The data was analyzed

using the qualitative steps of constant comparative

analysis (Glaser, 1965; Shatzman & Strauss, 1973) because

of the small sample size and preliminary nature of the

study. This theory generating approach allowed a thematic

analysis for comparing and categorizing data from family

interviews, then linking and integrating those categories

and properties. Frequently appearing themes are presented

and discussed in the following chapter.

The Sample

The convenience sample of eleven families of children

with SCD was chosen from a population of families whose

children received care for their SCD from a large urban,

prepaid health care facility. Families whose children met

the following criteria were asked to participate in the

study: 1) school age children previously diagnosed with



either sickle cell anemia, hemoglobin SC disease, or sickle

beta thalassemia; 2) children who experience periodic

symptoms related to their SCD, excluding those with

significant morbidity such as stroke or post meningitis

deafness; and 3) children from both single parent and two

parent families.

The study protocol was approved by the Institutional

Review Board for the Permanente Medical Group of Kaiser

Foundation Hospitals and the Committee on Human Research at

the University of California at San Francisco. The

majority of the membership of this health maintenance

organization (HMO) was made up of a working class

population who obtained health care benefits through their

employment; however services have been offered to persons,

especially children, whose health care was covered by state

assistance programs. Supplemental services varied,

depending on the contracted coverage through one's

employment; however, all coverage included health

maintenance, urgent ambulatory Care and in-patient

hospitalization.

Sample Characteristics of the Child with SCD

In the eleven families, nine of the children agreed to

be interviewed. The two remaining children were not

available at the time of the home visit by the researcher.

Six of these children had been diagnosed with sickle cell

anemia, three with hemoglobin SC disease, and two with

sickle beta thalassemia. Their ages ranged from 5 years
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through 17 years with mean age of 10 years. There were six

boys and 5 girls in the sample (see Table 1).

Consistent with reports in the literature, the

symptoms and severity varied in this sample of children

with SCD. All of these children experienced some periodic

pain from their chronic illness. Parents and children

reported that many times the child and family were able to

manage the child's pain at home.

Many of these families reported that their children

had suffered very serious infections because of their SCD.

One child had been hospitalized and treated for meningitis

only to return to the hospital a week after his discharge

with a "brain infection" which had caused him to convulse.

Pneumonia was reported in half of the children, several

with multiple events. The estimated number of admissions

and drop-in visits for these children is shown in Table 1.

The reasons that parents brought their children into the

urgent care clinic or emergency room included intractable

pain, joint swelling, anemic crises which were manifest by

jaundice and progressive lethargy, and fever with possible

infection.

The age at the time of diagnosis varied in this

sample. Nine of the eleven children were diagnosed prior

to the age of two. One child was diagnosed at the age of

three and a half years and another at 11 years. The child

who was diagnosed when he was eleven years old had an older

sister who was diagnosed with SCD when she was three years
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Table 1

Medical Characteristics of Children

estimated # of
of drop-in visit

Type of Age Sex # of hospi- visits/year
SCD talization related to SCD

Hb SS 5 female 1 1-2

Hb SS 7 male 3 1-2

Hb SS 13 female 11 2-3

Hb SS 17 male 2 2–3

Hb SS 10 female 1 0–1

Hb SS 8 male 6 5-6

Hb SC 15 male 8 3-4

Hb SC 13 male O 3

Hb SC 11 female 6 3–4

S-beta
thal 7 male 1 2

S-Beta

thal 8 female 0 3–4
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old. He had been doing well until the age of eleven when

he started having severe cramps while swimming and periodic

back pain. Five of the eleven children were diagnosed

while they were being evaluated and treated for infections

(i.e. pneumonia and meningitis). The mother of one child

commented that her child's SCD was "found by accident; "

another mother expressed relief that there was finally a

reason for her child's frequent fevers and irritability.

Three of the sample children were diagnosed in an

evaluation of their anemia and one child was diagnosed

because his mother had asked for the test, "because he was

crying all the time with pain," when he was admitted for

the treatment of a fractured clavicle.

All of these children were in educational grades

appropriate for their age. One family reported that their

daughter had only missed school once in her life because of

her SCD, and another reported that their child had not

missed any school in the last two years because of problems

related to the child's SCD. The remaining nine families

reported that their children missed between two and 15 days

of school per year because of their chronic illness.

All of the children in the sample appeared healthy at

the time of the interview. The oldest child in the group

appeared small for his age and less physically matured.

This is consistent with reports in the literature

(Williams, Earl and Pack, 1983; Conyard, Krishnamurthy and
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Dosile, 1980) noting that adolescents with SCD frequently

mature later than their peers.

Sample Characteristics of the Families

There were 8 two parent-families and 3 single-parent

families in the sample. In these two subsets, there was

One family in each group who had extended family members

living in the same household. In addition there was one

family in each of these groups who had grandparents living

outside of the home, who provided daily child care for the

child with SCD. All of the children with SCD had siblings

living in the same home with them. The number of siblings

ranged from one to four. One child had two additional

cousins living with him. There was only one child who had

a sibling with SCD.

In all of the sample families the mother of the child

with SCD agreed to be interviewed. In the 8 two parent

families, six of the fathers agreed to be interviewed, one

of the fathers refused and the other father was not

available when the researcher visited the home. The three

grandmothers who provided daily child care participated in

interviews.

Even though the size Wa S small, the social

characteristics and nature of the sample reflected the

diversity of Black American families today (Table 2). Ten

of the eleven mothers were employed. The unemployed mother

reported that she did not work because of the care required

by the child with SCD. She said several times in the



Table
2

SOCIALCARECTERRISTICS
OF
FAMILIES

Employment unemployed utility operator
busdriver unemployed barber parking attendant

labtech. computertech. employment counselor
nurseatten. teacher collinstr.

Family Code
A
mother father

B
mother grandmother

C
mother father

D
mother father

E
mother father grandmother

F
mother father

G
mother

H
mother father

mailclerk secretary receptionist engineer

Education compH.S. compcoll partcoll compH.S. partH.S
partH.S. compH.S. partcoll partcoll compH.S. partH.S M.S. M.S.+

CompH.S. partH.S. M.S.

InCOme barely adq. adq. adq. adq. adq. adq. adq.

Respon sibility
ofCare shared shared shared primary shared primary primary shared primary primary

Religion Baptist Baptist Holiness Holiness Baptist Baptist Baptist
In
One Baptist Baptist Baptist

nC)ne
Baptist Protestant Baptist Baptist

§



Family Code
I

mother father
J
mother father

K
mother grandmother

Employment clerk communication tech. financial analyst
loanofficer computertech. unemployed

Education compH.S. compH.S. partcoll compcoll partcoll

Income adq. barely adq. barely adq.

Respon sibility
ofcare primary primary shared primary

Religion Baptist Baptist Baptist
nC)ne

Baptist Baptist

º



interview that her control of the environment had a

positive effect on the outcome of her child's chronic

illness. All of the fathers were employed and one of the

grandmothers worked on a part-time basis. Based on their

own subjective appraisal, eight of the families felt that

their total family income adequately met the financial

needs of all the family members, while three families

reported that their income "barely met" the needs of the

family. All of the families felt that their health

insurance covered all of their medical expenses, but three

of the families added that there were extra financial

strains because of periodic child care that was required

when their child was having a prolonged crisis and could

not attend school.

In the two-parent families, three of the mothers

reported that they took primary responsibility for dealing

with medical staff and initiating management when their

child was having problems related to their SCD. Three of

the families reported that the responsibility was shared

with the mother taking a primary role in management, and

two of the two-parent families reported that all of the

responsibilities in caring for the child with SCD were

shared by both parents. In the three single parent

families, two of the mothers reported that they took most

of the responsibility in the management of the child with

SCD, one of these mothers added that she received some

support from the child's older siblings. The third mother
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in this group shared the management of SCD with the child's

grandmother.

Nine of the families in this group reported that they

were Baptist, one Protestant and another, Holiness. The

level of education varied greatly in this parent-grand

parent group. Three of the sample had partial high school

education, six had completed high school, four had partial

college education, two had completed college, two parents

held master's degrees and one father was working on his

doctorate.

Nine of the 19 parents and grandparents said that they

had never known anyone with SCD until their child had been

diagnosed. Many of this group said that they really did

not know much about the disease until they were given

information from the physicians and pamphlets to read about

SCD. Three of these parents said that they found the

available pamphlets on SCD to be "very scary" and

pessimistic, giving the impression that all persons with

SCD "died before they reached the age of 30."

One mother recalled with anger, the "casualness" of

the doctor who told her that her hospitalized daughter had

SCD. This mother had a step-sister with SCD who died 19

years earlier in child birth. There were three other

parents who had a family history of SCD including a mother

who's 12 year old niece died because of severe anemia after

suffering repeated strokes, when her child with SCD was one

and a half years of age. Five of the parents reported
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having close friends with SCD. The experience of their

friends varied from a 27 year old who died from a massive

stroke to a woman who did not find out that she had SCD

until she was 40 years old and having some "minor

problems."

Techniques for Data Collection

Semi-structured interview guides were used to obtain

data from the child with SCD (see Appendix A) and the

parents and/or caretaker of the child with SCD (see

Appendix B). These two guides focused on issues related

to: 1) the perceptions or meaning of SCD, 2) the impact of

this chronic illness on the family members, 3) the response

of the family to SCD, 4) the family resources for dealing

with SCD, 5) the family coping behaviors around SCD, and

6) nursing implications perceived from family members. A

demographic data guide (see Appendix C) was developed and

the family history and structure was obtained from the

mother in each family.

Procedures

Families with children meeting the established

criteria were introduced to the study by the pediatric

hematologist from the HMO. The study was explained

verbally and the family was given an introductory letter

(see Appendix D) to share with other family members. The

researcher was given the names of those parents who

expressed interest in the study. The researcher then



contacted the child's parents, re-explained the nature,

purpose and time requirements of the study, reassured

anonymity, and scheduled a date and time to interview the

family members.

When the researcher arrived at the family's home, the

interview format was explained along with reassurance of

anonymity for all the information collected in the

interviews. The informed consent to be research subject

(see Appendix E) was explained, read and signed by each

participant. A copy of this consent form and the KFH

Information about the Right Of Medical Research

Participants (see Appendix F) was given to each family to

keep.

Research Setting

The researcher approached the family with the

perspective that they were the experts about SCD because

they lived with it. Questions were phrased to reflect this

attitude such as "What advice would you give to other

parents who felt the same as you?" and "How can we as

nurses better help families with SCD 2"

Each family member was interviewed separately after

the researcher requested that this be done in a quiet place

if available. The mother was interviewed first and the

demographic sheet was completed at this time. The privacy

of the interviews varied according to available space in

the home, the activity level at the time of the interview,

normal family interaction patterns, and the members' level



of comfort with the researcher. Four of the families had

non-family members visiting in the home at the time of the

interviews. In two cases, the interview place offered by

the family members had a constant flow of other family and

non-family members. In another family, the room used for

the interviews was out of the way of normal family

routines, but the course of the conversation was casually

interrupted by other family members. Over half of the

interviews were conducted in quiet privacy.

During one interview with the mother of a child with

SCD, the father would periodically enter the closed room in

order to listen and observe. The researcher took advantage

of these moments to provide empathy and support to the

parents of a chronically ill child. When this father was

subsequently interviewed by the researcher, he appeared

comfortable and willing to share his concerns. Each

interview of a parent/caretaker took approximately 30 to 60

minutes, and the child's interview lasted about 20 minutes.

Many of the families expressed a great deal of

interest in knowing the "results" of the present study and

were excited to hear about current research in the area of

SCD.

Notes from the interviews were transcribed soon after

meeting with the family. The raw data was analyzed line by

line by the researcher for common themes. These variables

were then linked into a framework which might allow the

clinician to see how families live with with their child

with SCD.
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CHAPTER IV

RESULTS

Introduction

The data obtained from the interviews of 11 families

with children with SCD were analyzed according to the

methods described in Chapter III. The interview focused on

1) the meaning of SCD, 2) the impact of this chronic

illness on family members, 3) the response of the family to

SCD, 4) the family's resources for dealing with SCD, and 6)

the nursing implications perceived by family members.

Themes from the data fell into three major groups which

were 1) the family hardships of SCD, 2) coping strategies,

and 3) family perceptions of how nursing and the medical

community could assist in their ability to cope. Each of

these larger groups had subcategories of issues that

reappeared throughout the interviews. This chapter

presents the family information directly from the

interviews. The following chapter will discuss these

results and the significance and implications for nursing.

Family Hardships of SCD

In the analysis of family hardships around SCD, the

following categories emerged as being predominant issues:
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1) interruptions in the child's developmental tasks,

2) child's avoidance of role responsibility, 3) painful

episodes, 4) parental helplessness, 5) parental guilt, and

6) dealing with the medical community. Many of the issues

that fell into one category had features that overlapped

into another.

Interruption in the child's development task. The

responses of all the children with SCD to questions from

the researcher such as "Do you know what causes your pain?"

and "How would your life be different if you didn't have

SCD2" reflected their individual development from the early

school age child through adolescence. Demonstrating the

egocentricity of the preschool or preoperational stage, the

idea that causes are internal, the five year old child in

the sample reported that her pain was caused by something

she ate, "like candy." The hardest thing for her to deal

with was the inability to play rough and to do "dangerous

things." The researcher was not sure whether this

inability was the result of physical or parental

limitations. All of the children under 10 years of age

were primarily concerned with issues of physical mobility.

The seven year old boy reported that if he didn't have pain

he would be able to play baseball and football whenever he

wanted. Another child reported that if he didn't have SCD,

he could run, jump and "be tackled." Life would be "more

exciting if I didn't have sickle cell."

In describing her disease, an eleven year old said

that her cells were shaped "like boomerangs," and they
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would "get clogged," which was a problem to her because it

kept her from going to high places and skiing with her

family and friends. For all of the children working

through the developmental tasks of adolescence, their SCD

presented a problem in maintaining peer relationships. One

13 year old reported, "It gets in the way of going to

school and doing things with my friends." Many of the

older children in this group said that they did not tell

many of their friends about their SCD.

Avoidance of role responsibility. Four Of the

families reported that the child with SCD used his illness

in order to avoid age appropriate responsibilities. One

mother reported that her child would come home from school

because he was having pain, and then she would subsequently

find him playing outside. Another mother reported that the

child's grandmother was very lenient towards him and would

interfere if he was in an argument with a sibling, to take

his side, "she protects him, and he knows it." In the

interview with this grandmother, she reported that it was

hard not to "help him out," because "he's so puny from his

SCD," and because she felt badly because he has such a bad

time with his illness. Another mother reported that her

daughter's SCD was used "as an excuse for everything." She

explained that it took some time to work this out in the

family, and "now if she needs a spanking, she gets one."

Painful episodes. The most common disruptive events

described by these families were pain episodes. These
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crises caused by the occlusion of the small vessels in the

joints, lower back, head and abdomen would last anywhere

from one to seven days. One child age ten, said that it

felt as though "a little man was chopping at my veins."

Another child reported that she would "get dizzy from

crying," adding, "the pain is so bad I can't walk, and at

the same time, I can't lie still."

One father reported that his child's pain was so bad

that she would "cry in her sleep even after an injection of

morphine." Another mother reported that when her daughter

doesn't sleep, she didn't either, "sometimes I find her

irritable and obnoxious" during her crises. A mother

reported that her son's crises could last up to three days,

"he just cries and wants someone to be with him, he's like

a little old man whining." One of the grandmothers said

with sadness, "I've never seen anything that seems as bad

as he's hurting."

Parental helplessness. The most common issue that was

identified by the child's parents and grandparents as being

difficult to cope with was their feeling of helplessness,

their inability to relieve their child's symptoms of SCD.

As simply stated by one parent, "It's difficult to see him

in pain and not be able to stop it." One father reported

that he was not really concerned about his child's SCD

until she had her first crisis, then, "I felt so helpless,

super impotent, because there's nothing I can do to stop

her pain." Another mother noted, "when I have a headache,



I take two aspirin and it goes away. With him, it's just

not the same." When asked what recommendations he would

give to other parents of children with SCD, one father

concluded, "it's important to realize you can't stop the

pain, you just have to ask God for the strength to get you

through it."

Four of the parents talked about their concerns and

worries about the more serious complications of SCD and

their inability to prevent a stroke or death. One father

reported that with every crisis he worried that his

daughter might "be left crippled from a stroke."

Parental guilt. Only two of the parents spoke

specifically about their guilt in giving their child a

deliterious gene that would cause the child to have so many

problems. However, several parents reflected on their

sadness. One mother reported that she felt badly because

her child was "unable to compete because he tires easily,

he feels down, then I do." Another mother said, "Children

with SCD have to face a lack of sensitivity and education

in the community, people need to know that these children

can do well."

Dealing with the medical community. Many of the

sample parents reported that at one time or another, they

had trouble dealing with medical staff in the managing of

their child's SCD. One mother reported that many doctors

and nurses "have no idea what the families and children are

going through, they think you've come into the emergency
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room only for a shot of demerol and they're very harsh with

you." Another mother reported that when her child was

hospitalized for pain crisis, "the nurses thought that he

was faking his pain." One father reported that his family

was afraid to take long trips with their child, "so many

doctors don't know how to treat SCD, if my daughter had a

problem, we'd be afraid to take her into a hospital to be

seen." Another father admitted frankly that he thought

many doctors "let race interfere with their ability to deal

with Children with SCD. "

Coping Strategies

In the analysis of family coping strategies, two major

categories emerged consistently in the family interviews,

1) working through the crisis, and 2) giving the child's

illness a place in the family belief system.

Working through the Crisis. All of the families

described at length their systematic work in the home

management of their child's crises. Even though many of

these parents expressed feelings of helplessness, there was

a distinct energy and diligence that helped these families

deal with their helplessness. The pattern of work was very

common from one family to another. One parent described,

"we check her temperature, give her Tylenol every four

hours for pain, we apply warm towels to her arms or legs

(depending on the location of pain), massage and move her

extremities, then possibly give her a warm bath. We are

constantly encouraging her to take fluids, sometimes if



she's very uncomfortable, we'll give her liquids, a

teaspoon at a time." Another mother added to her similar

regimen, "by doing all of this at home, (as opposed to the

hospital), we can give her comfort and strength."

These families gave the impression that this work was

shared by the entire family. One father who worked the

night shift, reported that if he came home from work to

find that his wife had been up all night with his son, he

would "take over, giving juices, rubbing his arms and legs,

and giving his pain meds."

Parents shared their thoughts that these times were

often hard on the child's siblings because they were

"neglected, when we're spending so much time" with one

Child. However, most parents reported that their other

children were very cooperative and helpful during these

crises.

Many parents continued their work in managing the

child's SCD in between the crises by "encouraging extra

fluids every day," "providing good nutrition," and

reminding their children not to overexert themselves.

Giving the child's illness a place in the family

belief system. Most of the family members in this sample

felt that their personal belief system helped them to cope

with the problems related to SCD. Many of the parents

volunteered this information without being asked, "what

helps?" "Sometimes he's in pain for three days, I just

pray to God for the strength I need to deal with it."
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Fifteen of the 19 parents and grandparents reported that

their belief in God helped in some wav. A grandmother

said, "When I pray to God, I know everything will work out,

then I can have peace of mind." Another mother said that

her belief in God gave her "something extra to hold onto,"

when times were hard. Three parents felt that God had

given them their child "for a reason", "we accept her as a

child with some special needs and we'll do what we can." A

mother reported that God gave her strength and acceptance,

"God helps me not to be afraid of his possible death."

There was another group of parents who accepted their

child's SCD as their predetermined lot in life, their fate.

A grandmother concluded, "its important not to get down,

you keep looking ahead and realize whatever's going to be,

is going to be." One father shared his feelings that life

would not be any different if his child did not have SCD

because "if it's not one thing, it's another." Another

mother stated, "I've come to realize I can't spend precious

energy grappling with those things that are beyond my

control, I have to ask realistically, what can I do."

Another belief that helped many of these families to

cope was the idea that there were many children with

problems that were more severe than their child's SCD. A

mother said, "life is everyone being born with problems,

there are others with worse problems, my son has a 'some

times' problem, most of the time he's doing well." Another
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father shared, "we emphasize her sameness and deal with the

other problems as they come up."

Other coping strategies. There were several other

strategies for dealing with the hardships of SCD that

families mentioned. When asked by the researcher, "Is

there anything else that helps families deal with SCD 2" or

"Is there anything else that you would recommend to other

families who experience the same difficulties that you have

in living with a child with SCD 2" families responded with

1) having confidence in their doctor; 2) sharing their

experiences with other parents of children with SCD, and 3)

sticking together as a family. One parent said, "it's good

to know that you can always call your doctor, if things

really get bad." Another said that he would tell other

parents to "find a doctor that you can trust, and one who

cares."

One mother reported with some hesitancy that at times

she would be overwhelmed with feelings that she "just

couldn't do a thing, " to help her child with his pain.

When the researcher reassured her that many parents of

children with SCD expressed similar feelings, she said with

relief, "It would help to get together and talk" about

these issues.

Families Perceptions of How the Nursing_and_Medical

Community Could Assist in Their Ability to Cope

The issue most commonly identified by parents was the

need for families to be involved in the medical decisions
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and care of the hospitalized child. There was a general

sense expressed by some families that they could care for

the child in pain at home just as well as if the child were

in the hospital; but if "his blood went down, and he needed

a transfusion," or "if she was having problems with her

spleen," the child needed to be hospitalized. Parents said

"the nurses and doctors don't let us know what's going on."

Another parent felt that there was a general need for

medical staff to be more understanding and to have more

empathy for "what families are going through."

Many of the families felt that "doctors and nurses

could be "more educated about SCD." Family members said

that they would feel more comfortable in bringing there

child to a strange doctor in the emergency room, if the

medical community in general "had a better understanding"

of how to care for the child with SCD. Several parents

said that "there should be more research in the area of

SCD. "

Many of these issues, as with most related to

families, are complex and interrelated. The following

chapter will discuss these results and their significance

and implications for nursing.
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CHAPTER V

DISCUSSION

Introduction

The purpose of this study was to describe how families

live with their school age child who has SCD. The research

problem examined how the family as a whole is affected by

this chronic illness and strategies they use to cope with

it. The study was guided by questions that focused on 1)

the composition of the family system and the family roles

in the care of the child with SCD; 2) the problems of the

family members in living with a child with SCD, and 3) the

useful coping behaviors of family members in dealing with

the management of the child's illness, their feelings of

control related to the course of the child's illness, and

the disruptions caused by SCD which may interrupt the

developmental tasks of the child as an individual and the

family as a unit.

Data from eleven families with children with SCD were

analyzed using qualitative methods of constant comparative

analysis. The researcher examined the data using a

conceptual framework developed by Strauss and Glaser

(1975). Their framework proposes that the chronic illness

of an individual has its own trajectory which is determined

by the physiologic process of the illness itself and by the
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subjective perceptions of the individual and those

significant others around him. The ability of the family

system to adapt its own trajectory (family life cycle,

family goals, and family health etc.) to that of the

chronic illness depends on 1) the meaning of the chronic

illness given by the family members; 2) the family

composition and resources through significant others; 3)

past experiences with similar situations and their reliance

on coping strategies, and 4) a health belief model or

philosophy of life that is compatible with the trajectory

of the child's chronic illness.

Significance

The researcher approached these families with the

attitude of one who could learn much from the expertise of

families who live with children with SCD. The researcher

had confidence that these families would be a valuable

source of information to both the health profession and

other families of children with SCD. From this family

interview data the researcher learned that there are many

hardships experienced by the family on a day-to-day basis

because of SCD.

The predominant problems reported by families were 1)

interruptions in the child's developmental tasks; 2) the

child's avoidance of role responsibility; 3) painful

episodes; 4) parental helplessness; 5) parental guilt, and

6) dealing with the medical community.
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Interruptions in the child's developmental tasks. As

with all childhood chronic illness, the trajectory of SCD

causes periodic interruptions in the child's developmental

tasks. The findings related to this variable were similar

to the clinical data reported by other researchers of SCD

(Whitten and Fischoff, 1974; Williams, et al., 1983). The

younger children in the sample focused on their inability

to run and jump and "play rough," and keep up with their

peers. It is difficult to know whether this was due to

parental restrictions or a general decreased physical

ability resulting from chronic anemia and discomfort.

About half of the parents said that they did not let their

child exert themselves as this tended to "cause a crisis."

Another group reported that they wanted their child to do

everything that other children did, moving at their own

pace, trying whatever they wanted in order to emphasize

their "sameness" and normality. Diamond and Jones (1983)

have pointed out that the greater the parents repertoire of

coping responses to the unpredictable events of their

child's chronic illness, the more the parents will

encourage independent and explorative behaviors in their

child. Considering the fact that there is some physiologic

basis to physical exertion as a cause of pain in children

with SCD and the disruptive nature of painful episodes,

familial coping behaviors do not appear to be inversely

proportional to the interruptions experienced in the

child's developmental tasks.
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Child's avoidance of role responsibility. In the

analysis of this variable, it was very difficult to know if

these events described by the parents represented

manipulation of symptomology or some other phenomenon.

Kumar, et al. (1976) have pointed out in their research

that children with SCD have shown a lower self concept when

compared with normal Black children. With this in mind, it

would seem reasonable that children might avoid age

appropriate responsibilities because of the physical

inability to compete, decreased energy level, initial

symptoms of pain and other problems that children associate

with their SCD which have caused them difficulty in the

past. In this pilot study, one could only speculate the

nature of this problem noted by several families of

children with SCD.

Pain crises. The data from this sample were

consistent with findings from others studies (Saunders

Rozzell, Hijazi, and Pack, 1983; Davis, et al., 1980)

regarding families' reports that pain crises were the most

common and disruptive symptoms of SCD. The child's pain

was usually located in the extremities, lower back, abdomen

and head, lasting one to seven days in duration. The

frequency of these episodes varied from child to child in

the sample with some parents reporting a sense that their

child was "growing out of this disease", as the frequency

of symptoms had diminished over the past few years. The

sickle cell genotype has most often been reported to
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determine the severity of the symptoms, with the

homozygous, sickle cell anemia being most severe from

followed by sickle hemoglobin C disease and then sickle

beta thalassemia. More recent, reports (Davis, et al.,

1980; Saunders Rozzell, et al., 1983) suggest that these

distinctions are arbitrary. As in this sample, the

frequency and severity varied as one child with sickle beta

thalassemia was reported by her family to have as many pain

episodes per year as many of the children with sickle cell

anemia.

Painful episodes are caused by the deoxygenated red

blood cells increasing the viscosity of the blood, which

leads to occlusion of the vessels, local ischemia and

acidosis. Some studies report that parents identify

overexertion, exposure to cold weather and environmental

stress (Davis, et al., 1980; Saunders Rozzell, et al.,

1983) as predisposing conditions to painful crises. Many

of the parents and children in this sample reported similar

phenomena related to their crises, as one child said that

he only had problems when he went outside "with wet hair"

or "did not sleep under the covers." Another mother

reported that she felt it was very important to "control

the amount of stress" in her daughter's environment. All

of these families felt that the painful episodes were

difficult and frustrating, and as one child simply said,

life would be different without SCD "because I wouldn't

hurt. "
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Parental helplessness. Feelings of helplessness with

the inability to control the child's pain and the potential

outcomes of SCD were the most common problems and

unanimously "the most difficult thing to cope with in

having a child with SCD." The trajectory of SCD for many

of these children was an unpredictable course of serious

infections in early childhood with periodic painful and

anemic episodes, mixed with times of normal childhood

development. The inability to prevent "a common cold from

turning into a bad pneumonia" or the intractable quality of

painful crises threatened the competence of parenting, to

provide comfort and security. It follows that parental

helplessness was more likely to lead to restrictions in the

child's activity. As one child pointed out, he was not

allowed to "play rough" because of his SCD.

The "work" of families. In a sociological exploration

of the concept of helplessness, Wheaton (1980) found

"fatalism" or an individual's perception that the eventual

outcomes were "out of their control", to be associated with

an individual's inability to take action in a situation and

to extinguish their coping strategies. Unlike the results

of the Wheaton study, these sample families were able to

maintain an energy level and diligence that enabled them to

"work through the pain" with their child even in the face

of profound "helplessness," and in SOI■ le families,

maintaining the resolution that "whatever was meant to be,

would be."
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The families in this sample worked diligently in

response to their feelings of helplessness in the

management of their child's pain and their inability to

affect the possible outcomes of this chronic illness.

The work of families extended from their efforts at

preventing symptoms from occurring by "providing good

nutrition", "making sure she is getting enough fluids", and

"trying to keep him from overexerting himself," through

lengthy periods of pain management, "applying hot

compresses," "massaging the child's extremities," giving

Tylenol and fluids "by the teaspoonful," if she was crying

with pain, and making periodic calls to the doctor and

visits to the emergency room. These patterns of work

appeared to be predominant coping strategies used by the

families in caring for the child with SCD, getting them

through the traumatic and lengthy pain episodes and helping

them to deal with their helplessness.

Giving the child's illness a place in the family

belief system. Families combined their diligence with

their personal belief and value system to give strength and

endurance to their work. "God gives me the strength to get

through these episodes," and "we just keep going and

reassure each other that he'll be ok," were personal

beliefs that Were reported throughout the family

interviews. Just as Venters (1981) reported in her study

of families dealing with cystic fibrosis in their children,

the families in this study gave the child's illness and the
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problems related to his SCD a place in their personal

belief system. This coping strategy not only allowed

families to adapt to the unpredictable nature of SCD, but

provided strength and optimism in the face of helplessness.

The family was able to adapt to the trajectory of the

child's SCD by incorporating it with their personal belief

system which was the very nature of the families

trajectory.

Limitations of the Study

Sample. Because of the small sample of 11 families,

comparisons of the families response to chronic illness

based on family membership, presence of significant others

and education of members (Wishner and O'Brien, 1978) could

not be made. Family resources, which has been described as

a critical variable in the family response to stress such

as chronic illness (Hill, 1949; McCubbin and Patterson,

1981; MacVicar and Archbold, 1976) were difficult to use on

a comparative basis because of the variability of child

care resources to the family and the subjective appraisal

of their financial well being in this sample.

Design. The interviews were done in a single visit to

the family home, and during this short period of time all

the available members were interviewed. Because of these

time constraints, there were some problematic issues that

could not be adequately explored. The researcher was not

surprised to find that more parents did not share their

feelings of guilt. Guilt is painful and so often when it
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feelings of sadness and anger. It would be unreasonable to

expect that a single interview with a stranger would elicit

these feelings.

Cultural differences. The most significant

methodological issue in this study was the racial

difference between the white researcher and the Black

sample. This researcher felt that it was essential to be

aware of the differences and sensitive to the barriers of

decreased acceptance and mistrust that may have been

established because of the racial difference. During the

course of the interviews, the researcher realized that the

content of the interview might not be as extensive or free

flowing as if done by a Black researcher, sympathetic with

these families. At the same time the researcher felt that

the process of clinical nursing and nursing research must

involve and openness to cultural variations, which is

possible and desirable, yet at the same time, difficult.

Implications for Nursing

Families acknowledged that one of the hardships in

caring for a child with SCD was dealing with the medical

community. The most common problem in this area was that

the medical staff did not include the family in the medical

process, nor did the nurses and doctors "understand what

families were going through." In their research, Strauss,

Fagerhaugh, Suczek, and Wiener (1981) acknowledged the

"unrecognized work" of chronically ill persons who entered
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the hospital. These authors noted that the course

(trajectory) of chronic illness required an enormous amount

of work and energy in controlling symptoms and managing the

various regimens of the chronic illness, that were ignored

or disregarded when the patient entered the hospital, the

"work" place of the medical profession. It is essential

for the enhancement of family relationships and increased

family functioning, that nurses acknowledge the work of

families and support this diligence by placing confidence

in the expertise of families managing SCD. By assessment

and evaluation of the family as a system, nurses are in a

position to find ways to assist the family in shouldering

some of their burden, enabling the family to replenish

depleted energy.

The family work in the home management of the child

with SCD is an exhausting process that is ignored by the

nursing and medical staff. The nursing management of the

child with SCD should assist the family in their care of

the child, recognizing their diligent work, frustrations,

fears and expectation. The nursing process in the care of

the family of the child with SCD should include assessment

of home management so that recommendations and follow up

fit with existing family functioning and are appropriate

for their expectations.

Future Research

This was a preliminary study to describe how families

live with a child with SCD. There are many aspects of this
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common childhood illness which will require further

exploration and more systematic assessment to provide

clinically useful recommendations for nurses. With data

based knowledge, nurses can assist families in optimal

management of the problems experienced with this chronic

illness. Larger samples which provide the researcher with

a greater diversity of Black families will reveal more

comprehensively the hardships and coping strategies in

families who live with a child with SCD.

The following questions emerged in the analysis of

data from this study as potential questions for future

nursing research in this area.

1) What are the variables which affect coping

strategies in families of children with SCD 2

2) What is the relationship between the work of the

family in the care of the child with SCD and the

functioning of the entire family?

3) How do coping strategies change over time at

different points of the disease process, within

the context of the family life cycle?

4) Are there differences between the data of white

and black researchers who are assessing Black

families with chronic illness?
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SUMMARY

Sickle cell disease, like all chronic illnesses in

children, affects the entire family system. This chronic

illness appears primarily in Black families and presents

itself with a wide variability of symptoms. The Common

course for children with SCD is one of serious infections,

periodic painful crises, and anemia.

Semi-structured interview guides were used to obtain

data from eleven families with children with SCD in this

pilot study. The interviews focused on issues related to

1) the meaning of SCD to family members; 2) the impact of

the chronic illness on family members; 3) the response of

the family to SCD; 4) family resources for dealing with

SCD; 5) the family coping behaviors around SCD, and 6)

nursing implications perceived by family members.

Analysis of the data revealed six issues related to

the family hardships of living with a child with SCD, 1)

interruptions in the child's developmental tasks; 2) the

child's avoidance of role responsibility; 3) painful

episodes; 4) parental helplessness; 5) parental guilt, and

6) dealing with the medical community. Feelings of help

lessness were most commonly reported by families, and

notably the most difficult issues to cope with. The sense

of helplessness in these families revolved around their

inability to control painful and anemic crises and to
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prevent the possible morbid outcomes of this chronic and

life threatening disease.

Two predominant coping strategies emerged from the

discussion of how families deal with their "helplessness,"

1) working through the crises, and 2) giving the child's

illness a place in the family belief system. Families

described a shared, systematic regimen that was followed in

the home management and prevention of the child's symptoms.

At times the family "work" in the management of pain crises

would be in excess of three days. Families combined their

diligent "work" with their personal belief system or

philosophy of life to give strength, endurance and optimism

to this process.

In addition, families reported past experiences of

difficulty in dealing with the medical community because of

1) a lack of knowledge about SCD, 2) a lack of

understanding and empathy for the "work" of families, and

3) racism.

Finally, the methodological issues, implications for

nursing and recommendations for future research in nursing

are discussed. It is imperative that nurses acknowledge

the "work" of the family with a child with SCD, and

continue nursing research that will provide data-based

knowledge in the care of families and children with SCD.
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INTERVIEW GUIDE FOR THE CHILD WITH SICKLE CELL DISEASE

This interview will be done privately in the child's home
following interview of the parents/caretakers. It will be
explained to each participant that not every question will
apply to them and that they are free to refuse to answer
any question. These questions are meant as a guide; the
wording can be rephrased to improve understanding if
necessary.

Introduction

1. What do you like best about school?

2. What do you do for fun, when you are not in school?

Perceptions of Chronic Illness, Meaning of Illness

3. Do you know what causes the pain in your arms and legs
(or appropriate symptom experienced by the child) 2

4. Do you know what the illness is called?

5. Can you tell me what sickle cell disease is?

6. Do you know how you got it?

7. Do you remember when you were told you had SCD2

By whom?

What were you told?

Past Experiences with Similar Situation

8. Do you know anyone else who has sickle cell disease?

Relatives?

Friends 2

What happens to them when they get sick?

Impact of Chronic Illness on Child

9. How often do you get sick or have problems from your
SCD2 (use appropriate symptoms experienced by the
child).

10. Tell me what happens when you get sick, how bad it is 2

11. How often do you miss school because of SCD 2



12.

13.

14.

15.

How often do you go to the hospital because of SCD2

To the Emergency Room?

To stay overnight?

To the clinic 2

Call the doctor from home 2

What is the most difficult thing about having SCD2

Is there anything you feel that you cannot do because
Of SCD 2

What would your life be like if you did not have SCD2

Response of Family to Child with SCD

16.

17.

18.

Are there things that you are not allowed to do, that
you would like to do, because you have SCD2

Sometimes children with SCD feel as though they are
different from other children. Do you feel this way?

If yes, How so?

What happens to other people in your family when you
get sick with SCD2

MOther 2

Father 2

Sibs 2

Others 2

Family Coping Behaviors

19. When you are sick from your SCD, what things does your
family do to make you feel better?

MOther 2

Father ?

Sibs 2

Others 2
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20. (Using the response from #13) What does your family do
the help you with these difficult things that come
with having sickle cell disease?

MOther 2

Father 2

Sibs 2

Others 2

21. Who in your family is most helpful?

How are they helpful?

What types of things do they do that are helpful?

22. Is there anything that people in your family (specify
members) could do that would help you with the
problems with your SCD2

Resources

23. Who outside your family is helpful? (use examples of
teachers, preacher, doctor, nurses)

Personal Coping Behaviors

24. Do you believe in God?

25. Does believing in God, or going to church help you to
feel better when you are down or having problems that
are related to your SCD 2

26. Do you talk to your friends about SCD 2

What do you tell them?

Nursing Implications

27. Is there anything that doctors or nurses could do that
would help you with the problems of having SCD 2



APPENDIX B

INTERVIEW GUIDE FOR THE PARENT

CARETAKER OF THE CHILD WITH SICKLE DISEASE



INTERVIEW GUIDE FOR THE PARENT/CARETAKER
OF THE CHILD WITH SICKLE DISEASE

This interview will be done privately with each
participating family member in the child's home. It will
be explained to each subject that not every question will
apply to their situation and that they are free to refuse
to answer any question. These questions are meant as a
guide; the wording C an be rephrased to improve
understanding if necessary.

Perception of Chronic Illness, Meaning of Illness

1. When did you find out that your child had SCD?

How was it explained to you?

What were your feelings?

2. Before your child was diagnosed, did you know anyone
else who had SCD 2

Relatives?

Friends 2

What has their experience been with SCD2

3. What do you think (Child's name) knows about SCD 2

Who told him/her 2

What was his/her response?

Impact of Chronic Illness on Child Perceived by
Parents/Caretaker

4. How often does child get sick from SCD 2

What are symptoms?

Describe how bad it is .

How often does he/she miss school?
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How often is it necessary to take the child to the
hospital because of SCD2

To the Emergency Room?

To stay overnight?

To the Clinic 2

Call the doctor from home 2

Impact of Chronic Illness on Parent/Caretaker

6.

7.

What is the most difficult thing for you to deal with
in having a child with SCD2

How would life be different if your child did not have
SCD 2

Response of Family Members to Child with SCD

8.

10.

When your child is sick because of SCD, what do you
do?

Do you feel that you can control how sick he/she gets?
(can you do anything to prevent him/her from getting
worse?)

Who in the family takes charge, or is responsible when
child gets sick?

How do other family members respond?

Spouse?

Other children?

Other caretaker 2

What do they do?

Family Coping Behaviors

11.

12.

(Using response from #6) When faced with the problems
of SCD, how do vou go about day to day activities?

What helps get through the day?

What helps the whole family?

Many times when parents have a child with a chronic
illness, a great deal of attention goes to the child
in and outside the home. How do you deal with this?
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General Level of Family Stress

13. Overall, how would you rate the level of emotional
stress experienced by your family?

In One Small Moderate quite a lot

ReSOur Ces

14. From whom do you get most of your support within the
family?

15. From whom do you get most of your support outside of
your family?

16. What is your religious affiliation?

17. How important is religion in your day to day
activities?

very important

somewhat important

not really important

not at all important

18. Does your religious affiliation or personal belief in
God help you to cope with the problems related to your
child having SCD 2

Nursing Implications

19.

20.

What types of things would you recommend for other
families who have a child with SCD, that might make it
easier for them to cope with the problems related to
this illness in children?

Is there anything that doctors and nurses could do to
help you and your family deal with the problems that
are related to SCD in Children?
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APPENDIX C

FAMILY HISTORY AND STRUCTURE



FAMILY HISTORY AND STRUCTURE

(obtain from mother)

Are household members presently employed, unemployed,
looking for work, retired, or other? (stress,
resources)

Are any members currently not working because of the
care required by the child with SCD2

Who is the head of the household?

Are there extended family members outside the
household who participate as caretaker for the child
With SCD 2 (resources)

Are there non-family members who participate as
caretaker inside or outside the home? (resources)

Who takes primary responsibility for dealing with the
medical and nursing staff for the follow-up of the
Child with SCD 2

Do you feel that your total family income meets the
needs of your family 2 (stress, resources)

_more than adequately

_adequately

_barely adequate

_does not come close to meeting financial needs

Often times in families who have a member who requires
special attention for an ongoing illness, there are
frequent extra expenses for that care. Are financial
strains placed on the family income because of the
care required for the child with SCD2 (impact of
illness, stress)

If yes, explain.



Familycode Family members

FAMILYHISTORYANDSTRUCTURE (Obtainfrommother

Relationship
to ChildwithSCD

PersonCode
#

Sex

Age

Marital Status

s
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INTRODUCTORY LETTER

IMPACT OF SICKLE CELL DISEASE ON CHILDREN AND FAMILIES

Paula Russo, a nurse and graduate student is

conducting a study of school-age children with sickle cell

disease. Because you have sickle cell disease in your

family you are being asked to participate.

Ms. Russo would like to talk with your family in order

to find out what things are difficult about having sickle

cell disease in your family and how you go about dealing

with these things.

Ms. Russo would meet with you and the members of your

household, in your home, and the interview would require

about 2 hours of your time.

There would not be any direct benefit to your family

from participation in the study, but it is hoped that

information obtained in the study may result in an improved

understanding of the impact of sickle cell disease on the

family and the coping behaviors and resources that are

used by families with a child with sickle cell disease.

If you are interested in having Paula Russo contact

you to explain the study more fully, please leave your

name, phone number, and address.

Thank you.

Name :

Name of child with sickle cell disease:

PhOne Number:

Address:
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UNIVERSITY OF CALIFORNIA SAN FRANCISCO

KAISER FOUNDATION HOSPITALS

Consent to be a Research Subject
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UNIVERSITY OF CALIFORNIA SAN FRANCISCO

KAISER FOUNDATION HOSPITALS

IMPACT OF SICKLE CELL DISEASE ON CHILDREN AND FAMILIES

Consent to be a Research Subject

Paula Russo, a Nurse and graduate study in the School

of Nursing at the University of California is conducting a

study of school-age chidlren with sickle cell disease and

how these children and their families cope with this

illness. Because sickle cell disease is in my family, I

have been asked to participate.

My participation in the study is voluntary. If I

agree to participate, I will be asked a series of questions

that relate to my family history, my view of sickle cell

disease and how my family has dealt with the problems

related to the disease.

The interview will take about two hours of my time,

and will take place in my home. Ms. Russo has explained

that the information obtained from the interview will only

be used in the evaluation of data and that my answers will

be kept anonymous.

It has been explained to me that there will not be any

direct benefit from my participation in the study.

However, it is hoped that the information obtained in the

study may result in an improved understanding of the impact
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of sickle cell disease on the family and the coping

behaviors and resources that are used by the family with a

child with sickle cell disease.

Paula Russo has explained this information to me and

if I have any future questions she is able to be reached at

666 – 443 3.

My participation in the study is voluntary and I am

able to withdraw my participation at any time in the course

of the study without any effect on my family's health care.

Date Signature of the child

Signature of the parent or

caretaker participant

UCSF CHR approval number 94.1904–01
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APPENDIX F

KAISER FOUNDATION HOSPITALS

THE PERMANENTE MEDICAL GROUP

Experimental Subject's Bill of Rights



KAISER FOUNDATION HOSPITALS

THE PERMANENTE MEDICAL GROUP

INFORMATION ABOUT RIGHTS OF MEDICAL RESEARCH PARTICIPATION

California law” requires that a potential participant in a
medical research study or investigation be presented with
an "experimental subject's bill of rights." The following
list of rights and privileges is intended to satisfy the
statutory requirement.

Persons who participate in medical research, investigation,
or experimentation are entitled to certain rights, which
include (but are not necessarily limited to) the right to
be :

1. Informed of the nature and purpose of the study,

investigation, or experiment.

2. Given an explanation of the procedure to be followed

in the medical study, investigation or experiment, and

a description of any drug or device to be used.

3. Informed of any related discomforts and risks

reasonably to be expected from participation in the

study.

4. Told of any benefits to the participant, reasonably to

be expected, if any.

5. Advised of any appropriate alternative procedures,

drugs, or devices that might be advantageous to the

participant, and the relative risks and benefits of

these alternatives.

6. Informed of the availability of medical treatment, if

any, to the participant, after the experiment, should

complications arise.



7. Given an opportunity to ask any questions concerning

the study, investigation or experiment, or about the

procedures involved.

8. Instructed that consent to participate may be

withdrawn at any time and that the participation in

the medical study, investigation or experiment may be

discontinued without prejudice.

9. Given a copy of the written consent to participate as

a research participant, as signed and dated.

10. Allowed to decide to consent or not to consent to

participate in a medical study, investigation or

experiment, without the intervention of any element of

force, fraud, deceit, duress, coercion, or undue

influence upon the participant's decision.

* Health and Safety Code Sections 24170-241.78

3/24/81



- º : * ~ * * * * * ' ' - * - -y ---
º, Sº * , as . > * * ,

-, * -\ º, 7. //, / ; º J.J.” º: 1 º º --- * \, ºr {-, - ■ ºciº 3. 0.1% ºn, ■ º \
* * * > **'. * * * * * : * ~ * Nº. 2,

-* 4- sº, º/ f : . . . . . . . . sº %
-

– *-* * - - º -
- 'i .* º

s º, i■
* -- ºr-a cº '7. ) ■ º º 9. sº * C º ~, 1)

T º L. C. F. A ■ º Y º L º t / º º ■ º º, L. B. R.A. Rºy º | º, , V/J * , .*
- • * *-

- - * > º *s y - * -

| - * -., Tºº, º – 7. º a • * -
º

:: *, *, *; 17 º' * - / * -- sº ■ º; g in º. cº, * - s
~, °2. º * * *- '', º ~, º, s l *. —ºº, , , / ; , º, º gº o

* !... Sº ºf ■ , , (Y º, Sº -y -
* > t

- ** - / " ". . . . 2 . * * * *, * º ~ y, a -, * * * * - * -- *** *** -f- Jr. º. ºº - * !, "If?. I U.
*~ -*. J." ■ º / 7", ■ º . . . . . Sº &

-
4- _º tº *—” ■ º ■ º. If?. º -S º

- - ** s * --- *4- tº- tº Lº /~ tº tºº
* y - * * C

-

■ º *** * º, | -- r- -- º, --
- --- r * sº y -- " - . . ; | ~ : * ~ º ~" -: , ,”

ºvuºi º º■ ºut ººs -/C
* - *** º - ** ~. '■ º

-N- --, . …" * - º ~, ^+ º- ~,
+ * * * * * * * * * * /. , , , ; , ") *> --> ~y º

º, ~ 1" yº ■ /º ~, º ~ * - -
-

º *- : * * ~ *- : º' - * * * * * 7- ºr ºf º-, * . * -º ºw - -
º * * * - & A. *

7//, -, *, *. A
*- : 4. º & º *_ " -: , '■ ..?'', ‘Lº’ “ º 2 -- ** * * 'º' *** : * ~

> * : . - *-* -- º *-- º ! ..
- * Nº 1. *-

º - ^ - sº ºn -*. -º, # /
-

-----
'le tº tºº

- º ** ( ) ----- * %, - r

º, [ ] sº 7~ s – º f l º sº , ■ º º s*- y • * --- - º - - - - * * - * * ■ º -->

º // ^2, -* – º A. R. v \, , ; 17 º, º º *
t ( %. º A lº■ v ºf ºl ”, º

* I 2 * , lº º, sº º, sº º, ■ º º sº
--- -

º, -º * * * * * ■ º *2 º' 7- - ºf ~ Cºy'■ ºl/2-■ / º J
-

s y- - - - - - - - -
{}, . * - * * * ~ *- : * ~ * º - ~ y, ºr *** - -, *, * Cº)

-
* * A.//º, tºo S & / ...Nº º, Cºyºtº is *. sº º, .

-

* *. O)) scº º *- - * y) sº º
* * * * * * * ~ * º' -- ** - 2. ■ º ºn. Tº sº. - -- ■ º-r º ~ ^. ºº L. Jº *** s Tº tºº sº […] "… . Tº

e- * , —º * -> x- ‘… T-
- - -> 2.

T
- ‘. . r e- * * ~ *e- * > * º - * * *-w ** s º --- ---■ ~ * { -> y 7. º º

-
; : : - ** ~ * †. - - - ** * * * *--- 7 / *** * * * ■ º vºjº in º. -. - ** t // *... º A. ºf v ºf El T

. -- Ll * * º --- ~, *. * - - - - - * s ~,

º, -º
-

dº º º■ º º º■ º* * * -- - - * * * * - - *-* *** * -- - º - - * * - : *

§ 1. Cº, ■ /º. 9 ºr 2. -
.S. & º//º Nº. 4 --- zº, --- *.* *- ~ * * *~~ - º,

• * º .* ** O))
* * , e- -

* * * º * Sº • *. º *[ ] º, Lie RARY is ■ º /
- * - - 'º

*
º -

*** {y * º ‘... )
ºn 2 4. * º -- º, L13 ■ \ R Y º —r-- º t

| *
*

| *o _* ■ º _* a rº ~ 'o
—r-- º * ~~ * , * * º - -

- * - - - * "... |-
-

- , , , * -

. . . .N. º. º, | || sº * "…t-- S \º, º in 'º & TV ■ y *. T S
-> v - G | 1 º, *.

/ º » * t C.*/

->
~

--

º
- ze -

* * * * t * } - *
~, -* * ---, r S.

-
*** - ?

* * tº sº. - tº - , -
º - -º- 42. LNS

ºº//ºC, ºs º, ºr 3 *//*Q 2. Sº, ■ º gº
-

sº, º/7.7/7c,■ º -S ºr *- is *, vºyº tº sº º
-

--- -- º º _*- y ~ º

-

}) º & "o. 1 G R A. Q Y º º O))
* ** y

* * * ~ , º T- °, vº tº wº* * ~
- *- * * ,

- r S
* º

- º L. : … *2. L. ~ -->

º is º' º, º ºg in º is . .
* º ~ ”, -> * ºt * º >1. -> * * * 12, Nºtº ■ ºlº 'º

~, º re-"
.* * * * * * * * * ! - N *y

-

W. - - - - - - cºlº/ tº º yº/ 7/5 ºf
* *- _S º C 7/■ , 7 º'■ ■ º º .." º

-

sº *~ **

º *2.
*
))) º J. _*

-
t 4–2 º

º - * º º,
-

-
º, t A- º ■ º- º,

* 3. R A. R_ sº L. * -→ º -> | || ºr is " - *

-
sº

-

o, | r - *
-

u J . Sº
-

L–
**-*

*

s: . .
* º *~ * *-

t * 3.
º 2. - ‘.… f º -> º

fºr- | º ■ º- ”, * I ■ º RA R_Y …sº Lº º }, º º º–– º,
- –2 - y

Tº º gº

º * * * ~ º F- º, L■ B R ARY
»- * , - * * ~ º º, _º * º, ºr -

y º sº -- º, L- º c-, 1/-, t */ *
- sº * Tº º Q Tº º ºi■ º' s sºvº gº º- ( º, ºv º, sºt

- w º º -

• * º, tº * - ■ º !, Nº. º
-- - - -

º, º

– -
º, º cºlº■■ º º -Yº, ■ º º, , ) * > tº 1/º º

ºº/7 ºv & Cº. -* A * *, Qº■ fººtºº -S º 4- * * *.

-
--> º º, })) s º º is ■ ' A R_Y 'a. O)) º *.

3 RARY Sº ---
| º, * /* ~ * […] º, \tº rº º º, ~-, -*– *

- º &
-- - r - - -

º| || º º *... ■ º sº
-

r º º º F- º
~ * - - * - J - - -

*z, - * -- --- TO º' -- ºvºid in º. -- *T/( ºr sº

º
-

-
-

º, sº () lº, ** ■ º ~, º, sº W. º, sº {} º ■ º º* - - * -** * - • , ,-,- *. - - - - - -2. 2,' ' - * * ºf- ?, ? -- *, *. - -*-* *- * * -

º º, *
º / tº ■ º. º º °, º —t º *- º 7. º t º º º º,

-- º- 4 - º º * 'o. - * -tº RARY sº º J/? * – Library sº º, O))
–– º – tº º | | * t’’ –” Sº ■ º*— ”. * * ~~ * º
[ ] …, ‘. s

- º ~

º

---

---- º,
-

*
- 2 *

| r- * * > a º x * >
y * --- *

* (*ºvu u in º is cº-º/* , T
* *

■ r , - * . ■ º- -- - -
ºr | º º ºf . ~ *

-- - - * s * - - - ~

*- º " --' º Aºvº º in º. sº i■ ( s9, º t !
- * } --> - º, *** ºt * º… ■ º- º sº

-

*/ sº ºr , , , , , , 2-, º, sº ~, *— 4 º'
-

*A*. I º * 2 º' * * * ■ - *, *, *, *- ** 17 º'. 2./?" / ºr ** º º !//, / / // -: *.*.* s t
--

\ Nº º, Cºy ■ ºlº Sº, -■ -
º is º º■■ º sº,

º … º ºr ) sº intº º
- * : * * * * * * * *- __ " - - - v. * -º - - ---- s".

* * * ~ * Sº r — º, * 1. i. 5 RA Q_*: cº --- º * * * ~ º *— * L! tº RA R_Y sº L | º,
T *—a 1. |

-
* } -

> | || º, T- sº u J * ". |
** ~

-
º,

- * * y º *
-

-- 'º. - & * y- an º-' s -Z// *…* * * > * > v \, g : -, *,
.

-
º º *

* * /
-

* t- ?

º ~ * º, sº , - - ^2. -> \ /(
- * - _ 1 - …" * - *_ _- - * †. --



> * * * *… ~" 7 ºt,
~, *1, S ^* - - - - "12 º'

-

* Z, Sº * \}} ; : * * *2 º'
-

* S º ***** * > * * * *

* * * **** * * * * * * * * * ºf wº ºl/?ºl■ /-/. 2. º
- - - - - - - - -

0.0)'■ ºl/ / / " .~ y,..., I/? C. W. () -" - - *
Ç

- - ); //, /*C. º. i.) -- * -*- º 7.1/1■ º sº ºf sº tº º º'Clºy. i sº º O
* , ■ y º sº *A O

1-, *~ º º, * «- º O) º- -
** * , º,

-
w sº

| °. L! [3 *
A R_Y º —r- º, t- /2– sº T °. Ll {} RA. Q_Y º [...] º, º | 3. _º- * - - -

º', ; L r- º L. º _* –– º --- º *. ~ *
- - f ** • * º * * * - º, * * º ~- -

§ 1 I º º - ■ ( º'-' s sº vº■ J 17 *. sº ~ ■ %, º A v.* * -> - - -

,- º, S-
-

*... Sº º, ºr - "...sº tº sº y
'', ''{ *z, S. * * -º gº 21/1.4 ■ ºlº ( *2 & * *.* tº º

* * * * 2. * * * - * * * 7. J - ºf 4-f. º ºw º * Z// *** *** * * * & Cº.
-ºf sº, Cº■ º■ ºvo sº, º sº, Cº■■ º ss &

º * * , *- ~ * O 7) * **, *- º “º.– sº º, L. B R A R Y º º //~ & º, L. B R A R Y sº [-r-, *,
º T - * , * | | ^, g ºr * , * "osº --- >,

- *- O- cº -* - º, C º
- - r-- … Sº - * o r- º º,

ºvgorº Hºls - C º, ■ º sºon * Lº s º■ C º* º --
sº

º* Sº y 2-y ººf º ~, º *

ºs (". º, º º■ /º ºf cºº
S. *2, , ■ º 7", 1/7." (TO Nº. * º § %. C ■ lº, ...'': ■ º º

~ * se * º º -

º º º º º, o 2 º º, tº º º

'º. ...) 5 sº T °. 8. RA R_Y lsº fºr- º, a * / º' ■ º- º, L! 5 RA R_Y , ºr
* º sº - - º, --r- .* * L. J º s -*--> vº, -- º

r * , [ _l * , º *… L. s — , , , °. [ T sº Avvº■ J 17 º, L. º c
º'-' sº ºvºi gin º • ‘I■ ( * - sº ** *2, sº

- -->
- - ** wº S- *

*2. Sº sº * … ." * gºlf /º º, S.
-- y -- (7.7).J.'■ 11./ / /* 2s.

- * - - * . 0.357.7//?". º'(-
- * * * *

". . . J. º yº). º' ( - sº C).7////nl/■ cº .S & ...sº º cº,

Ole Lières tº 22- - -
. . . Y. sº

--

l º, O) s º, Ll f} RA R_Y sº º, t / 4–2 º […] º,
| wº- º- 28 - * º -- sº Q- ~ ~~~

º º C. T º f L sº y º [. _j &
* -

º,
sº cº, * T is sººn Lºs (/ % -- ºvug in º.

- - n_º t º 2. º, *! -- f --> º ~,

-- *r - * . . ." º, ºr S.
* ** * ºn tº , ■ º , , ; * *

a wº - tº a ^ 2 & º ºg -----, *, *** **** * > }}}'}\}l,'? . !' -
cºncºco º º º, c. ºgº sº, º º

~~ sº º S (■ º sº º * * * -

* , - º * > * * * * O
-

** º, ) n º
n ”, Li C. RA Q_Y sº —-- º, O) 2 sº T- ”, L. B. RA R_Y º L. ”, 4- /~ wº

- º < . + * º C ~ *gº º L– º * %2. Sº Aº vº; 3 in ºr is cº- 'º -- S -º
*, * !C **, * */ t

tº 1 º
jº

!

- **. * * } º
~, 72, Sº * -

-
~, 'a. Sº 2-y **, * * *

/ºC, º
*

* > cºwº/ ºC "o. Sº . F-º-º- º, º Cº.* ~ * * - * Y,7//, /-/- ºr ºf Cº º * •- A- (*).7//, //, // Cº. & 2
- *- Nº º * * * * º/?ºlºd -S & *- • ‘71. * > *.

* * **, • *. O / n sº "o *- º “…
~ º º, L. B RARY sº tº º * // -2 lº […] ”, Li BRARY sº [- º,º - * *-*

T º
-

| --- º º, --- _º L. º, […] º --- •o --- _º [...] º,** f w -
º

- -

º * * y * - .
j > * : *. * | || S- * . , 7. 7. -----' as

- º L
-

| Sº *z.ºvº. 9 in º > * (/C … ºvug■ °, 9° *T/ º
--- ~y 4, sº

º ~ *s ºf ~ ºf 21/?? / / /* *2 º' C■ .7 *'.) Nº. 1 ■ ºf{ -- -
{}_1,\!.

- WZ'º - - -- - - - - - -

-
0.2".) I, l, 'S' is *. cºnciº U. º º

-

Sº .S. *4.
*
º * * * ~ *

- a ~ *9. & 4.

* * ■ º º º º ‘a o º rº * s

| º ..) 4– Sº [- °, LIBRARY s L_ ”, º
/2_ sº […] *, L. B R A R Y -

-
* - ■ º- sº ---- - 'o --- ~ * C. T _º ---, - 'o —r-- º* * º

- r - " r- * *
-

º
- ~ , a

y * * - sº ºvºi g|T *, L. J s ºf /(' º, --' s ■ ºv’s gº º L. Jºs
Q. sº t *oy -

º +. !, * º 7, > *
12, N- º 12 º' -Y

-
12. N ºf , º, . //, º 'o Sº º

*
* > 0.05 ºut 1/2 'º - 2.S. * ---, -, -- * > 0.05'■ Jºl■ / //?” º * * *'''Clººd & ºt

- - ! _º tº (7///7.7//clº■ iº sº º
y ...Nº º C º

º *º ** -
º º º,

* *~ -º- º,
* -- º, p -** 0. - - - - .* º Dy n Sº *…* º

* {{Y ”, J/1 FOR REFERENCE | ‘o. a. * * ~ *

º
º

-

-

º
º º

*2. º […] º,
º-* -- yºf *... […] c. […] sº °,* * ~ ; , , * t r º -* --

- - *…(/( * - 2 º' -- ~ ºvug in *.
º ~y *

º, sº “º sº ~,

ºncºco º tº gº dº/º
vºy, wº is a sorro be taken FROM THE ROOM “º" - “... *-

º - -

º 1- ***e - ar º *º, L. BRARY sº ■ ºlº & ... • * * * R Y sº ■ º º O) 4–2 º'

| º, L r- s' L. Q- º * -- ~~, - ºr-- º L. º, [...] _*f * C. º - + .S. * * * -

g in º. sº º/C %2. ■ T s Aºvº. 9 T * -- -: (C º' -- sº *
/ºo º, sº ! { . º ºn.//?o ºsº "…sº cº

º ** - - - - - -- * - . . . / ?/l'.A. J. " - - - - - - - - -- *-

t
S sº, Sººn, 1■ . 0 -S º

-

Sº is *. Sººn, ºp -S º
- º º, &- *3. º * -

º º “k, ** *.. º º c a y .** 4.
~ sº […] º, Li BRARY sº [-,- º, º /2 - & ■ * º, L1B RARY sº fºr ”,
n º

- –– - º —r- 9 | | | *. & ---
-

o, --- º Lºl
t º,lº

-

12 Lºl
* y 7.

-
* ... º L.

º, - . .” ººrºgºi º º■ º'-' ºrgan º-, -10 º...Sº ºz º.º. * º, sº ºa, sº -y
-, ºr , ■ º ºf C 7 - "...sº ºn ■ ººn ºf C. r.



- - - -
--

-
-

--~
* -

-º-º: º
-

º ºº
º

-
- -

* - - - * -º------
-

* - - -
- * - º

----º
-

- -º

-
-

-º
- -

-

-

--~~~~
------

--
- -

-º
- º: "º
ºº

-
- -

.

-




