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FROM EARLY TWINGES TO MASTERY: THE TRANSITION EXPERIENCE

OF WOMEN LEARNING TO LIVE WITH RHEUMATOID ARTHRITIS

by

Muriel Peck Shaul

Abstract

A triangulated, retrospective and prospective two phase design was used

to describe the impact of rheumatoid arthritis on women's roles; their quality

of life; and the transition process of living with rheumatoid arthritis. In

Phase I of the study, relationships among indicators of quality of life and

predictors of increased depressive symptoms during a three year period were

identified (N = 422). Women who reported increased depressive symptoms were

six times more likely to report loss of important activities, five times more

likely to report loss of work due to disability, and four times more likely to

report loss of a spouse (CI = 95%).

In Phase II, thirty women, who experienced loss in two or more

indicators of quality of life representing physical, psychological, social, or

economic function, were interviewed in their homes. The women described

the experience of living with RA as a transition process. The first stage,

“becoming aware”, was characterized by physical symptoms, trial and error

treatment; frustration and despair. The stage of “learning to live with it”

followed, which evolved into mastery in managing illness and role demands.

Women developed patterns of coping that included “listening to the body”,

“pacing oneself”, “keeping a positive attitude”, “asking for help”, “adapting

the environment”, and “pretending”.

Significant life events, such as loss of loved ones, relocation, changes in

lifestyle, and physical or psychological trauma, marked the transition process.

Twenty-nine of the thirty women interviewed attributed the cause of RA to

º
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stress, believing significant life events either caused or exacerbated the

illness and had a significant impact on daily life.

The women learned to manage their illness with minimal support from

community-based professional services. Assistance with coordination of

community-based services, education about available resources, symptom

management, emotional support during periods of crisis, and health promotion

would facilitate the development of mastery and improve the quality of life.

Future research must identify and test nursing interventions aimed at

facilitating mastery and improving the quality of life; and, explore the

relationship between stress, illness, and the mediating effect of supportive

guidance during periods of personal stress.

-
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CHAPTER ONE

RHEUMATOID ARTHRITIS, WOMEN, AND THE QUALITY OF LIFE

Living with rheumatoid arthritis (RA) involves a constant struggle to

balance the symptoms and physical limitations of the disease with the demands

of daily living. RA is characterized by remissions and exacerbations which

produce uncertainty about both the short- and long-term future. RA can be

described as a transition experience given its uneven, unpredictable course,

the degree of disruption it produces in everyday life, and its influence on life

over time. In this context, transition is a passage from One phase to another

through which the individual emerges changed by the experience. The daily

management of RA, like many chronic illnesses, becomes a central focus of

one’s life (Strauss, Corbin, Fagerhaugh, Glaser, Maines, Suczek, & Wiener,

1984). Living with RA can be seen as a process through which the individual

must redefine life goals, dreams, and aspirations, emerging from the

experience with a presumably changed interpretation of what constitutes

quality of life (Anderson, Blue, & Lau, 1991).

Purpose of the Study

The purpose of this research was threefold:

1) to identify those aspects of quality of life that exhibit the greatest

change over a four year period in a sample of community-based women with

rheumatoid arthritis; to describe the relationships among these aspects; and to

determine the ability of indicators of these aspects to predict an increase in

depressive symptoms;

2) to examine the experiential aspects of living with RA during the

transitions that occur as a result of the disease process; the impact of RA on

women's roles; and the coping strategies used at different points in the

:



transition process; and,

3) to identify resources which were perceived to support self care and

improve the quality of life for women with RA.

In this first chapter, I will describe the experience of living with RA as

a transition process, the impact of this illness on the quality of life, and the

significance of the findings of this study for nursing.

Transitions--A Unifying Theme

Rheumatoid arthritis is more prevalent among women, thus, studies of

RA are defacto studies of RA and women. However, few studies have examined

the impact of RA on women's lives over a significant period of time (Leslie &

Swider, 1986). It is not clear how women experience this disease at different

stages in their lives, nor how the progressive nature of the disease affects the

quality of their lives. The course of RA is difficult to predict, as are the day-to

day physiological changes that occur. Because of this characteristic

unpredictability, living with RA becomes an ongoing transition process. The

disease may be severe in the early stages, it may be controllable, or it may

become disabling or severe later in life. There may be periods of flare

alternating with periods of remission which require alterations in the

patterns of daily life. These alterations often become permanent as a result of

muscle weakness, loss of joint mobility, and continuing fatigue. A woman may

be forced to leave work for a period of time, may be able to return to work at a

later time, or may never return to paid work. With each flare, there are new

insecurities, and new questions about what the future may be like. The

chronicity and unpredictability of RA produce uncertainty, adding to the

stress of living with the physical symptoms of the disease.

When one has a chronic illness such as RA, there are few markers that

provide the comfort of knowing or estimating the outcome (Thorne, 1993).



Each person experiences the disease differently and each response is

influenced by biological, social, and environmental factors (Corbin & Strauss,

1991). Thus, while the disease process and sequela of disease-related events

can be described on a probabilistic basis, each person responds differently,

making prediction of individual outcomes difficult. Living with the

distressing symptoms of the disease and its unpredictability, its chronicity, and

the interruption of everyday life presumably would negatively affect one’s

quality of life.

Rheumatoid Arthritis and the Quality of Life

Quality of life is a complex, multidimensional phenomenon which is

subjectively defined by the individual and influenced by context, world view,

values and beliefs (George & Bearon, 1980; Levine, 1987). The study of quality

of life among all persons, but especially among those with a chronic illness, is

complicated by individual differences in lifestyle, disease and health states,

interpretation of and meaning attached to disease, responses to treatment, and

personal and clinical outcome goals. The definition of quality of life is also

influenced by the frame of reference of the person defining it (Barnett, 1991;

Stewart, 1992). Although researchers and clinicians do not agree on what

constitutes quality of life, there is some agreement regarding common

indicators of quality of life (Flanagan, 1982; Laborde & Powers, 1980). Thus,

research designed around a specific group, such as women with RA, will

provide insight into how women cope with the challenges of living with this

disease and the influence of RA on their perceptions of quality of life.

Rheumatoid Arthritis and Women

Women occupy multiple roles as mothers, spouses, caretakers of the Old

and young, wage earners, community members, to name a few. The demands

of these roles vary over time and among individuals, becoming more complex



and challenging during periods of illness. Rheumatoid arthritis strikes

during a woman's most productive years and continues in an unpredictable

and uneven manner throughout life (Pincus & Callahan, 1986). The

ramifications of a chronic illness such as RA are significant in terms of role

demands and the ability to meet one's own needs and those of others (Reisine,

Grady, Goodenow, & Fifield, 1989). The effects of RA are cumulative because

women whose onset occurs in early or mid-life may not be able to prepare

adequately for old age from an economic standpoint and may require more

health care and supportive services than women without RA. The woman

diagnosed with RA in her forties may experience early withdrawal from paid

work as a result of physical disability and greater losses in social and

recreational activities than a woman without RA. For elderly women, the

ability to maintain independence and care for oneself is of paramount

importance in maintaining an acceptable level of quality of life (Minkler,

1990; Minkler & Stone, 1985). Thus, the combination of age, gender, and the

effect of chronic illness coalesce to constitute threats to self-care, social

relationships, and self-esteem (Cohen, Reese, Kaplan, and Riggio 1986);

premature withdrawal from paid work (Yelin, Henke, & Epstein, 1987); loss of

meaningful activity, and increased dependency.

Epidemiology of Rheumatoid Arthritis

In the United States, approximately 37 million people are diagnosed with

arthritis. Depending on the sources of data used, it is estimated that

approximately 18 million have osteoarthritis, 3-8 million have rheumatoid

arthritis, 2.5 million have gout, and 8.5 million have other types of arthritic

illnesses (U. S. Department of Commerce, 1986). Rheumatoid arthritis, the most

disabling of the common arthritic conditions, involves all racial and ethnic

groups, occurring in 0.3% to 1.5% of the population depending on the criteria



used for calculating prevalence (Arthritis Foundation, 1988). Because women

are three times more likely to be diagnosed with RA than men, they represent

75% of the 3-8 million persons with RA or approximately 2.25-6 million

WOIIle11.

RA is a systemic disease which is thought to be the result of an

autoimmune response (American Academy of Family Physicians, 1990;

McCance & Huether, 1990). It typically affects the joints, causing pain,

inflammation, swelling and deformity. Fatigue, weakness, and general malaise

also occur with the joint and muscle symptoms. Of the conditions with the

highest risk of disability, RA places third, exceeded only by amputation of one

leg or both legs and lung or bronchial cancer (LaPlante, 1989). Changes in

one's ability to manage multiple roles presents significant challenges in

everyday life and increases the number of activities lost due to disability.

Disability associated with RA has been studied from several perspectives,

including physical function, psychological well-being, and economic impact

(Lubeck, Spitz, Fries, Wolfe, Mitchell, & Roth, 1986; Meenan, Yelin, Henke,

Curtis, & Epstein, 1978). However, few studies have addressed the impact on

quality of life over several years; fewer still have explored how the experience

of living with RA affects women of different ages and how the experience

changes over time.

Research on Women

Research on women and women's lives is generating much interest

among a variety of disciplines. Clinically oriented research traditionally

involves only male subjects but the conclusions that are drawn from this

research have been applied to both genders (DeVries, 1991; Kirschstein, 1991;

O'Rourke, 1984). The study of women, their lives, their illnesses, their

tragedies and triumphs are fertile ground for exploration. Women continue to

!



be in the majority as they age, with life expectancy for white women at 78.9

years and 75.6 for black women compared with 73 and 68.4 for white and black

men respectively (U. S. Bureau of the Census, 1989). Women live longer than

men and incur 40% more chronic illnesses and the chronic illnesses they

have are more likely to be disabling, potentially increasing dependence in

older years. Women's health issues are biologically complex and evolve over

time from those related to child-bearing in the early adult years to the

concerns of chronic illness as they age. Thus, research about how women live

with a chronic illness such as RA, will provide information for nurses and

Other health care providers about the timing and appropriateness of caring

interventions.

Significance to Nursing Practice

The experience of living with RA is one of change and transition which

is manifest in physical, psychological, social, and economic dimensions.

Understanding the impact of this prototypical chronic illness on the quality of

life; the challenges presented by the disease process; and the support needed to

facilitate coping with the demands of daily life will add to the knowledge base

that guides nursing practice. This knowledge is essential in providing

appropriate and sensitive care that is grounded in everyday life.

The care and management of RA is largely done by women themselves

at home and in their communities. Nurses and other health care providers are

less apt to be involved in this everyday experience, except on an episodic basis.

Thus, community-based as well as institution-based nurses will benefit from

knowledge of how women live with chronic illness at home, at work, and at

play. Nurses are uniquely suited to support and guide persons with RA in

“learning to live with the illness” and to help their patients help themselves

to better health. Nurses and women with RA need to raise the awareness of



the general population, as well as, health care providers regarding the impact

of this chronic illness on women.

Nursing is concerned with the interactions between the whole person

and the environment, and the impact of these interactions on health. In the

context of RA, person is the individual with the disease. Each person

represents a unique constellation of social, cultural, developmental, and

physical characteristics which influence awareness and perception of disease,

and patterns of responses to the disease. The person, embedded within and not

separate from the environment, is assisted through an interactive process in

discovering acceptable responses to the illness experience.

Chick and Meleis (1986) state that one cannot attend to all aspects of the

individual simultaneously, but by recognizing the experience as a transition

process, one that is inherently dynamic, the nurse can anticipate points in the

process of increased vulnerability (p. 248). Nurses can then focus their care

on those points by providing anticipatory guidance and support, reinforcing

strengths and coping strategies, modifying situational, environmental, and

relational hazards.

Community-oriented Primary Health Care

The principles of community-oriented primary health care provides a

philosophical perspective for this study. This perspective locates the

identification of problems and solutions among those who encounter them.

Women in this study shared their knowledge and experience about living with

RA, which framed the recommendations made in the final chapter. Women

have not been consulted regarding acceptable and appropriate therapies and

have not routinely been encouraged to seek alternative forms of care that

could augment traditional medical management. Thus, it is my intention that

this study shed some light on the everyday experience of living with a chronic

*



illness and that the knowledge generated from the study's participants form

the foundation for a program of research aimed at improving community

based nursing care with the chronically ill.

º
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CHAPTER TWO

BACKGROUND AND REVIEW OF THE LITERATURE

Transition theory has been chosen to frame and guide this study

because it is congruent with the unpredictability characteristic of RA. In this

chapter, transition theory will be discussed in terms of its applicability to the

study of women with RA, and pertinent literature exploring quality of life

among the chronically ill reviewed. The research questions that guided the

study are then presented.

Transitions, a Theory of the Process of Change

Transitions can be initiated by developmental (Dixon, Dixon, Spinner,

Sexton, & Perry, 1991; Mercer, Nichols, & Doyle, 1986), situational (Aroian,

1990; Dimond, McCance, & King, 1987) and health/illness events (Catanzaro,

1990; Chick & Meleis, 1986). Developmental transitions are those that occur

predictably as part of maturation (Baltes, 1987). Situational transitions are

those that involve changes in one's living, work, or family situation

(Schlossberg, 1984; Silverman, 1982). These may include relocation,

immigration, divorce, job loss, and the like. Health/illness transitions involve

the change from one state of health to another (Chick & Meleis, 1986; Corbin &

Strauss, 1991; George, 1982). Transitions can occur at predictable

developmental milestones, can be precipitated by an unexpected crisis, or may

be a more gradual process from one state of being to another. The consistent

thread in all transitional experiences is change; change to or within the

individual and/or the environment (Bridges, 1980; Chiriboga, 1979).

The word transition stems from the Latin trans which means across,

over, beyond, or through (The American Heritage Dictionary, 1969). The root

word conveys movement and change. The word transition then is defined as

22
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10
“The process or an instance of changing from one form, state, activity or place

to another” (p. 1364). One of the earliest applications of transition theory was

by van Gennep in 1906 (Chiriboga, 1979). Van Gannep (1960) described three

stages of transition used by agrarian societies to commemorate the

developmental passage from childhood to adulthood. Called "rites of passage",

primitive societies marked each stage with a public ceremony. The stages

were labeled 1) segregation, 2) liminal or transition, and 3) incorporation

(van Gennep, 1960). Segregation referred to the actual separation of the

individual from the rest of the society in preparation for the transition from

One stage to another, This was followed by the liminal phase or stage during

which the individual is neither what he or she was nor is what he or she will

become. Finally, the period of transition ends with the stage of incorporation

which is the point at which the individual has embraced the new identity.

(van Gennep, 1960).

Tyhurst used a transition framework in his studies of retirement,

migration, and disaster in the 1950's (Murphy, 1990). Other social scientists

explored the process within the context of bereavement, maturational, and

health/illness induced changes (Catanzaro, 1990; George, 1980; Golan, 1981;

Parkes, 1971; Schlossberg, 1984). Tyhurst described the first phase of

transition as a period of turmoil in response to a major life event such as

retirement, migration or disaster. This first phase requires the individual to

re-address previously held assumptions, attitudes, values, and behaviors

related to self and the interaction with the environment. This is followed by

disturbances in bodily functions, symptoms of psychological distress, and

finally an altered perception of time.

Silverman (1982) defined transition as a process occurring in three

parts: 1) a period of disequilibrium caused by an event or events; 2) a



11
resulting role change and 3) the occurrence of change over time. Silverman

states that the focus must be on the change itself and the process of change,

which is the movement from one situation to another. This process, initiated

by a disequilibrating event, includes stages through which the individual

evolves over time, emerging at a new level of functioning.

Chick and Meleis (1986) defined "transition as passage from one life

phase, condition, or status to another" (p.239). The key concepts in this model

include process, disconnectedness, perception, and patterns of response. The

transition process begins when the individual becomes aware of and gives

meaning to the transition, followed by a period of disconnectedness, ending

with the re-establishment of a stable state. The process varies in duration,

may end with re-establishment of stability or may be ongoing, particularly for

persons with an illness such as RA. Schumacher and Meleis (in press)

expanded on this conceptualization by identifying defining characteristics of

transitions as "emerging life patterns" and "new identities". These concepts

are further delineated by meanings, expectations, knowledge and skills,

person and environment interaction, and physical well-being. The transition

process yields patterns of responses in three domains: emotional health, level

of mastery, and well-being of relationships. These elements suggest a complex

phenomenon which incorporates context, individual meaning, and person

environment interaction.

Similarly, George (1982) noted a shift in emphasis from change as crisis

to the more neutral view of change as transition. In this view, the antecedents

and consequences are not necessarily negative. Growth can occur and the

individual may still retain a sense of well-being whether or not one is restored

to a previous level of function. The intensity and duration of the process will

be influenced by the meaning the change has for the individual, the severity

==
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of the event that precipitates the transition, and the context in which the

change occurs. Golan (1981) defined transition as "a period of moving from

one state of certainty to another, with an interval of uncertainty and change

in between" (p.12). Transitions can be also categorized by time periods or

developmental stages, by role shifts, and by marker events.

Although Corbin and Strauss (1991) do not use the term transition to

define or describe their trajectory framework, they created this illness

management model around a central assumption “that chronic conditions

have a course that varies and changes over time.” (p. 156). This course is

shaped by the meaning individuals attach to an event, personal biography,

resources, technology and disease management (Corbin & Strauss, 1988).

Corbin and Strauss developed a nursing management model based on the

trajectory framework to assist nurses in providing care to those with chronic

illness.

Common themes in the definition of transition include a precipitating

event, which initiates a period of instability that is followed by a period of

stability or restabilization. The individual alters behavior to adapt to the

changing situation or condition and emerges from the experience with a

revised identity. Transition theory is grounded in developmental, adult

socialization, change, and role theories.

In the next section, I will discuss an health/illness model of transition

that is grounded in change and interactionist theories. This model is selected

to guide the study because it addresses developmental, situational, and

health/illness transitions from a nursing perspective. (See Appendix A for a

summary of definitions and concepts of transition).

A Theoretical Model for Health/Illness Transitions

Chick and Meleis (1986) described an health/illness model of transition
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that is applicable to nursing practice. The major components of this model are

process, awareness, perception, disconnectedness, patterns of response and

health outcomes. Process refers to the dynamic nature of a transition

experience. It has a beginning and an end yet the characteristics identifiable

at one end may not resemble those at the other end. The process is ongoing

and the completion of one transition experience does not preclude the

beginning of another. The person's responses to the transition are influenced

by contextual, situational, and biological factors. For persons with RA, the

process is ongoing and unpredictable. It is not bounded in time, occurring

unexpectedly at times, and may or may not end in a remission. Living with RA

for some involves daily adaptation and adjustment to the demands of symptoms

and to be able to meet one's daily obligations.

The transition process begins with awareness. Awareness is

characterized by the recognition that something is happening, that a change

is occurring. A person who is actively denying the severity of a symptom or

attributing the pain or unrelenting fatigue to some other cause, is not yet

aware that a transition is occurring. Chick and Meleis (1986) described this as

a pre-transition phase. A person demonstrates awareness when one seeks

medical attention for the symptoms or acknowledges that something is wrong.

Awareness and perception may occur separately or simultaneously

depending on how one interprets changes in bodily sensations. Each

individual attaches particular meaning to an event or situation. For example,

one may find the pain and morning stiffness tolerable but the fatigue

intolerable. This is an individual perception, grounded in the interpretation

of sensations and events and the meaning these have to the person at a

particular time.

Disconnectedness is the period during which one's sense of stability or
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predictability in daily life is disrupted. For the person with RA,

disconnectedness may last for many days or months or may be continuous,

including periods of remission, since one cannot predict the next flare up of

the disease. The disconnectedness assumes a primary place in daily life as the

person with an active flare attempts to attend to self-care needs, role

responsibilities, and relationships. There may be a withdrawal from activities,

social relationships, and work due to limitations imposed by the disease which

then reinforces the sense of being disconnected. Through this process, the

disease assumes a dominate place in the person's life.

The fifth component is termed patterns of response. These patterns

constitute the behaviors that are explicitly elicited by and directed toward the

symptoms, situation, or event. The responses may be functional or

dysfunctional but constitute a pattern and are specific to the transition

precipitating event. For the person with RA, these patterns may include

changes in role performance, changes in self-esteem or self-concept,

depression, or symptom specific behaviors such as guarding against

movement in an affected joint, rest periods, application of cold or heat,

rubbing, or the application of folk remedies. A response pattern is individual

and dynamic, since behaviors and responses useful and effective at one time

may not be so at another time.

As the person emerges from the transition process, a regaining of

connectedness or stability occurs, leading to one of the four health outcomes:

restoration, maintenance, protection, or promotion. The outcome for the

person with RA is not a final state in most instances, but may last for a few

hours to a few years. Not all persons proceed to disability, some live quite

comfortably with minimal symptoms, while others progress steadily to

varying levels of disability. Some never achieve complete freedom from pain
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or other distressing symptoms; others achieve periods of remission, followed

by periods of exacerbation.

Health restoration occurs when a flare subsides and the individual

regains strength and mobility, returning to their former state (Verbrugge &

Jette, 1994). Health maintenance occurs when the person with RA maintains

the status quo relative to disease progression and is able to continue routine

activities. This outcome also includes general health maintenance that

includes activities, such as regular physical examinations and disease

screening. Health protection, in this context, would be necessary when the

person requires the care of others to prevent further deterioration or

disability; or when the person limits or curtails activities in order to prevent

further deterioration (Verbrugge & Jette, 1994). Finally, health promotion for

the person with RA would have the same meaning as to those without the

disease in that one would engage in activities and strategies that increase

Overall health and well-being, such as regular exercise, sound nutrition, and

adequate rest and relaxation (Pender, 1987).

Antecedent factors are described by Chick and Meleis (1986) as those

health/illness, situational, and/or developmental characteristics that are part

of the person at any given moment. These characteristics may include life

stage, other health problems, genetic inheritance, or the existence of

situational factors such as poor living arrangements or inadequate income.

These characteristics influence how one responds to the transition and

constitute the frame of reference from which the individual operates.

The response to the transition process is mediated by factors within the

individual and the environment. Individual mediating factors include both

physiologic and psychological responses. Physiologic factors include the

body's ability to tolerate or respond to certain medications and physical
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symptoms, decreased mobility and strength, and the severity and influence of

comorbidities. Psychological factors include personality traits such as

hardiness or locus of control, or learned responses such as problem-solving

capabilities, tolerance for uncertainty, and the ability to find meaning in the

experience. Some individual mediating factors may be therapeutic, such as the

ability to assess the need for rest and act on that need; or may be non

therapeutic, such as continuing activities that produce stress on the joints or

avoiding exercise, thereby increasing the likelihood of developing joint

contractures and increased weakness.

Environmental mediating factors are those that occur external to the

individual and would include access to appropriate care, medications or

assistance; support of significant others and care providers; adequate or

inadequate housing; or presence or absence of appropriate work

opportunities.

Transitions and Rheumatoid Arthritis

Rheumatoid arthritis often begins with an acute episode, followed by an

unpredictable, uneven course which varies with individual circumstances and

contexts (Weiner, 1984). Living with RA often requires daily management of

the symptoms of the disease in tandem with medically prescribed treatment

modalities and the demands of daily life. The experience of living with RA may

be described as an ongoing transition process, one in which the individual

uses many intuitive and intentional strategies to balance resources and

demands, including, intra-personal, inter-personal, and environmental

(Thorne, 1993). It is a process of living with the unexpected, of not knowing

from one day to the next how one may feel or what one can do. It is precisely

because RA is characterized by such unpredictable change that transition

theory has been chosen to frame the exploration and description of the RA
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experience.

Illness precipitated transitions occur simultaneously with other

transition experiences such as loss of a loved one, relocation, or job change or

loss (Corbin & Strauss, 1988). Thus, the ability to cope with the illness

precipitated transition is influenced by events that are un-related to the

illness experience. The study of human responses to illness must address non

illness-related factors to fully understand the process of coping with a chronic

illness (George, 1982). I have chosen the model of transition theory described

by Chick and Meleis (1986) as a framework for this study because the central

concepts are applicable to the dynamic nature of transitions in health/illness

contexts, and include situational and biological factors.

In the next section, I will focus specifically on studies involving

health/illness transitions with the recognition that health/illness transitions

do not occur in isolation from developmental and/or situational transitions.

Health/Illness Transitions

Catanzaro (1990) explored transitions that occurred over time with

adults having progressive neurologic disease, using symbolic interaction and

role transition as a theoretical framework. Developmental transitions were

consistent with those experienced by the general population. However, there

were significant differences in transition experiences relative to work,

parenting, and intimacy. Premature withdrawal from paid work had severe

ramifications for income, self-esteem, socioeconomic status, and social

relationships. The individual was confronted with change in role from

worker to dependent, which produced conflict, anxiety, and depression for the

individual and the family. The disease course for progressive neurologic

disorders such as multiple sclerosis is unpredictable, varies in intensity among

individuals, and is potentially disabling. Because of the similarity with RA,
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this study is informative regarding the phases of transitions in work roles and

the impact of this illness on family and social relationships.

Christman, McConnell, Pfeiffer, Webster, Schmitt, and Ries (1988) used a

longitudinal design to examine the influence of uncertainty in illness and

coping strategies on emotional distress in a sample of persons recovering from

myocardial infarction (N=70). Changes in uncertainty, coping, emotional

distress and physical activity were measured at three time points. Uncertainty

exhibited a strong effect on emotional distress at all three measurement times

during the transition process. Education mediated uncertainty early in the

process, but the effect diminished over time.

The four week time period used for examining a transition process was

short; however, this study provides validation of the effects of uncertainty

when outcomes are not known. The respondents in this study continued to

exhibit uncertainty which the researchers claim to be the result of

participants’ awareness of the chronic nature of cardiac disease and the

unpredictability of the efficacy of treatment and lifestyle modifications.

Persons with RA face similar uncertainty on a daily basis, but the

uncertainty extends over many years. This lends support to the notion that

the transitions experienced in a chronic illness such as RA are multiple and

lacking in resolution. Anderson, Blue and Lau (1991) note that "Restructuring

of life in the face of chronic illness is not a static phenomenon that takes

place once and for all. Rather, it is an ongoing process that is reflexively

shaped by the ups and downs not only of the illness course, but also by the

events that make up the furniture of everyday life..." (p. 101). Furthermore,

the meanings and interpretations attached to illness-related events are

grounded in the individual's social, political, and cultural milieu.

Social support, physical disability, and depression were examined at two
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time points during a 15 month period with a sample of persons with RA (N=149)

(Fitzpatrick, Newman, Archer, & Shipley, 1991). Women experienced greater

difficulty in maintaining social ties as their disability increased. The

researchers concluded that diffuse social relationships were strongly related

to psychological well-being, and that women have a greater propensity for

depression, loss of meaningful social contacts and relationships as their

disability increases. The concept of time and transition figured prominently

in this study in that change in physical disability could be analyzed in relation

to the outcome variables of social support and depression.

Role supplementation was the central focus of a study done by Brackley

(1992) with mother and daughter pairs (N=30 pairs). The daughters were in

the process of assuming the role of caregiver or care manager for their

parents. It was postulated that structured transition support would lead to role

adaptation for the daughters. No difference in depression score was found

between the controls and daughters in the intervention group. However, the

daughters in the intervention group experienced an increase in level of role

adaptation when social support was held constant, suggesting that the

intervention facilitated the assumption of a caregiver role.

Health-illness transitions are complex given the unpredictable

influence of antecedent and mediating factors. In each of the above studies,

changes in variables during identified time periods provided support for the

hypothesis that transitions exist and that these experiences have an impact on

the quality of life. The study of transitions presents a methodological

challenge, however. Longitudinal studies are expensive and difficult to

sustain without substantial financial support. Retrospective study of

transitions may not reflect the actual transition experience, since responses

may reflect the accumulation of experience or selective memory. And, the use
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of existing national data sets or medical records, while valuable for many

research questions, may provide a limited view of this complex human

experience. Time is an essential element in the measurement of the effect of a

transition experience. The study design must allow the measurement of

variables over a specified time period in order to capture the initial

interpretation of the experience, the "betwixt and between" experience, and

the outcome or result of the experience.

Perceived health status, functional ability, social support, depression,

and economic well-being are indicators of the response to transitions in the

physical, psychosocial, and economic dimensions of the human experience

(Loveys, 1990; Schlossberg, 1984). Role loss, role gain, role integration, and

role insufficiency also provide a perspective on the effect of transition and

the response to it (Anderson, et al., 1991; Catanzaro, 1990). Health-illness

transitions, along with other life experiences and situations, contribute to

one's perception of the quality of life. This perception is neither static nor

predictable, since a person may have endured great suffering and yet emerge

from the experience with a positive perception about the quality of life.

A transitions-framework clearly and succinctly describes the process of

living with a chronic illness such as RA. It is a dynamic framework which

incorporates individual awareness of the illness, perceptions of the illness,

and patterns of response mediated by multiple factors. The outcomes of some

life transitions are clearly identifiable by an ending, or by the achievement of

a new role or new set of behaviors. Yet for some persons with a chronic

illness, completion of transition is not readily identifiable. In this situation,

we can measure certain indicators that tell us how one perceives health status,

whether there is depression, and how the person perceives or appraises his or

her life. However, little is known about the process of learning to live with an
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illness, the transition from one level of function to another, and the effect of

this transition process on the quality of life. In the next section, I will explore

what is known about quality of life among those with a chronic illness.

Quality of Life

Early researchers on quality of life used individual's perceptions of

their happiness, life satisfaction, and sense of well-being as indicators of

quality of life (Bradburn, 1969; Cantril, 1966; Gurin, Veroff, & Feld, 1960).

These indicators have been fairly consistent over time and across population

groups, both well and ill (Burckhardt, 1985; Laborde & Powers, 1980), yet, the

definition of quality of life remains ambiguous. The definition and

interpretation of quality of life is subjective and changes over time and with

different situations and contexts (Fallowfield, 1990; George & Bearon, 1980;

Packa, 1989).

Health-related quality of life has been defined by Cowan, Graham and

Cochrane (1992) as "the perceived sense of satisfaction with one's current life

influenced by functional alterations, symptom distress, and severity of

disease" (p. 18). Quality of life is not a unitary concept, but a complex amalgam

of satisfactory functioning in four core domains: psychological, social,

occupational, and physical (Fallowfield, 1990). Monahan (1988) describes

quality of life as "an imprecisely defined concept that is subjective,

individualistic, and dynamic over time" (p. 796), consisting of four measurable

core categories. Germino (1987) defines quality of life as the ability to carry

on with daily activities influenced by context, economic status, physical,

emotional, and social well-being.

Life satisfaction is noted by several authors to be the most frequent

conceptualization of quality of life and the most important indicator (Ferrans

& Powers, 1985; Laborde & Powers, 1980). Others make no attempt to define
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quality of life and instead discuss the dimensions as predictors and indicators

of the construct (Bradbury & Catanzaro, 1989; Burckhardt, Woods, Schultz, &

Ziebarth, 1989; Dirksen, 1989). George and Bearon (1980) describe quality of

life as a matter of personal and group preference; the dimensions may be

consistent but the relative importance of each one as a predictor or

determinant of quality of life is highly individual. Thus, the construct may be

clarified by its constitutive dimensions and indicators which are specific to a

group or population (Quevedo, 1991; Stewart, 1992). (See Appendix B for a

summary list of definitions)

Four core dimensions, physical, psychological, social, and economic, are

most commonly found in the quality of life literature (Fallowfield, 1990;

Flanagan, 1982; Spilker, 1990). (See Appendix C for a list of dimensions and

indicators) Occasionally, authors will add indicators such as spiritual (Koenig,

Kvale, & Ferrel, 1988) or somatic sensation (Schipper, Clinch, & Powell, 1990)

which are subsumed under one of the core dimensions; for example, somatic

sensation may belong to either the physical or psychological dimension and

spiritual well-being may be an indicator of the psychological dimension.

Measurement of Quality of Life

Measurement of quality of life has run the gamut from a single question

to the use of multiple measures for numerous dimensions of the construct

(Burckhardt, et al. 1989; Graham & Longman, 1987; Spitzer, Dobson, Hall,

Chesterman, Levi, Shephard, Battista, & Catchlove, 1981). Due to the complexity

of the construct, it may be necessary to evaluate multiple dimensions utilizing

a variety of methods, instruments, and techniques to accurately represent the

many factors that influence the quality of life. A variety of health status

indicators measuring depression, pain, fatigue, and functional ability are

commonly used in assessing quality of life. However, confusion exists as to
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whether these are indicators or components of the construct, symptoms of the

disease, or side effects of treatment (Stewart, 1992). Stewart's concern with

this issue is that the lack of definitional clarity leads to confusion in

developing hypotheses and determining which aspects of a particular

indicator are relevant to quality of life. Cowan, et al. (1992) express the same

concern about the use of indicators of quality of life being used to define

quality of life. However, a theoretical definition that is stated in global,

abstract terms can be constitutively defined using the concepts that form the

dimensions of quality of life. The dimensions become a composite which

expresses quality of life for a person or community in global terms.

The physical dimension includes physical health status, symptoms,

disease severity, treatment side effects, and ability to perform daily activities.

Often researchers use global and generic measures of health status that

include psychological and social functioning as well as physical functioning

(Goeppinger, Doyle, Charlton, & Lorig, 1988; Lohr, Essex, & Klein, 1988).

The Health Assessment Questionnaire (HAQ) is a functional status

measure developed for persons with all illnesses, but especially arthritis (Fries

& Spitz, 1990; Fries, Spitz, & Young, 1982). The HAQ is a self-administered

questionnaire that measures health status on four dimensions: disability,

discomfort, drug side effect, and dollar costs. The HAQ assesses performance of

activities of daily living, level of difficulty with these activities, and degree of

assistance needed from others (Bell, Bombadier, & Tugwell, 1990). This

measure is used in this study because it provides a reliable indicator of

physical function among persons with arthritis and the elderly (Goeppinger,

et al., 1988).

Other studies with RA patients and other chronic illnesses measured
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functional status and satisfaction with physical abilities as indicators of

quality of life (Blalock, McEvoy, deVellis, & van H. Sauter, 1988; Laborde &

Powers, 1980; Stewart, Greenfield, Hays, Wells, Rogers, Berry, McGlynn & Ware,

1989). Findings in these studies consistently reveal that physical function has

a mediating effect on the perception of quality of life for persons with

chronic illness, especially RA, but that other factors such as comparison of

self to others, past life satisfaction, and ability to maintain independence

mediate that perception. More importantly, considerable variation exists

among groups of persons with different illnesses and among those with a

single condition, suggesting that the measurement of quality of life, difficult

at best, has not reached a consensus.

The psychological dimension includes depression, anxiety, self-image,

self-esteem, and well-being. Indicators such as happiness, contentment, and

locus of control, morale, and attitude have also been used (Bradbury &

Catanzaro, 1989; Dirksen, 1989; Lambert & Lambert, 1985; Palinkas, Wingard,

Barret-Connor, 1990). The propensity for depression exists with RA, as it does

for many other chronic illnesses. Given the impact of RA on all aspects of a

person’s life, it is not surprising that persons with arthritis may experience

depression. A person living with RA must learn to manage symptoms and care

regimens; adjust to changes in physical appearance, strength and agility; cope

with the uncertainty of the disease course; and revise life and career goals to

adjust to the limitations imposed by the disease (Lambert & Lambert, 1987;

Liang, Rogers, Larson, Eaton, Murawski, Taylor, Swaffor, & Schur, 1984).

However, whether true depressive disorders are more prevalent in persons

with RA has not been demonstrated (Frank, et al., 1988). The presence of

depressive symptoms has been documented, but the question remains as to
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whether these symptoms constitute true depression and if so, if this is the

result of the disease process or a physiologically induced sequela (Katz & Yelin,

1993). Instruments may obscure the true incidence of depression and other

mental illnesses, as many measures of depression include somatic complaints

which occur as a part of the constellation of physical symptoms in RA (George,

1992).

In RA, loss of physical mobility and/or strength may have significant

and powerful meanings to the person who depends on these qualities to earn a

living or fulfill role expectations, but may have less impact on the person

whose lifestyle is more sedentary. Persons with RA often must take numerous

medications, some of which (e.g., corticosteriods) can produce depressive

symptoms. The chronicity of the disease and its symptoms may have a

cumulative effect on the individual's ability to remain optimistic and free of

depressive symptoms.

The Social Di
-

The SOcial dimension includes social support, kind and extent of social

network, interpersonal relationships, and recreation and leisure. Dirksen

(1989) tested a theoretically-derived causal model which identified locus of

control, social support, and self-esteem as causal factors in positive or negative

perceived well-being among malignant melanoma survivors. She defined

well-being as the subjective perception of current life quality. Meenan,

Yelin, Nevitt, and Epstein (1981) found in a sample of 245 individuals with RA

(82 men; 163 women) that economic losses resulting from work disability were

significantly related to increased losses in leisure time activities, divorce, and

employment across a broad spectrum of socioeconomic groups. For example,

among those who had ever been married, 18% were divorced at the time of the

study compared with 1196 nationally and 63% reported a major change in their
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psychosocial status as a result of their disease (Meenan, et al., 1981). The

withdrawal from work, inability to engage in leisure activities, and marital

changes all diminish opportunities for social interaction, thereby increasing

social isolation and potentially reducing social support (Lambert & Lambert,

1985).

The E ic Di
-

Functional losses, medical expenses, out-of-pocket expenses, service

utilization and work disability are most frequently used as indicators of costs

associated with RA among non-institutionalized persons ((LaPlante, 1989;

Lubeck, et al., 1986; Meenan, et al., 1978; Yelin & Felts, 1990; Yelin, Kramer, &

Epstein, 1983). All five areas noted above are interrelated; however,

functional loss or activity limitation of sufficient severity to produce work

disability would appear to trigger a series of economic events (Felts & Yelin,

1989). There is a concomitant increase in the need for and use of medical

services with increasing severity of the disease and, thus, the cost of health

care in general increases. Further, when functional loss interferes with the

ability to generate income, the individual is less able to sustain the out-of

pocket expenses inevitable in a chronic illness such as RA.

LaPlante (1989) estimated that 32.5 million non institutionalized persons

have an activity limitation caused by one or more chronic health conditions.

Forty percent of all conditions were caused by orthopedic impairments,

arthritis, and heart disease. The severity of an activity limitation was

predictive of the inability to work and the need for assistance of another

person. Persons requiring assistance with basic life activities, defined as

activities necessary for daily function such as eating, bathing, dressing,

preparing a meal, errands, household chores, and mobility in and out of the

home, were more likely to incur work disability. "The risk of chronic
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conditions causing need for assistance in basic life activities increases

substantially with age, especially for Orthopedic impairments in a lower

extremity and rheumatoid arthritis." (p.2). Moreover, women reported 40%

more chronic conditions than males and were more likely to report the need

for the assistance of another person for basic life activities. Thus, the triad of

female, older age, and chronic illness such as RA creates a situation of

increased potential for disability and loss of independence.

Lubeck, et al (1986) reported a positive relationship between self

reported functional disability and total inpatient costs, total ambulatory costs,

and total costs. (p<0.01) The researchers measured pain, disease duration,

disability, and global health, while controlling for age, education, sex, and

comorbidity. The findings were consistent with other studies (Kramer, Yelin,

& Epstein 1983; Meenan, Gertman, & Mason, 1980; Meenan et al. 1978) in that

self-reported functional disability was positively associated with economic

costs. Only gross estimations of income losses in the form of projected lost work

time were reported.

Felts and Yelin (1989) described the impact of rheumatic diseases from

an analysis of more than 50 studies and the National Health Interview Survey.

The authors included direct and indirect costs associated with musculoskeletal

diseases and further divided the costs by all arthritis, RA, and Osteoarthritis

(OA). This created a perspective from which the costs of RA could be discussed

in comparison to similar or like conditions. Over 10 million persons with

musculoskeletal conditions reported some form of activity limitation. Of these,

1996 reported limitation in activities other than their major one; 25% claimed

limitation in their major activities; and 18% were unable to perform their

major activity at all. However, of those with RA, 17% reported no limitation of

activities, 29% reported complete inability to do their major activity, and more
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than a third reported limitations in the kind or amount of major activities. Of

those with all musculoskeletal conditions, 870,000 were unable to perform

activities of daily living (ADL) at all and 1,950,000 experienced some limitation

in ADL (p. 876). Those with RA experienced greater risk for ADL limitation,

with 1396 unable to perform ADL and 18% experiencing other limitations in

ADL (p.878). Eighty-five percent of those with RA stated that the RA was the

cause of the limitation. Those in greatest need of assistance in daily self-care

activities were women. Major functional limitations due to any cause interfere

with the ability to do one's work, enjoy one's personal life, and to feel good

about life. Whether monetary in nature or not, losses in key functional areas

affect life quality and sense of well-being.

Yelin, Henke, and Epstein (1987) reported on work history from year of

diagnosis to 1985 in a sample of 353 persons with a confirmed diagnosis of RA.

Seventy two percent were female; the mean age was 51 years (SD+/- 10); 24%

nonwhite; and 61% employed in white collar occupations. Within a decade of

onset, 49% of those who had been working for pay at the time of diagnosis

(n=306) were no longer working (n=157); 86.6% (n=136)of those stated they

stopped working due to RA (p. 509). Work loss was found to be significantly

related to RA symptoms, particularly the number of painful joints; functional

level; demographics; and characteristics of work (p. 510). Increased age also

increased the probability of disability, as did the nature of the work itself.

Occupations where workers could exercise greater discretion in how and when

the work was completed resulted in a fourfold reduction in the probability of

work loss. The presence of comorbidities or changes in general health status

did not significantly alter the probability of work cessation.

The cost to both the individual and to society is profound in view of the

greater likelihood of early withdrawal from income producing work,
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decreased contribution to pension and entitlement programs, such as Social

Security, and the cost in health care expenditures associated with RA.

Qualitative Studies in Quality of Life

Graham and Longman (1987), Bradbury and Catanzaro (1989), Cowan, et

al (1992) used one or two open-ended questions to identify the dimensions of

quality of life that were most important to participants or expand on the

symptoms that were most distressing. Shaul (in press) used a semi-structured

questionnaire to explore those areas most affected by RA over time and the

activities used by older women to take care of themselves (N=35). Poorer

functional status was not associated with self report of poor quality of life. The

respondents appraised their quality of life in positive terms despite functional

limitations.

Weiner (1984) interviewed 21 persons with RA, 16 women and 5 men.

The patterns of response to RA described by Weiner were "normalizing,

renormalizing, and balancing the options". The person with RA attempted to

appear normal by initially covering up the pain, stiffness, and fatigue, in

doing so attempting to do all that was expected and keeping up as though all

was well. When these attempts were no longer successful, the person

"renormalized" by redefining expectations of oneself and accepting the

limitations. Life became a balancing act between the symptoms and giving in

to them in order to save one's energy for important activities. Weiner

described the strategies necessary for managing daily life with chronic

illness, but did not provide a full description of the daily challenges and

hassles specific to women with RA at different stages of life. Furthermore,

Weiner failed to address the impact of RA-related challenges on the

perceptions of quality of life.
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Gender Issues

Women incur more chronic illness and live longer than men

(Verbrugge, 1985). Arthritis of all types stands out as the most common

condition reported by older women and persistently limits activities for 13% of

these women (Verbrugge, 1985). Because RA occurs most often from the

middle decades into old age, the impact of RA and resultant disability is

magnified. Women continue to earn two thirds of what males typically earn

throughout their working lives and have fewer dollars available for

retirement savings (Gregory, 1990; Older Women's League, 1990; Stone, 1989).

For those women who have not worked outside of the home, the presence of

disability often precludes any mid to later-life employment opportunities,

continuing their economic dependency and often poverty in the later years

(Lewis, 1991; Minkler & Stone, 1985). Furthermore, there are costs to

individuals and families resulting from inability to continue full participation

in running the home and participation in leisure activities. These activities

often are assumed by other family members or are foregone.

Arrendel and Estes (1994) noted that while Medicare meets 44% of an

elderly married couple's health care expenditures, it meets only 33% of an

elderly single woman's health care costs (p. 217). Further, they note that an

elderly married couple paid about 9% of their income in direct out-of-pocket

payments and health insurance premiums, but “a single elderly woman paid

over 16% of her income on these expenses” (p. 218). Overall, they concluded

that older women are short-changed in receiving the care they need due to

being poorer and having more care needs.

For those who have been or are employed, limitations in physical

activity often result in decreased hours at work, job changes, or early

retirement from work (Yelin et al., 1987). The cost of these events can be
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projected in lost wages, but the total cost must also include the psychological

and social implications of work cessation, major role changes, and social

isolation that often occur concomitantly.

It has been suggested that poorer function in one or more dimensions

may be indicative of poorer life quality. However, I would suggest that such

interpretations be made with caution unless the context and meaning of the

illness are taken into account. Each person experiences chronic illness

differently, so that statements about the meaning of the illness and the impact

of its manifestations on daily life may not be generalizable. I would contend

that the dimensions of quality of life can serve as an organizing framework

for examining aspects of life affected by chronic illness, but that context and

meaning of chronic illness must be defined by individual descriptions of

patterns of responses over time. The responses to physiological demands of

illness must be viewed within the context of life stage, role demands and

expectations, and life events. Quality of life is an affective appraisal which is

dynamic and influenced by the multiple dimensions of life. Thus, indicators of

quality of life provide description of the sample, but in-depth interviews with

individuals who have lived with a chronic illness will provide context and

meaning to the description.

In the next section, I will address the assumptions of this study and the

research questions that directed this inquiry.

The Study Assumptions

Assumptions of this study include the following:

1. The experience of living with RA is an health/illness transition with

an uneven and unpredictable course.

2. Quality of life is a multidimensional construct which is comprised of

physical, psychological, social, and economic dimensions. Objective
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measurement of indicators of each of these dimensions will provide

descriptive information about the individual but will not provide contextual

data with which to understand the experience.

3. Chronic illness compounds the societal and political inequities

women endure throughout life.

The Study Questions and Hypotheses

The following research questions guided the study.

Phase I

1. What are the relationships between mediating variables (age, disease

duration, marital status, number of persons living in the household, and

number of comorbidities), and quality of life variables which represent the

physical, psychological, social, and economic dimensions of quality of life

(HAQ score, self-report of functional status, perceived health status, number of

important activities, presence of depressive symptoms, employment status, and

family income) at Time 1 and Time 2 in a community-based sample of women

who have RA2

H1a. As physical function decreases, as measured by HAQ score and self

report of functional status, the number of important activities lost increases.

H1b. As physical function decreases the number of depressive

symptoms increases.

H1c. Increasing age and longer disease duration are negatively related

to decreased physical function and increased number of co-morbidities.

2. Which quality of life and mediating variables predict a change in

depressive symptoms between Time 1 and Time 2 in a community-based sample

of women with RA7

H2. A decrease in physical function from Time 1 to Time 2 is predictive

of an increase in depressive symptoms, an increase in number of important
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activities lost, and a decrease in employment status at Time 2 in a sample of

community-based women with RA.

3. Which quality of life and mediating variables change between Time 1

and Time 27

4. Which individual participants experience changes based on specified

criteria between Time 1 and Time 2 in quality of life variables (HAQ score, self

report of functional status, perceived health status, depressive symptoms,

number of important activities lost, employment status and family income),

and mediating variables (marital status, number of persons living in the

home, number of co-morbidities)?

Phase II

1. What are the changes in roles and coping strategies among women

who have experienced change in two or more quality of life variables as a

result of the RA transition experience between 1989 and 1992?

2. What are the RA-related and non-RA related stressors that initiate

role changes, changes in functional abilities, and coping strategies among

women in four age categories (30 to 40 years, 41 to 50 years, 51 to 60 years, and

61-75 years)?

3. What are the patterns of responses women with RA exhibit to manage

the daily challenges of the illness and cope with changes in role function?

4. What are the milestones or critical incidents that women with RA

identify as key transition points in living with the illness?

5. What strategies do women with RA identify that enhance or maintain

the quality of their lives?

6. What are the resources used and needs perceived by women to

support them during health-illness transitions resulting from RA7
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7. How do women appraise the quality of their lives and general well

being?

Definition of Terms

The following terms were used in Phase I and Phase II of this study:

Quality of life is an individual expression of satisfaction with current

life status, influenced by factors in physical, psychological, social, and

economic, dimensions of human experience. The meaning of quality of life is

individual, subjective, and dynamic.

Mediating variables include age, disease duration, number of persons

living in the household, marital status, and number of comorbidities.

Roles are those constellations of activities and functions that one

accepts as one's own and are expected by the individual and others.

Role changes are any alterations or modifications of one's expected

roles. A change is identified by the individual and is based on that individual's

interpretation of the role.

RA-related stressors are those events, situations, symptoms or other

occurrences related to the illness that create the need for changes in roles,

initiation of a coping strategy, or other form of adaptation.

Coping strategies are those behaviors that the individual identifies as

assisting the individual in adapting to the perceived stressor.

Transition is the movement from one state of being to another and may

be precipitated by developmental, situational, or health -illness events.

Transition is represented by change in physical, social, psychological and

economic dimensions which initiates the modification of roles.

Summary

In this chapter, I have discussed the concepts of transition theory and

the applicability of this theory to women living with RA. The normal
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transitions of every day life are compounded by numerous and unpredictable

RA-related transitions with which women must cope on a daily basis. Because

RA affects all dimensions of life, the impact of the illness on the quality of life

Over time can be significant. This study addresses the impact of RA on the

everyday life for women. The participants describe how their lives as women

have been affected by RA and how they cope with the challenges of meeting

their multiple role demands.
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CHAPTER THREE

METHODOLOGY

Qualitative and quantitative methods were employed to identify and

describe the dimensions of quality of life that reflect significant change over

time, the roles and changes in roles experienced by women in different age

groups, and the strategies women employ to take care of themselves and

actualize their many roles. The concept of transition was used to capture the

experience of change from one state of health to another. For persons with

chronic illness, there is not one identifiable endpoint at which the health

illness transition is complete (Anderson, et al., 1991). The unpredictability of

the disease trajectory produces uncertainty about the outcome, making life

planning difficult. Thus, the thrust of this study was to explore what everyday

life was like when one cannot plan from one day to the next; to explore the

phases of the RA transition process; and to describe coping strategies that

evolved from everyday life experiences.

Study Design

This study used a triangulated two-phase design which was both

retrospective and prospective. In Phase I, I utilized existing longitudinal

panel data in a Time 1/Time 2 comparison study of indicators of quality of life

and predictors of depression among women with RA. In Phase II, I conducted

semi-structured interviews in participants’ homes, drawn from the women in

Phase I who experienced specified changes in quality of life indicators

between two time points.

Setting and Sample

Human Subiects Assurance

The Rosalind Russell Multipurpose Arthritis Center at the University of
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California, San Francisco was reviewed and approved by the Committee On

Human Research (CHR) for the study “Multipurpose Arthritis Center

Supplement on Costs of Care” (H477-0809-12). This study is an ongoing,

longitudinal study which supports multiple research interests, including the

study reported herein. The panel of participants originally gave consent to

participate in the annual telephone interviews. Each woman interviewed in

this study was asked for and gave verbal consent to participate in the home

interview. Each woman was assured that individual names or identifying

characteristics would not be revealed in any report. Tapes, transcripts, and

data sheets are stored in my home office and maintained in strict confidence to

insure protection of identities. Initial data sheets containing individual

names, addresses, and phone numbers will be destroyed at the conclusion of

the study. Fictitious names and identification numbers are used in this

manuscript and will be used in all written reports.

Setting

Most of the women in this study reside in communities in Northern

California consisting of an area from San Luis Obispo north to the Oregon

border. This geographic area is diverse, ranging from urban to rural areas.

All participants live in non-institutional settings. A few women have moved

out of California but continue to participate in the longitudinal arthritis study.

Sampling Strategies

A longitudinal panel of participants is maintained by the Arthritis

Research Group of the Rosalind Russell Multipurpose Arthritis Center at the

University of California, San Francisco. In 1983, fifty randomly selected

rheumatologists were asked to submit names of patients with definite, classic

or probable RA, who were seen in their offices during a one month period.

Eight hundred and twenty-two persons were originally entered into the panel
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from the names submitted by the rheumatologists. A second cohort, selected in

the same manner as the original, was added in 1989 to replace those who had

died, moved, or discontinued participation in the panel. The panel currently

contains approximately 745 persons, 75% of whom are women. In Phase I, all

women who participated in the annual telephone interview in both 1989 and

1992 were included in the analysis (N=422).

The sample for Phase II was drawn from those women in Phase I who

experienced changes in two or more quality of life variables listed below and

in Table 3.1 between the 1989 and 1992 telephone interviews. A change in two

or more of these variables based on the criteria specified below placed the

woman in the pool for home interview (n=119). The sample was further

reduced by excluding women who had moved away from California, women

who were older than 75 years of age in 1989, or had a disease duration greater

than 15 years in 1989. This sample (n=42) was then stratified by age group:

30-40; 41-50; 51-60; 61-75 years.

Criteria for change in quality of life indicators was specified as follows:

1. An increase in HAQ score of .25 or more indicates deterioration of

physical function such that the individual would be unable to perform certain

activities or would alter the pattern or timing of activities of daily living.

2. A loss of 3 or more important activities between 1989 and 1992 was

chosen based on the findings of Katz, Yelin, and Henke (1992) that persons

with an increase of .25 or more in HAQ were more likely to have depressive

symptoms, lost 20% more important activities, and lost on average three

important activities in a three year period.

3. A score of 7 or more on the Short form-Geriatric Depression Scale (S-

GDS), although somewhat arbitrary, is the standard cutoff point for

considering depressive symptoms to be present (Katz & Yelin, 1993).
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4. A decrease in income level and employment status related to

disability from RA were chosen to represent the economic dimension because

lost income and change in employment necessitated by the illness would

produce added stress and role changes. A decrease in either or both variables

was considered as one change.

D hic Cl
- - -

Phase I: The mean age of the sample at Time 1 was 57.4 years, (SD=12.7,

range 22-90). Disease duration ranged from 0 to 62 years with a mean of 14.5

(SD=9.8). At Time 1, 60.7% were married, 15.6% widowed, 14.2% divorced, 6.6%

never married, and 2.8% separated. Most women (76%) lived with at least one

other person, with a mean of 2.3 persons in the household (SD=1.4, range 1-18).

The woman who reported she lived with 18 people was a nun living in a

convent. The sample was predominantly white (78.4%); other groups

represented were Asian (9%), black (5.7%), Hispanic (4.8%), and other (2.1%).

The mean number of comorbidities reported was .85 (SD=1.07, range 0-6).

Income ranged from less than $5000 per year (n=20) to more than $51,000 per

year (n=71); Seventy seven percent of the sample had incomes between $5000

and $50,000 per year. At Time 1, 54% were working, either outside the home or

inside the home as homemakers. Nineteen percent reported that they did not

work due to disability, and 23.9% were retired (Table 3.1).

Phase II. The sample for in-home interviews consisted of 42 women, of

whom 30 were interviewed. The mean age of this group in 1989 was 54 years

(SD=1.2.2, range 32-75). Nineteen women (63%) were married and 31 (31%)

were divorced, separated, or widowed at Time 1. The number widowed

increased by four and the number separated by one during the period. The

ethnic makeup of this subset paralleled that of the Phase I sample, with

roughly three quarters of the sample being Caucasian. There were 22
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Caucasian women (73%), 5 Hispanic (16%), and three Blacks (10%). Overall,

the Phase II sample was poorer than the Phase I sample with 46.6% reporting

less than $20,000 in family income per year. Only five women reported a

comorbid condition in 1989, and 12 reported at least one additional condition in

1992 (Table 3.2).

Table 3.1
Demographic Profile of Phase LSample (N=422)

1989 1992
Variable Mean Range Mean Range

(SD) (SD)

Age 57.4 22-90 60.4 25-93
(12.7) (12.7)

# persons in 2.3 1-18 2.2 1-13
household (1.4) (1.1)

Disease Duration 14.5 0-62 17.5 3-65
(9.8) (9.8)

# Co-morbid
conditions 0.85 0-6 0.97 0-8

(1.07) ( 1.31)

Marital Status Erequency — Percent —Erequency-–Percent
Married 256 60.7 247 58.7
Widowed 66 15.6 78 18.5
Divorced 60 14.2 60 14.3
Never married 28 6.6 27 6.4
Separated 12 2.8 9 2.1

Race
White 330 78.4
Asian 38 9.0
Black 24 5.7
Hispanic 20 4.8
Other 9 2.1
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Data Collection Methods

Data for Phase I were obtained from annual telephone interviews

conducted in 1989 and 1992 with participants by an experienced interviewer at

the Multipurpose Arthritis Center. Telephone interviews were scheduled

annually with each participant and included the Health Assessment

Questionnaire (HAQ), measures of functional and health status, the Geriatric

Depression Scale (short form) (S-GDS), which measures the presence of

depressive symptoms, and self-report of activities, employment, and changes

Table 3.2
Demographic Profile of Phase ILSample (N=30)

1989 1992
Variable Mean Range Mean Range

(SD) (SD)

Age 54.1 32-75 57.5 36–79
(12.5) (12.5)

# persons in household 2.4 1-5 2.3 1–5
(1.1) (1.1)

Disease Duration 9.0 2-15 13.0 6-19
(3.6) (3.6)

# CO-morbid 0.19 0-1 0.54 O-3
conditions (0.40) (0.74)

Marital Status Erequency –Percent —Erequency –Percent
Married 19 63 14 47
Widowed 4 14 8 27
Divorced 4 14 4 14
Never married 2 7 2 7
Separated 1 3.5 2 7

Race
White 22 73
Black 3 10
Hispanic 5 16
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in marital status and household composition. Interviews done in 1989 and 1992

were chosen because there was consistency in the interview questions over

this time period. This facilitated the identification of transitions or changes

from one level of function or well being to another during the period.

Phase II data were obtained from in-home interviews using a semi

structured interview guide conducted by the author. Qualifying

participants’ names were added to a flow-sheet to facilitate categorization by

age group and geographic location. The flow-sheet included identification

number, last name, city, age, disease duration, interview date, dates

introductory letters and appointment cards were sent, date of confirmation

call, and date thank you note and final reports sent (Appendix K).

A letter describing the study was sent to the women selected for

interview (Appendix J). I called each woman to explain the study and arrange

a mutually convenient interview date. Interviews were scheduled in small

batches based on geographic proximity. After scheduling an interview, I sent

a postcard with the date and time of the interview and my home phone number

(Appendix L). I called the evening before each interview to confirm the day,

time, and woman's availability to participate. Following each interview, a note

of appreciation was sent (Appendix M). The process of scheduling and

conducting the interviews took approximately nine months. Interviews were

conducted until theoretical saturation occurred, meaning that no new patterns

to the responses emerged from the interviews, all a priori hunches had been

confirmed, and a representative sample of the four age groups had been

interviewed.

The purpose of the study and the interview procedure were explained to

each participant before commencing the interview. All women gave

permission to tape record the interview. I began each interview with a brief
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discussion and review of the data from the 1989 and 1992 telephone interviews

to obtain the woman's perception of the accuracy with which these data

reflected her experience. The interviews were conducted in a conversational

style, using the interview guide as a means of eliciting the woman's story of

living with RA, the impact on her roles, and the strategies she used to cope

with RA in everyday life.

The Graham and Longman Quality of Life Scale (Appendix O) and

Graham Global Well-being Scale (Appendix P) were used at the close of each

interview to elicit the woman's perception of the quality of her life and

appraisal of global well-being. Four women did not complete either of these

scales, two women stated that they could not compare their lives to anyone else

and could not respond to the statements and two others had difficulty

comprehending the term quality of life or the statements in the Global Well

being Scale. At the completion of the interview, each woman was given a 1994

wall calendar as a thank you gift. I left my card with phone number and

address in the event a woman wished to contact me. Interviews were

transcribed verbatim as soon after the interview as possible. Each woman

received a final summary of the results.

Instruments

Health Assessment Questionnaire (HAO)

The HAQ was used in this study because it provides an accurate measure

of function, disability, and pain in persons with RA (Fries, Spitz, Kraines, &

Holman, 1980). A numerical score that ranks physical function on a 0 (no

disability) to 3 (maximum disability) scale was calculated from the responses.

The scale consists of 24 items grouped into 8 subscales and a single-item pain

scale. Responses reflected the individual's ability over the previous week, and

whether she needed the help of another person or an assistive device.
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Table 3.3

Criteria for Cl in Quali f Life Variables, 1989 1992

Quality of Life Variable Change

Health Assessment Questionnaire Increase of .25 or more

Self-report of functional status Change to lower level category in
major activity

Perceived health status Decrease

Geriatric Depression Scale Score of 7 Or more

Important activities Loss of 3 or more important activities
ECOnomic Decrease in total family income and/or

decrease in employment status

Responses to the questions range from 0 = without any difficulty to 3 = unable

to do. The HAQ has reported reliability coefficients of 0.60 to 0.93 (Fries & Spitz,

1990; Goeppinger, et al., 1988). Validity coefficients of 0.47 to 0.88 were found

between the questionnaire and actual performance rating when comparisons

between self-administration and interview were made (Fries & Spitz, 1990).

The HAQ was developed for use with chronic illness populations and has been

used extensively with RA samples. It has been used consistently in the

longitudinal panel and validity and reliability have remained consistent

(Appendix D).

Self report of functional status was assessed by asking participants if

they were limited in any way in their usual major activities because of any

medical condition including the RA. Major activities were those that the

participant regarded as primary in her everyday life. Participants were given

four choices that ranged from being unable to perform the usual major

activity at all (category 4) to not limited at all (category 1). A decrease in
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Table 3.4

S ling E for Pl III
-

Step Dimension Indicator

Step 1. Sort Phase I sample by number of changes in quality of life
variables:

Physical
HAQ score,

self-report of functional status,
perceived health status

Psychological
S-GDS Score

Social

number of important activities lost
ECOnomic

decrease in total family income and/or
decrease in employment status

Step 2. Sort by age category and disease duration
Step 3. Identify and list changes in mediating variables for each

participant:
marital status

number of persons living in household
number of co-morbidities

Step 4. Select first draft of sample beginning with those having four
changes in quality of life variables and shorter disease duration.
If all age categories or disease duration categories are not
represented, choose from those that are, then proceed to those
with three quality-of-life variable changes and so forth.

functional status would be indicated by the selection of a higher number

category. For example, a participant may have reported category 1, not at all

limited in 1989, and category 2 in 1992, not limited in major activity but limited
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in outside activities. This question reflected a relative response from one year

to the next grounded in the participants interpretation of limitation.

(Appendix E) Perceived health status was rated by participants on a scale of

excellent to poor and represented an appraisal of health at a given time.

(Appendix E)

Geriatric D ion Scal

The Geriatric Depression Scale-short form (S-GDS)has been used _º *
*

annually in the telephone interview with all panel participants since 1988. *ºr■ .
This scale is not intended to diagnose clinical depression but has been used as a ºº

Fºº

screening tool to indicate the presence of depressive symptoms (Sheikh & -º|-----

Yesavage, 1986; Yesavage, Brink, Rose, Lum, Huang, Adey, Leirer, 1983). —:
Depression has long been associated with RA but questions exist regarding the

accuracy of many scales and measures in identifying depressive symptoms ---
given the confounding effects of disease-related symptoms (Frank, et al., 1988;

Palinkas, et al., 1990). This scale is used because it asks questions regarding £
mood, hope, self-esteem, helplessness, and basic satisfaction with life. It is a 15

item scale which requires yes or no responses. Scoring is done by adding the

number of negative (no) responses from items 1,5,7,12, & 13 to the number of

positive (yes) responses to the remaining items for a summary score ranging

from 0-15. Participants with a score of 7 or greater are considered to be

exhibiting depressive symptoms. (Appendix F) The scale is short and easy to

complete. The S-GDS has a reported reliability coefficient of 0.87 (Katz & Yelin,

1993).

I Activiti

In 1989, panel participants were asked to rate each of more than 70

activities as to its importance to them. Activities were rated on a 1 (very

important) to 5 (not at all important) scale. Any rating of 1 or 2 in 1989
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indicated that the activity was important to the participant and was assessed

again in 1992. Participants were also asked if they had participated in the

activity during the previous 6 months. In 1992, participants were again asked

if they engaged in these same activities. Katz, Yelin & Henke, (1992) found

that the activities most important to participants in this same panel included

self-care and social activities. Self-care and social activities were also found to

be important in a sample of older women with RA by Shaul (in press).

Activities indicated as important in 1989 were used to represent the social

dimension of quality of life. A loss in 1992 of 3 or more of these activities ==
constituted a decrease in social function from 1989 to 1992 and served as an

23
inclusion criterion for Phase II (Appendix G). t

Employment status and health-related disability were assessed by asking –º
current work status and whether the participant was experiencing ...”~,
unemployment due to health-related disability. These questions were included –2
in this study because they inquired directly if the employment status change T}
was related to RA (Appendix H).

Family income was assessed by asking the participants to choose the

income range that represented their total family income. Decreased income

may be the result of changes in employment or be due to external factors

unrelated to the illness (Appendix H).

Current marital status was assessed by simply asking current status and

number of years in this status. Living situation was assessed by asking

participants how many people live in the same household and the relationship

of these people to the participant. Both marital status and living situation

were included since changes could indicate transitions in a participant’s

personal network and a loss or gain of one's support network. Several
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questions relating to comorbidities were asked in the annual survey. Duration

of disease was indicated by the number of years from diagnosis to and

including 1989. Age was the final mediating variable.

Phase II

The instruments in Phase II included an interview guide (Appendix N),

the Graham and Longman Quality of Life Rating Scale (Appendix O), and the

Graham Global Well-being Scale (Appendix P). The interview guide was

evaluated for face and content validity. Face validity was assured by the

agreement of two women who have RA that the interview guide focused on the

everyday experience of women with RA, including their roles and coping

strategies, as well as significant milestones. Both reviewers agreed that by

asking the participants to “tell their story of RA” would succeed in describing

the process of learning to live with a chronic illness. Content validity was

assured by the agreement of a registered nurse with expertise working with

persons with RA and a rheumatologist that the interview guide would obtain

the desired data. The interview guide was modified subsequent to the expert

panel review and during the early stages of data collection. It served as a

guide to focus the interviews but did not limit freedom of expression for the

women interviewed.

The Graham and Longman Quality of Life Rating Scale is a short scale

intended to measure the affective component of quality of life (Graham &

Longman, 1987). Respondents were asked to rate the quality of their life at the

current time and their satisfaction with their quality of life on a numerical

scale of one to ten, from poorer than most to better than most. The two

questions were strongly related in a study by Graham and Longman (1987)

(r=0.81, p<0.0001).

The Graham Global Well-Being Scale (GGWBS) consists of 10 items that
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asked respondents to appraise global statements regarding their lives as a

whole on a numerical scale of one to ten. Standardized Cronbach alphas

ranging from 0.83 to 0.97 were reported by Graham with chronically ill

groups(1992). This scale was used in this study to describe participants'

appraisal of well-being over the life span.

Data Analysis

Phase I

The Phase I research questions, hypotheses, and statistical procedures

1. What are the relationships between mediating variables ( age, disease

duration, marital status, number of persons living in the household, and

number of comorbidities), and quality of life variables which represent the

physical, psychological, social, and economic dimensions of quality of life

(HAQ score, self-report of functional status, perceived health status, number of

important activities, presence of depressive symptoms, employment status, and

family income) at Time 1 and Time 2 in a community-based sample of women

who have RA7

Multiple variable correlational analysis was completed to examine

direction and intensity of relationships among increase in HAQ score, number

of important activities lost, and depressive symptoms; between decrease in

employment status and perceived health status; and among changes in

mediating variables such as age, number of persons living in household,

disease duration, and number of co-morbidities. Correlational analysis was

conducted on 1989 and 1992 data to examine the relationships between

variables at both time points. Pearson correlation coefficients, mean values,

standard deviations, and counts were calculated for each of the quantitative

variables (those whose values range from low to high) whether interval or

>-
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ordinal in nature.

Test hypothesis 1a- that as physical function, measured by HAQ score

and self-report of functional status, decreases, the number of important

activities lost increases.

A positive relationship was expected among HAQ, self-report of physical

function, and loss of important activities. Those activities rated as important

and performed in 1989 were re-examined in the 1992 telephone interview. The

correlational analysis was done to illustrate whether HAQ and self-report of

function scores increased with the number of important activities lost

between 1989 and 1992.

Test hypothesis 1b- that as physical function decreases the number of

depressive symptoms increases.

A correlational analysis was done to illustrate whether increase in

depressive symptoms from Time 1 to Time 2 occurred concurrently with

decrease in physical function.

Test hypothesis 1 c that older age and longer disease duration are

negatively related to physical function and positively related to increased

number of co-morbidities.

Age and disease duration have been associated with decreased physical

function and increased number of comorbidities. Chronic conditions such as

hypertension and diabetes frequently increase with age and may exert a

negative influence on physical function concomitant with RA. Correlational

analysis illustrated the relationship of physical function and number of

Comorbidities with age and disease duration.

2. Which quality of life and mediating variables predict a change in

depressive symptoms between Time 1 and Time 2 in a community-based sample

of women with RA7
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Multiple regression analysis was used to identify predictors of increase

in depressive symptoms from 1989 to 1992. The independent variables in this

part of the analysis were: age, disease duration, changes in marital status and

number of persons living in household, increases in HAQ and self report of

physical function, and decreases in perceived health status, employment

status, and number of important activities. The dependent variable was

change in total depressive symptoms to less than 7 or 7 and greater.

Test of hypothesis 2 that a decrease in physical function from Time 1 to

Time 2 is predictive of an increase in depressive symptoms at Time 2 in a

sample of community-based women with RA.

An multiple regression model was used to assess the influence of

changes in the independent variables on the dependent variable, depressive

symptoms of 7 or greater in 1992. Various levels of data were used in this

phase of the study and thus certain decisions were made to allow the variables

to be entered into a regression model. Age and disease duration at Time 2 were

used. Marital status was dichotomized to married/not married. Employment

status was collapsed to two categories, working and not working due to

disability. The category, working, included retired and housewife because the

housewife role was considered to be work and if one was retired it was usually

by choice or due to age. Changes in number of persons living in the home and

number of co-morbidities were expressed by a (+) or (-) number. Important

activities were expressed as a proportion of those rated as important and being

done in 1989 and not being done in 1992. The regression was run as an

hierarchical regression with the variables entered in groups specified a

priori. In a second analysis a computer generated forward selection procedure

was used in which the computer selected the groups of variables contributing

to the variance in S-GDS score. Significant predictor groups of variables were
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the same in both the researcher directed model and the computer directed

model.

The sequence of variables entering the researcher-directed model was

as follows: First, Group 1 consisting of the score on the S- GDS at Time 1, was

entered to address the change in the dependent variable between Time 1 and

Time 2. Second, Group 2 consisting of age and disease duration at Time 2,

change in marital status, changes in the number of persons living in the

household, and change in the number of co-morbidities were entered. In the

third step, Group 3 consisting of increased HAQ scores, the difference between

Time 1 and Time 2 of self report of functional status, and change in perceived

health status, were entered. Fourth, group 4, changes in employment status

and income level, were entered to determine the effect these variables had on

change in depressive symptoms. Finally, Group 5, the proportion of important

activities lost from 1989 to 1992, was entered.

3. Which quality of life and mediating variables change between Time 1

and Time 27 and;

4. Which individual participants experience changes based on a

specified criteria between Time 1 and Time 2 in quality of life variables (HAQ.

score, self-report of functional status, perceived health status, depressive

symptoms, number of important activities lost, employment status and family

income), and mediating variables (marital status, number of persons living in

the home, number of co-morbidities)?

Increases in HAQ and S-GDS scores, number of important activities lost,

and number of co-morbidities; decrease in perceived health status,

employment status and family income; changes in marital status, and number

of persons living in household were identified between Time 1 and Time 2.

This analysis provided the sample from which Phase II participants were
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drawn.

Phase II

In qualitative research, analysis is ongoing beginning with the

conceptualization of the research study (Hammersley & Atkinson, 1983). I

began with a notion that learning to live with RA is a transition process and

that women experience changes in various dimensions of life that serve as

indicators of this process. This led to the development of research questions

aimed at expanding what is known about living with chronic illness and

specifically the challenges faced by women across the life span. Once field

work began, I used a process of constant comparative analysis to identify

categories and themes that appeared with regularity in the data. The analytic

techniques used in this analysis were consistent with those used in grounded

theory, but this was not a grounded theory study since a theoretical

framework lended structure and focus to the study.

A transitions theoretical framework served as a means of focusing the

inquiry and setting boundaries for comparison of women's experience with

the theory’s components rather than directing the analysis which would

violate the inductive assumption of qualitative research (Morse, 1994). Morse

(1994) states that “The theory or concept of interest at best may be considered

a conceptual template with which to compare and contrast results, rather than

to use as a priori categories into which to force the analysis.(p.221)” Through

reading and rereading the interviews, the concepts of transition theory began

to emerge in the women’s stories of learning to live with RA.

After the interviews were completed they were transcribed verbatim. I

read and reread the transcripts while listening to each interview. This

allowed me to relive the interview and the eloquence of the narrative. Major

categories were labeled and summary notes made on the transcript.
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The interviews were read again and further refinement of coding done.

The transcribed interviews and codes were entered into the Ethnograph

program. Code sets and frequencies were printed. Face sheets were

constructed for each participant containing demographic and summary data.

Further reading of transcripts, code sets, and exemplars allowed me to re-label

and refine codes and categories as analysis proceeded. The data were searched

for contrast cases, alternative explanations to phenomena, and verification of

emerging themes.

Qualitative data analysis requires the researcher to engage in

introspective thinking, to identify her own biases, expectations, and to guard

against premature interpretation of the data. It is a reflexive process, that

incorporates inductive and deductive thinking and which allows the concepts

and patterns to emerge and be validated by the data. Because the participants

were located throughout Northern California, significant distance and time

was involved in conducting the interviews. The interviews had to be

scheduled with this in mind and thus, were done in clusters separated by two

or more weeks. The time in between interview trips was valuable for

reflection and preparation for future interviews. Discussion with colleagues

and others provided balance in my thinking. On one trip, I did five interviews

over the course of three days. Each interview on this particular trip was

intense in that each woman told a story of her life that held incredible pain

and suffering, most un-related to the RA. The experience left me physically

and emotionally exhausted, unable to conduct another interview for almost a

month. Later, listening to the tapes of these interviews while reading the

transcripts resurrected the pain I felt from their lives and rekindled personal

fears of loss. Only by focusing on the woman's whole story and the aspects of

her life that she felt were satisfying, was I able to continue to read and code
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the interviews. Later, when the codes were entered and I started searching

for exemplars of concepts, I was able to feel a level of comfort with their

stories. Perhaps too, the passage of time and the pressure to complete the study

helped to keep me moving forward.

Research Credibility

In Phase I, threats to internal validity may include the effects of

history, attrition, selection bias, and maturation. History effects include

events that may have occurred between 1989 and 1992 that would cause a

change in one or more of the study variables but may not be related to the

disease process. This threat was addressed in Phase II by reviewing the

results from the Time 1 and Time 2 telephone interviews with each participant

to validate accuracy.

Attrition posed another threat in that those women who drop out of the

panel between 1989 and 1992 may possess certain characteristics that

differentiate them from those who remain in the panel. The women who

dropped out, died, or were lost to follow-up tended to be older and have greater

disability (higher HAQ scores). The combination of age and more severe RA

resulted in a sicker group than the sample as a whole.

Selection bias reflects the manner in which the panel was derived. All

panel participants were originally recruited through rheumatologists and

may be different than those who never seek the services of this type of

specialist. This can also be a strength as the panel is homogenous relative to

diagnosis. This consistency is important since differences in symptoms and

potential outcomes vary between RA and other musculoskeletal diseases or

between RA and non-arthritic chronic illnesses.

Maturation refers to factors that influence responses as a result of

aging, developmental, or dispositional states that change in an orderly and
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systematic manner over time (McLaughlin & Marasciullo, 1990). Such

influences may alter how one responds and may not reflect disease-related

effects. In Phase I, the self report of function may have been influenced by

change in major activity. For example, a woman may have retired and no

longer considers her major activity to be work outside the home. As a result,

she may experience improved function because of reduced role demands. Her

appraisal of functional status may show improvement that would not have

been evident had she continued to work. This threat was addressed by

exploration in Phase II interviews of the basis for specific changes in

physical, psychological, social, and economic dimensions in Phase I.

Several methods were used to insure the validity of the qualitative

component of the study. These include credibility, reliability, closeness to the

data and transferability (Lincoln and Guba, 1985). Credibility refers to the

accuracy with which the participants or situations are described and truly

represent reality. This requires depth and adequacy in data collection and

analysis. The researcher must be close to the data and involved with the

participants to adequately reflect the complexities of the participants'

experiences (Marshall & Rossman, 1989; Swanson-Kaufman, 1986).

First, closeness to the data and to participants was accomplished through

my work with panel participants for the Arthritis Research Group at the

University of California, San Francisco. I developed a strong connection to

persons with RA and their daily struggles. I conducted in-home examinations

and data collection for another study with the 77 panel participants. This was

followed by follow-up calls to those who had falls or injuries over several

months. This association supported my credibility and closeness to the data.

Second, a nurse who has expertise in working with persons with RA

reviewed interview transcripts and commented on the analytic process. Study
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participants were not asked to read and critique their own transcripts as was

originally planned due to concern for respondent burden. Contact with study

participants beyond the interview involved providing requested information

regarding home care and social services requested by one woman and

information relative to alternative computer keyboards for another. Third,

insights and feelings experienced by the author during the course of the study

were noted in the research journal which facilitated identification and recall

of personal biases, such as the expectation of personal responsibility for

directing one's own care. Fourth, triangulation of data was accomplished by

comparing the experiences of persons with chronic illnesses from the

professional literature (Corbin & Strauss, 1991; 1988; Michel & Murdaugh, 1987;

Weiner, 1984). Also, verification of telephone interview data with participants

served as another means of triangulation that supported the credibility of the

data.

The second criterion, transferability, represents the applicability of the

findings to another context or group, such as women with diabetes or multiple

sclerosis, or to the larger population of women with RA (Lincoln & Guba, 1985).

The intent of Phase II of the study was to describe the reality of living with

RA, the impact the illness has on the actualization of roles, and the aspects of

the transition process experienced. The sample age range covered all adult

age groups, adult role activities, socioeconomic levels and disease severity

levels. This provided a range of experiences sufficient to assess relevancy to

women with RA in general and to women with other potentially disabling

chronic illnesses. Data were limited to women and thus may not be relevant to

men with chronic illness.

In qualitative research, reliability refers to the clarity and

reproducibility or consistency of the researcher's methodological and analytic
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decisions and interpretations of the data (Sandelowski, 1986; Woods &

Catanzaro, 1988). In this study, details of the research process, decisions, and

insights were chronicled in a research journal. Consistency in interpretation

of the data was accomplished by engaging the assistance of two nurse

researchers, skilled in qualitative methods and analysis, who analyzed sections

of data which were then compared with my own. A third non-nurse

researcher read transcripts of the same interviews as the nurse researchers.

Her category labels were consistent with the others and mine as well.

Finally, Lincoln and Guba (1985) address confirmability, or what could

be termed neutrality in quantitative research. Qualitative research is

grounded in daily life and experience. The investigator, rather than separate

from this world, is very much a part of it and as such is not considered

impartial or objective. The evaluation of confirmability is based on the data

rather than on the distance between the participants and the researcher. This

requires careful scrutiny of the data to assure accurate reflection of the

phenomenon under study (Sandelowski, 1986). The analysis was shared at

several points with the nurse researchers who read interview transcripts to

confirm interpretations and conclusions.
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CHAPTER FOUR

THE MULTIDIMENSIONAL INMPACT OF RHEUMATOID ARTHRITIS ON

QUALITY OF LIFE AND DEPRESSIVE SYMPTOMS

This study was conducted in two phases. In the first phase, I examined

data from the annual telephone interviews conducted by the Arthritis

Research Group during two years, 1989 and 1992. The purpose of this phase >-
was to identify which indicators of quality of life changed from 1989 to 1992, ºr.
and to determine the direction of these changes and impact on the number of <!.
depressive symptoms reported in the 1992 interview. The Phase II sample was ---.
selected from among the women who had experienced changes in specified Pº
variables in Phase I. Chapter Four contains the results from Phase I of the —-
study and forms the foundation for presentation of qualitative results from

Phase II in Chapter Five. A-,* >
Statistical analyses were conducted to address the questions posed for ****

º

Phase I of the study. Each question and hypothesis are addressed in this —”
Section.

1. What are the relationships between mediating variables and quality

of life variables at Time 1 and Time 2 in a community-based sample of women

who have RA2

A multiple variable correlational analysis was performed. A small

correlation between independent variables is desirable indicating that the

independent variables are related to the dependent variables, not to each

other. Correlations between measures of physical function (HAQ, self-report

of functional status and health) were significant but of a small magnitude.

HAQ score was significantly related to self-report of poorer function (r-.27, p<

.0001) and self-report of worsening health (r-.18, p< .0001). Thus,
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multicollinearity among these variables was not a problem. (Table 4.1)

Hypothesis 1a. As physical function decreases, as measured by HAQ.

score and self-report of functional status, the number of important activities

lost increases.

The number of important activities lost was significantly correlated

with an increase in HAQ (r=. 10, p< .05) but not with self-report of functional

status (r-.05, p=.3) (Table 4.1). The lack of significance between loss of

activities and functional status may be due to the limitations of the measure

used to indicate functional level by loss or interference with major activity.

The activities foregone may not be of the type that would indicate a change in

major activity. Therefore, Hypothesis 1a was partially supported.

Hypothesis 1b. As physical function decreases the number of

depressive symptoms increases.

An increase in depressive symptoms in 1992 (r=.48, p<.0 0001) was

significantly associated with a poorer physical function. Hypothesis 1b was

supported.

Hypothesis 1c. Older age and longer disease duration were negatively

related to physical function and positively related to increased number of co

morbidities.

The correlation between age and physical function was significant

(r=.23, p <0.0001). An analysis of variance was done with age in 1989 and HAQ.

score in 1992 using Tukey's Studentized Range Test for HAQ in 1992 by age

group. Differences in mean scores between Group 1, those between 30 and 40

years, and Group 2 (41-50 years, Group 3 (51-60 years), and Group 4 (61-75

years) were significant at alpha = 0.05.
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Table4.1 PearsonProductMomen

orrelationsBetweenDepressiveSymptomsandQualityofLifeIndicatorsandMediatingVariables
DepressedAgeDiseaseEndDecreasedIncreasedWorseWorseWorse 1989DurationMarriage

#inhomeco-diseaseHAQFunctionHealth

Depressed1.0 1989 Age0.051.0 Disease0.16%0.219º'1.0 Duration End0.013-0.0131
-

0.0751.0 Marriage Decreased0.057–0.158*-0.0400.238***1.0 #inhome Increased0.097*0.103*0.123*-0.0690.03261.0
Co-disease WorseHAQ–0.17%0.02850.004-0.0227–0.096*-0.0141.0 Worse-0.168*

-
0.036-0.024-0.064-0.0520.0440.269***1.0 Function Worse-0.128-0.058-0.032-0.0420.0078-0.0510.188***0.137*1.0 Health Note:

*

significant
atp3.05;**
significant
atp<.01;***significant
atp<.001

*,*.111.AlJº*
}#****Ji*-:*~**iti".



Table4.1
(continued)

Pn
MomenrrelationsBetweenDepressivmptomsandQualityofLifeIndicatorMediatingVariable

WorkLessActivity Disability
$LOSS

Depressed
89-0.00670.049-0.031 Age-0.125*0.0560.018 Disease0.032-0.0600.069 Duration End-0.030.169**0.06 Marriage Decreased0.0390.0640.057

#inhome Increased0.049-0.0010.12+ Co-disease WorseHAQ0.02-0.0220.10* Worse-0.05-0.12+0.05 Function Worse0.103*–0.0450.12+ Health Work1.00.0170.036 Disability Less
$
0.0171.0-0.008 Activity0.036-0.0081.0 Loss Note:

*

significant
atp3.05;**
significant
atp<.01;***significant
atp<001

Q
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In multiple variable correlation analysis, a significant relationship

existed between older age and more comorbid conditions (r=.10, p< .05) and

between age and disease duration (r-.22, p=<.0001). Thus, as the women aged

and had RA longer, they were more likely to report additional comorbid

conditions and poorer physical function. Hypothesis 1C was supported.

2. Which quality of life and mediating variables predict a change in

depressive symptoms between Time 1 and Time 2 in a community-based sample

Of women with RA2

Hypothesis 2. A decrease in physical function from Time 1 to Time 2 is

predictive of an increase in depressive symptoms at Time 2.

Two regression analyses were done. First, a forward selection procedure

was used with all women in the sample regardless of whether they had

depressive symptoms in 1989. The computer selected groups of variables

entered into the model based on the variable group's ability to predict a

change in depressive symptoms at Time 2 at a significance level of 0.05.

Variables were grouped a priori. Group 1, depressive symptoms at Time 1, was

entered into the model first and accounted for 22% of the variance in

depressive symptoms at Time 2 {F (1,419)=118.94, p<.0001}. In Step 2, Group 3

variables measuring physical function entered the model. These included HAQ.

score, and self-report of functional and health status. This group accounted

for an additional 6% of the variance in depressive symptoms, with only HAQ.

score and self-report of functional status significant {F (4,416)=41.14, p<.0001}.

Next, Group 5, activity loss, entered the model, explaining 2% of the variance

{F (5,415)=35.74, p<.0001}. Taken together, depressive symptoms in 1989, HAQ.

score, self-report of functional status, and activity loss explained just over 30%

of the variance in depressive symptoms in 1992. Age, disease duration, end of

marriage, change in number of persons residing in the household, change in
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number of comorbid conditions, work disability and less income were not

found to be significant in predicting an increase in depressive symptoms in

1992. The hypothesis that physical function is a predictor of depressive

symptoms was supported. The presence of depressive symptoms at Time 1 was a

much stronger predictor that a woman would continue to be depressed at Time

2, accounting for 22% of the variance in this model (Table 4.5).

A second regression analysis was done removing those women who

were depressed in 1989 from the model. In this model, loss of spouse, loss of

work due to disability, loss or three or more important activities, and decreased

physical function were significant predictors of depression in 1992 at p- 0.05.

Women, newly depressed in 1992, were six times more likely to report the loss

of three or more important activities; five times more likely to report work

disability, four times more likely to report the loss of a spouse, and two times

more likely to have an increased HAQ of at least 0.25. It could be inferred that

new depression was related to poorer physical function, which resulted in loss

of important activities and work disability. The loss of a spouse is a life event

that may be unrelated to the illness or may occur prior to loss of physical

function and exacerbate the loss of physical function. These data inform us of

the factors related to increased depressive symptoms but further investigation

is needed to understand the interrelationships between these factors.

3. Which quality of life and mediating variables change between Time 1

and Time 27

Criteria for changes in indicators of quality of life dimensions were

based on previous research results with this panel. The sample was

moderately impaired relative to physical function, with a slight overall

improvement during the period. Mean HAQ scores changed from 1.25 (SD=0.68,

range 0–3) to 1.36 (SD=0.678). Between 1989 and 1992, the proportion of women
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reporting “unable to perform major activity” increased, with those reporting

complete limitation increasing from 3.8% to 7.1% in 1992 (n=30). However,

those noting partial limitation decreased from 71.3% to 66.5%, and those not

limited at all increased to 10% (n=43). The number reporting either unable or

limited in performing their major activity decreased from 317 to 310. Fewer

women described their health as excellent/good (Table 4.2).

The mean number of depressive symptoms increased from 2.8 to 3.0 in

1992. Overall, the number of those experiencing 7 or more depressive

symptoms was low, representing only 16.4% of the total sample (n=69)

regardless of whether they experienced depression at Time 1 or not. Of those

with new depression in 1992 (n=34), 94% reported loss of three or more

important activities (n=32); 56% reported worsening physical status (n=19);

38% stated their RA was worse (n=13); 35% worsening health (n=12); and 29%

less money (n=10) (Table 4.3).

Social function was measured by the number of important activities

foregone from 1989 to 1992. The mean number of activities foregone from a

total of 77 listed was 5.03 (SD=4.07, range 0-29). The types of activities varied

and included being able to care for house plants to using public

transportation. Predominant categories included activities related to the care

of self and others and social and recreational activities.

The economic dimension was represented by work status and household

income level. Fifty-five percent reported that they worked in 1989 (n=234),

decreasing to 39% in 1992 (n=165) primarily due to retirements. Household
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Table 4.2
Quality of Life Variables, Phase LSample (N=422)

Quality of Life Variable 1989 1992
Mean Range Mean Range
(SD) (SD)

Physical Function and Health Status
HAQ. 1.25 1.36 0.125-3.0

(0.68) (0.678)

Functional Status TeC U16 96 Frequency %
cannot perform
major activity 16 3.8 30 7.1
can, but limited 301 71.3 280 66.5
not limited in
usual activity 73 17.3 68 16.2
not limited at all 32 7.6 43 10.2

Perceived Health Status
excellent 22 5.2 22 5.2
good 2O7 49.1 189 44.9
fair 147 34.8 156 37.1
poor 46 10.9 54 12.8

Psychological Mean Range Mean Range
(SD) (SD)

Geriatric Depression Scale
2.8 0–15 3.0 0–14
(3.2) (3.2)

Social
# important activities foregone 5.03 O-29

between 1989 and 1992 (4.07)

ECOnomic Erequency —% Frequency %
Employment Status

working
(incl. housewife) 234 55.5 165 39.1
unable due to
disability 80 19.0 62 14.7
retired 101 23.9 191 45.3
Other 7 1.7 4 0.9

Household Income Level
<$5000 per year 20 5.0 15 3.8
5-10,000 61 15.1 61 15.6
11,000–20,000 72 17.9 64 16.4
21,000-30,000 75 18.6 67 17.2
31,000-40,000 60 14.9 55 14.1
41,000–50,000 44 10.9 52 13.3

51,000–75,000 71 17.6 76 19.5
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income reflected an even distribution among six of the levels during the

period.

4. Which individual participants experience change between Time 1

and Time 2 in quality of life variables based on the specified criteria 7

This question was asked in order to obtain a sample from which Phase II

participants could be selected. A list of 119 women having two or more

changes in quality of life variables was generated . This pool was further

reduced by the application of Phase II inclusion criteria and will be discussed

in Chapter Five.

These data do not reveal alterations in patterns of daily life, methods of

coping with the changes that occurred as a result of RA, or details about the

process of transition experienced as a woman’s functional status changed.

Knowledge and understanding about the interaction between the illness, life

events, and everyday life is central to developing nursing strategies that will

assist persons with chronic illness in living their lives as fully as possible.
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CHAPTER FIVE

FROM EARLY TWINGES TO MASTERY:

LEARNING TO LIVE WITH RHEUMATOID ARTHRITIS

The purposes of Phase II of the study were to examine the experiential

aspects of living with RA; to describe the impact of RA on women’s roles, the

coping strategies used during the RA transition experience, and the

significant milestones in the transition process; and, to identify the resources

which supported the women's ability to take care of themselves.

The results of the in-home interviews are presented in two parts

representing the broad categories of findings. The first part presents the

findings with respect to the transition process exemplified by the women's

narratives of the course of adjustment beginning with early twinges, through

learning to live with RA, and evolving in mastery. This part includes RA

related stressors, role changes, and the strategies and resources women

utilized to cope with the transition of RA. The second part presents the critical

incidents or milestones identified by the women as significant in their

experience of living with RA.

Phase II Inclusion Criteria

Criteria for participant inclusion were two or more changes in quality

of life indicators between the 1989 and 1992 annual telephone interviews;

disease duration of 15 years or less; age between 30 and 75 years; and residence

within a geographic area bounded by Santa Rosa and Sacramento to the north,

and Fresno and San Luis Obispo to the south. Women whom I had interviewed

for a previous study were also excluded. One of the criteria was modified.

Participants with three or more changes in quality of life dimensions were

limited in numbers, therefore, this criterion was changed to include women
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with two or more changes. Of the 422 women in Phase I, 42 women met the

inclusion criteria. Seven women refused to be interviewed (16%); two were

unable to be reached; and one was not at home for the scheduled interview.

Repeated attempts to contact her were not successful. Of the seven who

refused, one worked six days a week and stated she was too busy; two were

recovering from recent major surgery; three stated they were not interested;

and one stated “it goes against my grain to dwell on it”. Two women were not

contacted for interview since theoretical saturation had been reached by the

time 30 interviews were completed.

The RA Transition Process

Stage One: Becoming aware

The beginnings of the RA transition may go unnoticed or be ignored

until the physical symptoms persist and/or interrupt everyday function.

During this phase of transition, the early symptoms, referred to as twinges,

were largely ignored, attributed to overexertion, or some other cause.

My thumb just swelled up and a couple of my fingers just kind of puffed
out. When I first noticed it, I just thought it was from sailing. It would
get better for a while then it came back after a month or two and didn’t
go away. (Susan)

Later, after diagnosis, those early twinges were recognized and labeled as the

beginning of RA.

Most common symptoms were physical and initial sites of involvement

were the hands, wrists, shoulders, and feet. In some cases pain and swelling

occurred simultaneously, in others pain occurred alone, followed by swelling.

In either case, there was usually weakness in the affected limb and general

fatigue. Megan was a young college student when she was first affected. She

stated that,
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The first twinges were in my thumb. I worked at a summer camp. And
it was the last day and we had to pull the mattresses out of all the bunks.
I thought I sprained my thumb or something, but it didn’t go away.
Even three months later it didn’t go away. (Megan)

Some months later, she experienced sudden weakness and pain in her arms

while typing a report for school. “I couldn’t even lift my arms, I couldn't

even move them.” Megan was forced to leave school due to the progression of

her illness at that time, although she was able to complete her degree several

years later.

For Rose, “It was early morning stiffness, getting up and feeling like

you’ve been in a prize fight. Yeah, and then I had a swollen knee and nothing

showed on the x-ray.” Judy, an active middle-aged woman, attributed her

swollen knees to skiing or horseback riding. When the symptoms no longer

subsided and the weakness and pain became constant companions, she realized

there was something more than overexertion occurring.

Women who experienced a sudden onset of debilitating symptoms, also

recalled some early symptoms that were ignored. Carla's experience was

typical. She stated,

Well, I probably had it for a year but I didn’t realize what I had. I used
to go skiing and once in a while my feet would hurt, like a big toe or
something. I would think that, well, maybe the boots were too tight or
the socks were too tight and I would take them off, but that wasn’t it.
Then I thought maybe the panty hose or something. When I got home it
stopped so I didn’t really have any physical complaints to go to a doctor.
Then one day, all of a sudden my joints all swelled up. All over. And
they were so tender and horrible. My legs swelled up and my hands
were so sore that I couldn’t touch anything. When my feet swelled up, I
finally went to a doctor. (Carla)

Laura also recounted early but ignored symptoms. She stated,

I was sleeping in one morning, and when I woke up, I couldn’t get out
of bed......It wasn’t the first of it. though, my legs, arms, and feet ached
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all the time, but it hadn't gotten me down where I didn't have to stop
doing anything. (Laura)

The perception of the symptoms as a problem occurred when the

symptoms did not go away or became much worse and interfered with daily

life. Advice of friends and family were sought first, but once the symptoms

began to interfere with the woman's work, whether at home or at a paid job,

she usually sought medical advice and treatment. In many cases, the first

experiences of medical management were not helpful, as many were

misdiagnosed, or found their complaints not taken seriously. In the early

stages, the rheumatoid factor is not always present in the blood or the

symptoms are not clearly visible, even on x-ray. In this sample, most often

early diagnosis was not made and the woman was told to take aspirin, rest, or

were given other non-helpful treatment. Kathy first experienced symptoms

right after her son was born. She described difficulty managing his diapers,

stating,

I couldn't even open a hand to diaper him, and of course, they all
thought I was emotionally unbalanced because I just had my son. He
[the doctor] had just taken x-rays, and just told me to go home and take
aspirins because there was no change in my wrists. I just never liked
that particular doctor because it was like you're talking to someone that
is like a dead wall. It's like you're causing this pain yourself. (Kathy)

Others reported being told it was probably arthritis and they would just have to

learn to live with it. Another woman was sent to a psychiatrist for evaluation

and treatment because her primary doctor stated that her problem was

psychosomatic in that she just did not want to use her hands.

Trial and error treatment was not uncommon. Rose complained to her

doctor about fatigue, morning stiffness, and swollen knees. Her doctor tested

her for ‘thyroid’ and gave her leg exercises to do. The thyroid was normal and
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the knees got worse. Some time later, he tested her for RA and found her to be

positive. She was then referred to a rheumatologist. Ella told a similar story.

Well, I didn’t know what I had until I started hurting. I was going back
and forth to doctors cause I was hurting. It wasn’t doing me any good, I
don’t know how many doctors I went to until finally they told me I had
arthritis. (Ella)

Donna recalled symptoms long before her diagnosis.

I always had a lot of problems with pain in my joints, my shoulders, in
my feet, everything was always diagnosed as bursitis or circulation.
(Donna)

All of the women related difficulty in moving from awareness of

symptoms to attaching meaning to the symptom. Except in a few unusual cases

where onset was sudden and overwhelming, the process of becoming aware

and perceiving that the problem was not transitory, was gradual, marked with

alternative explanations, trial home remedies, trial medical remedies and

denial that anything was wrong. Within a few months to a year of the early

twinges, most women experienced a serious flare of RA, precluding further

doubt that there was a problem that needed attention. For many, the first few

years were the worst, as they grappled with the severe physical effects of RA,

which in turn exerted an effect on their emotional well-being, social and

recreational activities, and the ability to work as they once had.

The beginning of this phase occurred somewhere between the

acknowledgment of early twinges and the initial diagnosis. Even though the

exact beginning was not pinpointed, “learning to live with it” was a distinct

phase for these women and eventually evolved into a level of mastery in

managing daily life. This phase is analogous to the period of disconnectedness



73
described by transitions theory. The women emerged from this phase

knowing that certain strategies worked for particular problems. They

incorporated the illness into their self-image, and, although they could not

predict the course of the illness or when another flare would occur, they were

prepared to cope with it when it came. The experience that occurred between

first perceiving a problem and this new level of mastery was uneven and

variable. In this section, the women's responses describe RA-related stressors,

the role changes resulting from these stressors, and the strategies initiated to

cope with these changes.

RA-related Stressors

Pain. Pain was often present even when the disease was under control.

When in flare, however, Carla described pain that was totally debilitating.

You couldn’t even live. It got to the point where you did not even want
to go to bed because you knew when you got up the next morning that
you would have to start all over again. I think that I aged about 20
years. (Carla)

Patty recalled her early years and the experience of pain and fatigue,

I would leave work and from the time I got out in the parking lot till I
got in the car I’d be in tears. I would drive home and I would go to bed.
I couldn’t cook. I couldn’t do anything. I just hurt so bad. (Patty)

Donna described her early morning routine which was regulated by the

intensity of her pain.

I got so bad that to just get out of bed in the morning and take a shower
would take me anywhere from 45 to 60 minutes, just to get from the bed
into the shower. I’d wake up and I would hurt all over, all my joints.
(Donna)

For Carla, the early experience of pain was overwhelming,



In the early years it was very hard because I was in so much pain that I
couldn’t hardly think of anything else. I would say that during the first
ten years, I cried every day because, besides the pain, I just couldn’t
take it. I just wanted to die. The pain really gets you, it was pain, pain,
pain. (Carla)

For women who lived alone or did not have supportive family to take

over some of the every day responsibilities and assist with personal care, life

was decidedly more difficult. Carla, a single woman, described her early

experiences,

I did not realize how I was going to do because in the beginning my
hands and body were so painful that even brushing my hair was too
painful. There was a period of time when I couldn’t even put on
underwear because I just didn’t have the strength and it was just too
painful to put on a bra or underwear. I would just put on a long dress
and hoped for the best. (Carla)

Kathy, a 46 year old widow, said,

There were times when I truly felt that when I had this pain, that if my
husband were here, I would put myself under, that’s how bad the pain
was. (Kathy)

The reason she did not “put herself under” was that she still had one child at

home and she did not want to leave him an orphan.

Weakness. The initial experience of weakness was related more to the

pain and swelling in affected joints. Later, loss of strength occurred as

muscles atrophied from the inflammatory process and disuse due to pain on

movement. The weakness caught people by surprise. Even women who have

had RA for many years were surprised by what they could no longer do

because of weakness. The every day activities such as using a blow dryer,

picking up a plate, lifting a pot of coffee became troublesome. Younger

women like Shirley seemed to notice the weakness more, perhaps because of

the expectations they had of themselves and the roles they were expected to

fulfill. She stated,
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Once I couldn't dry my hair at all. I couldn't hold the hair dryer and I
couldn’t use the curling iron. It would just drop. There was no way my
hand would hold it. That was tough. (Shirley)

Another woman described her strength as “fading”; and another said, “I

just don’t have stamina anymore”. For all, the types of activities they engaged

in and the length of time they could perform them changed over time. Megan

spoke of having to make many more trips to bring the groceries in from the

car because she could not carry the heavy bags anymore. Joanne continued to

keep a beautifully clean house but stated it took much longer and was more

difficult.

I clean on Tuesday. It takes me all day and I just push myself to get it all
done. I hurt all day and I just dread Tuesday. I need a single story
house. I keep asking myself “Why do I have this two-story house?”
(Joanne)

Joanne gave up other activities such as crafts, which brought her

enjoyment. She stated, “I had to stop. I don’t have the same strength or

function in my hands. I used to do a lot of crafty things that I wouldn’t even

attempt now.”

Stiffness. Stiffness was most noteworthy in the morning or after

periods of inactivity, but for some it continued through the day. For Judy, the

stiffness was relieved by water aquatics. She stated,

I could not turn my head and I was in several near accidents. I got big
mirrors on my car. But since I started water aquatics, I can now turn
my body better. (Judy)

Also a singer, she had to give up choral singing because the stiffness in

her mandibular joint prevented her from being able to open and close her

mouth adequately to sing. Donna could hardly stand to go to a movie because
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the length of time spent sitting would make it impossible for her to get up. She

stated, “I’d sit but then when I'd go to get up I couldn't. I'd have my husband

or who ever was with me help me to get up.”

Swelling. Joint swelling can be extreme with RA, expanding the normal

joint to an unrecognizable and painful shape. Judy went to her doctor with

severely swollen knees. When the doctor attempted to withdraw the fluid and

instill cortisone, “she found out she couldn’t even get the smallest needle in

the joint.” Martha noted, “I actually sat one day and watched my ankles swell.”

The visible signs of RA brought on additional worry about deformity. When

the joints were swollen there was fear that the swelling would not subside or

that the joint would permanently assume an unnatural shape. Megan noted

that her RA affected more joints than before and stated “the deformity is

coming.” For most, the swelling subsided with time, treatment, gentle exercise,

or as the flare subsided.

Fatigue. Of all of the physical symptoms that the women described, none

were as pervasive as fatigue. Fatigue was often the first sign of an impending

flare and continued long after the flare subsided. Some women commented on

being “always tired”. It was little wonder that social and recreational

activities were the first to go. All the woman's energy was reserved for

essential work; the care of the family, paid work, and personal care.

Beverly, a retired school teacher, said of the fatigue,

It’s just that this is such a tiring, debilitating kind of thing. I used up
all my energy at school and I didn’t have any left. It was just a chore to
come home and get dinner ready, and I couldn’t do anything else. And
on the weekends, I had to spend one day really, just resting. (Beverly)

Joan's comment was “I’ve been tired for years.” And, Chris noted the loss of

stamina and the feeling of being too tired,
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What I find is I don’t think about the discomfort as much as I think
about, oh God, I’m just too tired, I just don’t want to do this, I’m too tired
to walk upstairs. It’s the stamina more than anything. (Chris)

Rose commented about her fatigue, “For me, the worst was the fatigue.

You don’t get much sympathy going around saying ‘God, I'm so tired”. And for

Shirley described how fatigue brought on anger and depression, stating,

The fatigue factor. That's the worst, for me that was the worst. I can
deal with the pain and I can even deal with the swelling [but] the
fatigue is the worst, the weakness, and a little bit of the depression. No
matter how much I tell myself that I do not want to be depressed, when
it is happening [I get depressed]. It does come with the cycle, when it is
active, I am very debilitated. Every little task, I have to muster a lot of
energy just to perform one small task. It is like the muscles are just
collapsed, just a sense of weakness, like my body just cannot hold itself
up. So that causes the depression and the anger. (Shirley)

Depression. Depression was mentioned as an outcome of the physical

limitations and prolonged suffering, and a companion to pain and fatigue.

Beverly referred to the vicious cycle of depression and physical symptoms,

Depression, that has to be mentioned somewhere. I felt depressed. It’s a
vicious cycle with RA. You feel depressed so your arthritis acts up more,
and the more it acts up the more depressed you get until you break it
somehow. (Beverly)

Beverly began to weep as she described the feeling of depression and the grip

it had on her. For Lena, depression or depressed feelings welled up when she

observed others doing things she could not do. She stated,

I used to cry about anything all the time. I was a cry baby. If I see
someone driving a car, I used to cry. I would open my door I would cry.
All I did was cry, cry, cry. (Lena)

Judy summed up her description of depression, “A wound that won't heal.”

The women described depressive symptoms that were often exacerbated

by other life losses or worries.



78

I was very depressed. My husband was out of work for ten months and
we were selling off our things just to get by. I was so worried all the
time and we had no insurance. (Donna)

Shirley recalled,

The last time I had a bad bout was about in March. I would get home
from work and then I would lie down about seven o'clock. I would curl
up and I did not want the kids or my husband to talk to me. And I would
cry. And I would ask, ‘How am I going to deal with this?’ It sure would
be nice not to have to deal with this. Death could be a nice, pleasant
welcome here.” and then I would ask myself, ‘Why am I thinking this?
Why am I thinking death?’ It was just a part of it all. I am emotionally
down, physically I am down and spiritually I was getting very down,
very low. (Shirley)

The feelings of despair were common, particularly when RA was active.

None of the women who spoke of death had tried to take their own lives, but

one woman described the various ways in which she had contemplated it. The

thought of death seemed to bring some form of relief, even as a fantasy.

Roles Changes

Usually the first serious flare initiated withdrawal from many activities

and the women had to learn to delegate or let go (at least temporarily) of some

or all of their roles. During this time just getting through the day seemed

insurmountable. Ella stated,

When I got with this arthritis I couldn’t do for myself. I could hardly
walk, I couldn’t cook for myself, and I have mostly boys. (Ella)

For Martha, who experienced a rather sudden onset and progression to total

disability at age 47, it was a significant adjustment.

It was devastating to my head....to my mind. It takes a great adjustment
..all of a sudden, you're active and running around and then you can’t
do anything. (Martha)
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And Barbara described,

When it did take over, it just took over boom. I got up one morning and
reached for the door knob and I thought where is my hand, what
happened to my hand because there was no feeling in it and so it took
both hands to turn the doorknob. From then on, it was just first one
place and then another, and then it got to be in my total body.
(Barbara)

Women of all ages experienced having to depend on others for help

with routine activities such as meal preparation, dressing, and even bathing.

You are unable to do the things that you have always done before. Just
practical things like cleaning the house, cooking, shopping, going to
the store. (Beverly)

Carla's disability determined what she would eat,

Breakfast is easy. All you do is put some toast in but if I have to cut, like
carrots or something, I have to have someone do it for me. (Carla)

Bonnie was fortunate because she had the help of her husband and paid help,

We had someone who cleaned my house and my husband fixed alot of the
meals. For a period of time, he did almost everything. (Bonnie)

Women who worked outside the home pushed themselves during their work

hours and would drop into bed as soon as they got home. Patty stated,

I would come home from work and take a three hour nap, and by nine
o'clock, I’m ready for bed. And that’s pushing it, really. (Patty)

The initial, serious flares were times of new learning since the women

did not know what to expect, what was “normal”, or how to best cope with the

experience. Frustration and despair were common themes as they described

being overwhelmed by their symptoms: pain, stiffness, swelling, weakness,
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fatigue, and depression. These symptoms led to difficulty in movement of the

affected joints and the subsequent alterations in daily activity. Patty stated,

The aspirin wasn’t working for me. It had gotten really bad. It was in
my elbows, and my wrist. All I wanted to do was sleep and cry. That was
it.(Patty)

The women in this study identified numerous roles, such as mother,

grandmother, aunt, daughter, spouse, friend, lover, worker, volunteer, sister,

but the primary roles are or were mother, spouse, worker. The level of

involvement in each role depended on the woman's situation and age.

Younger women (30’s-40's) generally carried more roles than those who had

raised their children and were retired. Women with children described

significant levels of involvement in their families which became altered

during flare ups of their disease. Eventually, temporary changes in role

responsibilities evolved into a redistribution of duties, some former activities

foregone, others delegated or shared.

Mothering role. Bonnie was the mother of a toddler when she was

diagnosed. She was fortunate to have a friend who helped her with household

chores and child care. She continued to work in her home-based business

because she could control how and when she worked. Later, after her

remarriage, she noted, “My husband did everything. We had someone who

cleaned the house but he fixed alot of the meals.” She also described the

adaptations in her mothering role during those early years, stating,

My daughter was two when I got this. I spent a lot of time with her
except we didn't go alot of places. Most of the time I spent with her we
read and we did things in the house which is kind of interesting
because before this I was a real outdoors person. My daughter has
grown up to be a real bookworm. She has her nose in a book all the time
and she doesn’t like to work outside. I know it’s because I didn’t work
outside when she was growing up. (Bonnie)
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Jackie, a grandmother who was raising her grandson as her own,

provided an alternative perspective to role change. She attributed her being

able to keep going to the acquisition of her ‘new’ parenting role, long after

she had raised her family. She believed the daily routine of getting the child

off to school, picking him up, attending soccer games and the like have forced

her to keep active and in better shape than she would be otherwise.

Single mothers had more severe problems during ill periods since they

did not have spouses who could fill in. These mothers faced the same

challenges as single mothers in general, but had fewer energy resources and

strength with which to fulfill their parenting role. As Patty's daughter got

older she explained to her about arthritis.

I told her at a very, very early age so she could kind of understand,
‘Well, Mom can’t really get on the floor with you. There's some things
Mom just can't do'. (Patty)

The women with spouses or close companions described the extent of the

other person's help which varied with each circumstance. Two of the single

mothers reported they both had received support in their mothering role from

their families of origin in the form of child care, assistance with household

chores and errands during flares. The younger women had altered many of

their activities because of the RA, relying on spouses, older children, and

families for assistance with activities such as yard work, vacuuming, and

anything involving heavy lifting. Older women, who had raised their

families, were more apt to alter their roles as grandmothers. They did less with

grandchildren or were not able to provide child care.

Spousal role. Few women noted any change to their roles as a spouse.

They acknowledged that they relied on their spouses for assistance in physical
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activities and occasionally personal care, but were still able to be companions

and provide the emotional support that had done prior to the onset of RA. The

women who became divorced since their diagnosis were not certain if the RA

had anything to do with the break-up of their marriages.

Worker role. The impact of RA on a woman’s ability to continue a paid

work role was significant, affecting economic well-being, social activities, and

the woman’s self-image. Women in their 40's, 50's, and 60’s were more likely

to have ended work earlier than planned because of the RA if their work

involved physical activity. Lena, an agricultural worker, left work at 47. She

stated, “I worked when I was younger. I left my job at 47 because I couldn't

pull any more weight.

Laura, now in her early 60's, had been a nurse's aide but became unable

to do this type of work by the time she was in her late fifties. Rhonda, on the

other hand, also a nursing assistant, was disabled before she reached 50. Many

of the women who eventually became unable to work, described a process of

working in constant pain, accompanied with intense fatigue. Their work

stories were revealing of the inequities that exist for women who perform

physical labor and have relatively few options or opportunities to change the

type of work they can do. Working was essential to survival but there came a

time when they were too disabled to continue.

Poverty was the price for premature withdrawal from paid work for

those who had been self-supporting. For those with spouses to provide

material support, the price for premature withdrawal from work was an

altered expectation of financial well-being in their later years and in the

activities that would be possible. Rose's husband was prematurely retired due

to circumstances beyond his control. This compounded the financial impact
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for the couple since Rose could no longer work due to RA.

In the early stages, the impact of RA was expected to be temporary. In

all but a few instances, the patterns of daily life and the expectations of what

one could accomplish were altered permanently. The extent to which patterns

and expectations were altered varied depending on disease severity and the

concomitant loss of physical function.

Self-care role. All of the women spoke of the importance of taking care

of themselves but the primary role for ten of the thirty women interviewed

was managing the daily routines of self care. Their disability had progressed

to such an extent that they had given up most other roles and could only focus

on doing what they could for themselves. These women depended entirely on

family, friends, and paid workers to help with bathing, cooking, cleaning,

shopping, and errands. Ella stated,

I have to have help with the bathing. They brought me one of those
shower chairs. ...To get to the toilet, I just push my chair closer to the
toilet seat, and push the best that I can to move to the toilet seat. I have
to push with my feet because I can't use my hands. (Ella)

When describing how she eats her meals, she said,

She [the chore worker] fixes my food and sets it on the stove. I mostly
eat out of aluminum pans because plates are to heavy for me to handle.
I just turn the warm button on the stove and heat it up. When it gets
warm, I just let it cool down and put it in my lap and start eating
whatever I have. (Ella)

Women who were not wheelchair bound as Ella was, also depended on

others to obtain food, fix simple meals and leave them refrigerated, run

errands. A typical day for such a woman was focused entirely on getting up,

eating meals, taking pills, and getting ready for bed again. The days were

often described as long and boring, during which television, a friend or
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neighbor, or even the cat provided some diversion.

Patterns of Responses and Coping Strategies

What are the patterns of responses women with RA exhibit to manage

the daily challenges of the illness and cope with changes in role function?

The individual patterns that the women evolved were dynamic because

conditions were always changing. However, there were general patterns that

emerged from the repertoire of coping strategies reported by the women.

These were universal and involved managing the illness, managing one's

daily life, and managing one's environment. Five themes were evident in

these strategies: Listening to your body; keeping a positive attitude; asking for

help; pretending; and adapting the environment. The type and quality of

support and medical care also influenced how a woman managed the RA

related and non RA-related stressors and will be discussed here. The woman's

age influenced how the illness was viewed by others and the type of support

received from others.

Listening to the body. Listening to the body meant taking the cues from

what was happening at the moment and responding to that cue. The women

learned to recognize cues of oncoming flares, how to titrate medications to

obtain the best effect, when to exercise and when to stop, when to rest and

when to keep moving. There were three different approaches to listening to

the body. One was to ‘balance activity and rest’. The second was ‘try other

strategies’; and the third was to “push yourself and do as much as you can’.

Shirley could recognize when a flare was coming on because she could

not sleep at night and was more fatigued and stiff than usual. She learned

when these times came, to “ride it through” and “know that it will pass”.

Shirley refused to let RA interfere with work but ascribed to the value of

balance between rest and activity. During a flare, she found a routine that
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helped her ‘to ride it out’.

I get home and I rest or I will say that “it is a light dinner' and
everybody helps out. We will have salad or leftovers. I’ll say, ‘The beds
are not going to get done today or I’m not going to do vacuuming this
week.’ You know, I just tell myself that it is O.K., that I’m not going to
worry about whether the faucets are shiny. (Shirley)

Lillian remained active, caring for her home and going out to shop and do

errands with her husband. She emphasized rest.

I rest a lot. I read alot, and I try not to overdo. When I get tired, I lie
down, then I'll get up and do a little more, then I relax again. (Lillian)

Being retired allowed her the freedom to rest as she needed. For women who

worked outside the home, balancing activity and rest was more difficult to

accomplish but no less important.

Susan was less apt to rest when she felt badly but tried other strategies.

It seems like when I do get a flare-up, I'll just increase my medications a
little bit more, or soak my hands in water. It’s just something that’s
always there and I know it’s going to happen. (Susan)

Other women responded differently and pushed themselves to keep

going so they would not get stiff. When Judy had a flare recently, she

described how she went horseback riding to reduce the effects of the flare.

I took four days off from work, I put both my horses in the horse trailer
and I went to San Rafael Park up in the mountains with the redwoods.
Whenever I could get out of bed and throw a saddle on, I went riding.
You have to do something that's physical exercise, that's a little bit
scary but enough to produce endorphins. If I ride twice a week, I'm
pain free. If I don’t ride, boy it hits me. It's what works for me.(Judy)

Jessie ran a day care business. Her strategy was to keep moving. She
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stated,

You just have to keep doing everything that you did before because if I
sit down and feel sorry for myself it would really take me over, I think.
I would be in a lot worse shape than I am. (Jessie)

Exercise of any type or variety was a consistently mentioned strategy,

but always with the caveat that one should not overdo to the point of

aggravating joints. Kathy, who worked out or exercised every day, stated,

Every morning I go and exercise at the gym. When I’m really bad I
can’t lift weights or go on the stairmaster. There are certain exercises
at the gym that I know I can’t do because it aggravates the irritations in
my knee. (Kathy)

Joanne described how she kept going,

I Only walk about a half an hour a day, that's as far as I can go and still
get back because I’m in so much pain. I do alot of yard work, do alot of
gardening. It’s no good to just sit here and don’t do anything. I've
never been an inactive person, ever. I have taken care of the inside
and outside of the house. (Joanne)

Water exercises were a favorite for those women able to get to a pool;

others sought relief in hot showers, hot whirlpool baths. Other women found

ways to “pamper’ themselves that were simple, inexpensive, and relaxing.

Making a cup of herbal tea, listening to soft music, taking a walk with a good

friend, sharing a joke all were suggested as diversionary and stress reducing

activities.

Asking for help. One of the most difficult things for women used to

doing for everyone else to learn, was to ask for help. To be able to request and

accept help was described as a skill that must be developed so that the

inevitable feelings of guilt would not be encountered. Patty was reluctant to

admit even to family members that she needed help at times. She stated,
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I’m still learning to do that, I still have a hard time. I want to say, ‘I can
do that’ even when I can’t. I’m too stubborn even when it hurts me.
(Patty)

Several women spoke of asking others for help only when they absolutely

could not perform a certain activity and it was necessary for the family's or

their own well-being. Donna spoke of becoming so frustrated trying to Open a

jar that she went out to the street to see if there was anyone around who could

open it for her. “You can’t be afraid to say “Help me’.” Lena described the

tradition of helping in her family. She had always helped others and

continued to do so when she could making it easier for her to accept help from

friends and family. Lena stated,

You have to give, so somebody helped me and now I’m helping
somebody else. That’s the way we are in our Mexican tradition. It’s
cultural in our house. If you help, you will be helped. (Lena)

Pacing yourself. Somewhere between pushing oneself and doing too

little was the frequently mentioned strategy of ‘pacing yourself’. Pacing was

mentioned by at least three quarters of the women I interviewed. Some were

able to accomplish it, other aspired to do it. Amy recommended combining

pacing with slowing down. She stated,

I pace myself, that’s probably how it is. Even at that it doesn’t do it
sometimes. That’s when it [RA] lets me know and when I do start feeling
it, I just start slowing down. I really rest, whether it’s just simply going
in and taking a nap or something like that. (Amy)

In contrast, Jackie pushes,

I used to push myself constantly. I got to get this done or that done. I
would do it and then I would suffer for it. Then finally, a light bulb
went off. Hey, take it easy, do what you can and then forget it. (Jackie)
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During a flare, Shirley also slowed down,

I tell myself that it is just a phase in which it [RA] is active, to just
respect it. Don’t let it control me, to just slow down. The kids will have
to help out and my husband will have to help out. I don’t need to get
everything done. Whereas, before it used to infuriate me because I
would think, ‘How am I going to get all the work done plus my
housework?” (Shirley)

Along with pacing was learning to do things differently. The women

spoke of learning short cuts, or reordering priorities. Patty struggled with

her priorities, “...the hardest thing I have to remind myself of is that I don't

need to do everything in one day.” Rose had achieved that hurdle, “I don’t

clean as much or as often. Somehow, a piece of dust doesn’t seem quite as

important. It comes right back anyway.”

Keeping a positive attitude. Keeping a positive attitude was mentioned

repeatedly as important but difficult to accomplish. The strategies cited to help

maintain a positive attitude included “set realistic goals, use humor, being with

family and friends, do things you enjoy, help others as much as possible, help

Others to understand what you are going through, pray, and don’t give in to

it”. Kathy had plans to go back to school and to travel, she said,

You have to set goals to do things you can. They have to be realistic
goals but something to keep you going forward. (Kathy)

Humor was often mentioned as a strategy to keep the spirits up. Chris

deliberately spent time with friends who were fun and who told good jokes.

She often would meet a friend who she described as ‘crazy funny’ for lunch.

They would walk and talk and laugh. Megan advised,

I think maintaining relationships with people who can support you and
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help you through it, somebody who you can actually talk to about how
you feel about it. You have to talk about it because it’s there. (Megan)

Women with strong religious or spiritual beliefs found prayer and

talking with others who believed as they did helped to keep their thoughts

positive. Lena described her use of prayer,

I do a lot of praying. I have certain saints that I pray to. I pray to Saint
Martin, St. Judah, the saint of the impossible, and Our Lady of Guadalupe.
I talk to them like a person. (Lena)

Lillian was a strong believer in positive thinking and found great

solace in the writings of Dr. Norman Vincent Peale. Barbara refused to talk

about illness with her friends, she said “No sick talk. It brings your attitude

down.” Activities that provided diversion, focusing on positive aspects of life,

getting out with friends, all helped when the attitude began to dip. Several

women enjoyed reading and used this as a pleasant diversion. The key to

successfully maintaining a positive attitude was recognizing the negative

feelings and immediately pursuing strategies that counteracted them.

Pretending. Pretending served as a means of responding to others who

tended to disbelieve or minimize the physical symptoms and limitations.

Several women noted they pretended to be “OK” in front of others, even family

members at times. Women whose symptoms were visible would minimize how

weak or tired they felt or how much pain they were experiencing. Edith hid

some of her limitations by changing how she bathed. She switched from

taking tub baths to showers, never mentioning this to her husband. She also

refused to ask for his help even though she admitted he would be willing to

help her. She described how she managed this,
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I just go into my bathroom and take a shower. It’s hard but I don’t want
him to know that I need help. I just go ahead and make sure that I take
my time. Lifting that leg is like lifting a ton of bricks. (Edith)

Shirley was also reluctant to ask her husband for help, stating,

At first I wouldn’t ask him to help so much or let him know that I was in
so much pain so that he wouldn’t have to do it all the time. I don’t want
him to have to think, ‘Gee, I’m stuck here with this woman who is
always in pain.' But they just didn't understand that I was in pain.
They couldn’t see the problem and thought I talked too much about it so,
I held back a little bit. (Shirley)

And Kathy noted,

After a while people get tired of hearing that you have pain. They
cannot comprehend the pain that you have, no one will ever know that
pain so, you can’t talk about how much you have because people really
don’t care, they have no compassion, they have no idea of it. (Kathy)

Others continued to pretend because they feared being viewed as sick

and thus would be passed over for promotions. Two young working women

acknowledged that admitting to physical limitations at work could preclude

them from being considered for advancement. Patty’s experience was typical,

she stated,

I don’t want to say I can’t do it at work, because then I won’t have that
chance of getting promoted. They have a program there for people
with disabilities, but you will only go so far. So at work, I’m not going to
admit it. (Patty)

My job involves lifting and recently I decided that there are other
people who can do some of this lifting, so I ask others to help. I feel a
little guilty about that sometimes, as people do it, especially when you
hear comments from people sometimes, ‘Well, she could do that last
year.’ (Megan)



91
The experience of invisible symptoms was a problem for many of these

women. More than half of the women I interviewed looked healthy, with no

outward, visible signs of the disease. During times of flare, joints would swell

and be inflamed, but during remission the illness was invisible. Also invisible

were the fatigue, decrease in stamina and strength which often continued

beyond the flare. The women noted that it was very difficult for others to

comprehend the extent of the pain, weakness and fatigue that was with them

daily even when in remission.

I think one of the biggest problems is educating the people around you
to it. Like if you say, ‘I have cancer', they understand, but if you say ‘I
have arthritis', so what else is new, we all have a touch of arthritis you
know. I have a hell of time educating my family, in fact I don’t think
my brother yet understands it. (Rose)

Bonnie noted the lack of understanding of the difference and severity of

symptoms between RA and other forms of arthritis. She stated,

Still today, when you talk to people and tell them you have rheumatoid
arthritis they will say, ‘I have arthritis too. I have it here in my little
finger.' Well, I have it all over my body, it has been in my jaw, it has
been everywhere and it is not just a disease of deformed joints.
(Bonnie)

Pretending and minimizing created frustration because the symptoms

were real, were often severe, and yet were not taken seriously or understood

by others. The women expressed frustration about not having anyone to talk

to about their experiences who would understand. Those who attended

arthritis groups were equally frustrated since most of the women in these

groups had osteoarthritis (OA), and although they acknowledged that these

women suffered too, they noted that OA, unlike RA, was not a systemic disease.
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Adapting the environment. Many of the women learned ways to make

their homes and workspaces more ‘user friendly'. In some homes, the kitchen

counters held everything within easy reach so that the woman did not have to

stretch to reach items or stand on a stool and risk falling. One woman used a

large rack on the kitchen wall to hold pots, pans, and lids, all within easy

reach and very attractively displayed. Another obtained a stool on wheels

which allowed her to sit while preparing meals and scoot from place to place.

Others continued to garden by using raised beds, perhaps smaller than what

they may have tended in the past, but large enough to obtain the joy and

satisfaction from working the soil.

Alterations in the work place were limited to simple adaptations.

Shirley obtained a chair which offered better back and arm support. Susan's

employer provided special tools to make her work easier and less stressful

after she developed carpel tunnel syndrome. Unfortunately, employers may

not always be willing to pay for the extra cost of an ergonomically designed

computer work station until they are faced with several worker's

compensation claims. Preventive and proactive strategies may prove cost

effective in the long run but were not generally pursued until a problem

arose. This presented a dilemma for women who did not want to risk being

treated differently at work, but whose work situation was aggravating their

symptoms. Most preferred to “tough it out”.

Other environmental concerns were not as easily remedied. Several

women lived in areas known for violent crime. This presented additional

stress for women who were not be able to move quickly or had lost strength

and agility. Women in these situations tended to go out less and when they did,

went only in the daytime with another person. This complicated keeping
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appointments and conducting necessary personal business. Little is known of

the impact of this particular type of stress on the onset of RA or its

progression, but general stress has been implicated in poorer function and

increased pain (Harrington, Affleck, Urrows, Tennen, Higgins, Zautra, &

Hoffman, 1993).

Support

Support can take the form of assistance with daily chores and

responsibilities, it can be financial, and it can be emotional. Those with the

most severe level of disability required more assistance from others but all of

the women depended on someone else for some help with various activities.

Shirley commented on how her husband did the shopping; Susan's husband

kept the gas tank filled since she could not turn the cap to take it off. Amy was

teaching her children to do laundry. Bonnie taught her daughter to do

laundry at an early age. The types of activities that require assistance

involved strength, manual dexterity, and endurance, and included activities

such as lifting, vacuuming, mowing the lawn, pushing open heavy doors,

turning the handle on a faucet or gas tank cap, buttoning buttons, putting on

earrings. The need for assistance varied as well with the status of the disease

at a particular time.

A supportive family made a difference in how well a woman managed

her daily life. Chris lived with her husband, son, and mother. “My mom is

tremendous, she was very supportive, and my husband did all the housework.”

Beverly's husband helped with all aspects of running the house. Married

women most often cited their spouses as the primary helper; others cited their

adult daughters or sisters; and a few hired help with cleaning and chores.

Single women had a more difficult time getting their everyday needs

and tended to rely on paid help, extended family, or do without. Judy hired
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household help because she could not do the types of repetitive motions

required in housework; she also hired help for the outside chores on her

ranch. Lena was fortunate because although she was widowed and never had

children of her own, her extended family lived close by and she had a

supportive community. Nieces, nephews, sisters, sisters-in-law and friends

anticipated her needs and were available to help. When her car needed gas, a

friend would come by and take it to the gas station. A nephew or niece would

take her shopping, sisters helped with chores. Rita had been widowed for two

years. Rather than move in with her daughter and her family, the daughter

and granddaughter took turns preparing meals, staying at night, and running

errands. Her son lived across the street and also cooked for her. A niece who

did not work during the day helped her bathe and dress. The type and quality

of help these women received from family and friends would be difficult, if

not impossible, to purchase.

The women who were without the physical support of family and

friends relied on paid chore workers or did without. Ella had a series of chore

workers over the years. She became quite expert in deciding whom she could

trust to lift her in and out of the tub, drive her to the store, or prepare enough

food to get her through the weekend. She had family nearby, but preferred to

ask for help only when necessary.

Martha had very little informal support and no formal help. She

described an occasion when she had very little food in the house and had not

been able to drive her car for two or three months due to the pain and

stiffness in her neck, shoulders and arms. She stated,

One day last week, I had nothing in the house to eat. The store isn't that
far so I worked up my courage and got in the car. I drove over there, I
do have my handicapped placard so I can park close. I got out and I
grabbed a cart and held onto it and went around. I thought, ‘What am I
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going to get that’s easy and convenient?'. I spotted some chicken livers 95
and I thought they’ll be easy to cook and I can have them right away.
Well, I got home and I couldn’t open the darn container. It was sealed
and I was poking at this thing with a fork and I’m swearing. It ended
up that I had toast and bits and pieces of other things that were in the
fridge. (Martha)

Getting Care

Each woman told her story chronologically beginning with the first

twinges to the present. The stories involving their treatment by physicians

were consistent in that they shopped for doctors, going from one to another

until they found one who would listen, would treat them with respect, and who

would show compassion. Early treatment was usually symptomatic with

nonsteroidal anti-inflammatory drugs (NSAIDS). The comments heard most

frequently from physicians by the women were, “Take these pills” and

“You’ll just have to learn to live with it.” Rita recalled her internist’ advice

when she went to him with symptoms, “Just take Bufferin or Tylenol or

aspirin or whatever and join the crowd.” It was her daughter who insisted she

see a rheumatologist. The women stated that only rarely were alternatives to

pharmacological treatment discussed, or information provided regarding

exercise, nutrition, rest, how to apply for home assistance, how to apply for

disability, or what community-based services might be helpful. The only

women referred for physical therapy were those who required knee or hip

replacements. No one was referred to occupational therapy or job retraining.

It would be easy to focus on the negative and sad stories of poor medical

management since these far exceeded the positive. However, there were

positive stories as well. The physicians most praised by the women were the

rheumatologists to whom they finally were referred or referred themselves.

These specialists, for the most part, focused primarily on the medical

management of the illness. A few doctors actively encouraged exercise,

º
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providing suggestions for water exercise, or encouraged acupuncture if a

woman thought it might help. Another encouraged the woman to continue

with the Chinese herbal remedies that seemed to help her in conjunction with

the medications the doctor had prescribed.

Stage Three: Outcomes

There are several potential outcomes from health/illness transitions:

Health restoration, maintenance, and protection; illness prevention; mastery;

quality of life; and changed identities and life patterns (Schumacher & Meleis,

in press). The outcomes identified in this study varied depending on life

circumstances, disease severity, or presence and severity of comorbid

Conditions. The health-related outcomes of restoration, maintenance,

protection, and illness prevention were not universally represented. Few

women could have been described as achieving health restoration. Most were

able to maintain a level of health that they described as fair to good and were

able to prevent the occurrence of preventable illness. The women routinely

sought medical care for screening and health maintenance services. Health

promotion activities were also inconsistent in that most acknowledged the

importance of regular physical exercise, adequate rest, or diet but not all

pursued these areas consistently.

The outcomes that were universal included mastery of the rhythms and

progression of the disease, establishing new identities, and altered quality of

life. The emergence from the mid-phase of transition, revealed a new identity,

one that perceived health differently than before and placed different values

on family relationships, work, recreation, or leisure. The women developed

new problem-solving strategies and acquired new knowledge about the disease

and how to live with it. This did not imply that the transition was complete

since the process would be re-experienced with new dimensions of the illness
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or the occurrence of significant life events.

Mastery

The women in this study became masters at recognizing the cues that

signal the onset of a flare, of overwork, or the need to change a pattern of

activity. Through the acquisition of knowledge about the disease, its treatment

and the experience of living with it, they developed a level of expert knowing.

Megan recalled,

When you first get it [RA], you think your life is over, but it’s not. Just
learn new ways and different ways of doing the things you like to do.
And you can be creative in it. (Megan)

-

Donna described the need to take care of herself,

You just can’t give in to it completely. You have to take care of yourself.
You gotta take care of yourself, but don’t let it overwhelm your whole
life. You can sit down and depress yourself anytime. Anybody can feel
sorry for themselves, you know. Lord knows, I’ve done that a few times.
It didn’t make me feel better. You try to look at it in a positive way.
(Donna)

Shirley stated,

I do have to deliberately choose [that] it is not going to get me down. I
know that it is here but I am going to make a cup of tea and put some
soft music on. I am going to use this time to relax, read a book to my son.
Yes, respect it when it is there. Do not fight it when it is active. I used
to fight it and I think it was worse. I just aggravated the problem when
I would refuse to accept it. It’s here. It’s like a labor pain. If you fight
it, it is going to be worse. If you just ride it out and take it easy, it will
not be as bad. ...do anything you feel is going to work or which makes
you feel better about it. Do not let it take you 100%. You can refuse or do
the hot baths; do good things here and there. (Shirley)

There was a sense of taking charge of the management of RA by the women in

this study. For the most part, they tried to stay informed about changes in the

medical management of RA and sought their own solutions to ease symptoms,
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cope with changes in function, and maintain important relationships.

The sense of mastery was evident in most accounts of living with RA and

emerged from experience rather than from formal educational programs. The

women described being willing to learn about RA and stated that information

about the disease was available, but that they received little or no information

about living with RA. Some women did not want to hear the technical or

medical explanations early in the transition process; others found self-help

literature less than helpful. One woman exclaimed,

I was really mad at my doctor. She gave me these books that said “here's
how to apply for disability, you can expect these deformities’ and what I
really needed was hope. I needed stories of how other women coped
with this thing, not how bad I was going to get. (Shirley)

Others sought out medical information deliberately. Beverly stated,

I want to know as much as I can about this and I ask questions. I don’t
let the doctors over medicate me. (Barbara)

Developing mastery over the management of Ra allowed greater control

over everyday life. The women who took charge of the management of the

illness were less apt to say “you just have to learn to live with it” as advice to

others. They learned to live with it and could explain what they did and how it

helped.

Quali f Lif C

Quality of life, as discussed in Chapter Two, is an individual perception.

It can change with circumstance and over time. Two measures of quality of

life were used in this study. The Graham and Longman Quality of Life Rating

Scale (QOLRS) is a two item numerical scale which asks respondents to rate the

quality of life at that particular time and their satisfaction with their quality

of life. This scale was used with 26 of the women in this study. The women
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were asked to circle the number from 1 to 10 (poor to excellent) that best

represented the quality of their lives and their satisfaction with it at that time.

They were also asked what things they were thinking of when deciding on the

quality rating. The mean score for rating the quality of life was 7.4 (SD=2.2,

range 2-10). The mean score representing satisfaction with the quality of life

was 7.06 (SD=3.1, range 1-10). Correlation between rating and satisfaction was

high at 0.88, p<0.0001. Several women commented that the second question,

“How would you rate your satisfaction with the quality of your life?” was not

necessary because if your quality of life was high, you would be satisfied and

if it was low you would not be satisfied. The high correlation between the two

questions is indicative of that redundancy.

A second measure, the Graham Global Well-being Scale (GGWBS), was

used to assess perception of satisfaction in important domains reflecting the

woman's appraisal of her life as a whole in comparison to others. These

included accomplishment, love and respect of others, happiness, and future

opportunities. The anchors on this scale were 1 to 10 (poorer than most to

better than most). The mean score for the group was 7.75 (SD=1.8, range 1.5 to

10). Three of the women with the highest HAQ scores (most disabled) did not

complete either scale due to fatigue. This indicates that although this sample is

moderately impaired physically, they appraise their lives as a whole relatively

high. Many women offered statements such as, “It could be better than it is

but all things considered, I am pretty satisfied.”

The women were asked what they considered when completing the

QOLRS. Their responses reflected quality of life dimensions reported in the

literature and in a previous study I conducted with women with RA. These

were being able to keep active and take care of oneself, to maintain

relationships, and to take care of others. If they could do all of these things,
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they were satisfied with the quality of their lives. Women who could not do

these things rated the quality of their lives on the poor end of the scale (less

than 5).

The process of learning to live with RA occurred in an uneven and

sometimes unpredictable manner, much like the course of RA. The women did

not use the word ‘disconnectedness’. This term, however, provided a

descriptive label for this uneven and unpredictable process. Disconnectedness

was a time of uncertainty, of learning, and a time for establishing patterns

that provided a sense of control over one's life.

Milestones as Markers of Transition in RA

What are the milestones or critical incidents that women with RA

identify as key transition points in living with the illness? The process of

living with RA was punctuated with life events that were unpredictable and

beyond the control of the individual. These events included significant

personal loss, relocation, changes in lifestyle, or physical or psychological

trauma. The events exerted an impact on everyday life that created stress and

elicited a variety of coping strategies. What was curious was not that these

things happened or that they produced stress or that they must be dealt with,

but the perceived relationship between these events and the onset or

exacerbation of the illness. The positive and negative effects of stress on

health have been well documented, but little is known about the role of critical

incidents or milestones in learning to live with RA.

Of the thirty women interviewed, 28 attributed the cause of RA to

stressful events or situations. One woman, said she did not know what caused it

for her and the other stated she believed RA was the result of Lyme’s disease.

For the women in this sample, symptoms did not occur as solitary events but

were woven into the fabric of everyday life. From the early twinges that
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piqued the awareness of physical symptoms, to the acknowledgment that

something was wrong and needing attention, life events served as markers in

time and often explanations for the onset of an illness that was to last a

lifetime.

Multiple life events were shared in these narratives, but the ones cited

here represent those identified as significant milestones in managing

everyday life. These events included the death of a loved one (13 deaths),

spouse's job loss and resulting financial stress (2), divorce (3), auto accident

(several accidents, one in particular involved the death of two family

members), adoption of a child (3), and caring for sick family members (2).

These events were the critical incidents that marked significant transition

points in their lives.

The number of and intensity of serious loss and emotional trauma

events were particularly noteworthy. I found myself asking, ‘Is this more,

less, or the same as would be found in a sample of women without RA”. I

wondered, as I listened to the pain and suffering that these women had

endured, including incidents of rape and incest as a child, years of beatings at

the hands of a violent spouse, the discovery that one's spouse was dying of

AIDS, what effect this had on the Onset and course of the illness? Were these

situations or events so overpowering that they over shadowed the pain and

suffering of RA7 Did these events suppress the impact of living with a

chronic illness, forcing it into the background of one’s life as something that

was just part of the fabric of life? The answers to these questions were not

found . However, two universal conclusions could be made. First, the women

all believed that these events, whether recent or in the distant past of one's

childhood, created sufficient stress to either bring on the RA; or, second, in

the cases where RA was already present, exacerbate the condition.
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Significant events identified by the women were categorized as either

RA-related or life event-related and the relationship of the life-event to RA

noted. The women identified events that they believed precipitated the onset

or exacerbation of RA. Amy noted,

At that time, I had a five year old and a three year old. So I was fatigued
from being with them. I had been under lots of stress, extreme stress,
before that and that's what the doctors seem to feel may have brought it
on. (Amy)

Joanne, also attributed the exacerbation of her RA to stress. Having moved

from a home she loved to a new community, far from friends and familiar

surroundings, she felt alone and isolated. This was difficult enough for her

and then her son died. She subsequently suffered a heart attack which was

followed by the exacerbation of RA. She was convinced that these events

“caused “her illness to progress significantly.

Comments such as, “I had this terrible accident and I think this is what

caused the RA. It started a few months later.” Or “I was diagnosed about two

months after Daddy died.” were typical. Several women described childhood

trauma or years of unhappy marriages, punctuated with family violence that

they believed caused them to develop RA. Jackie stated,

All those years of terrible things. I really think it has a lot to do with
getting sick. My sisters all have problems, different from mine but
emotional problems. I think it (child abuse, rape, incest) caused it
(RA). (Jackie )

Ella described a series of painful events,

My daughter was only 18 years old and somebody killed her. I only had
two girls and six boys. And these two that died (one son was also killed)
were very close too. Cause they were a year apart. I just had to deal
with it, me getting sick and my sister died. (Ella)

And Edith spoke of years of spousal abuse that she believed brought on her RA,

*** *

*-* -
* > -->



103

I could never turn my back on him. He'd come at me for no reason and
just keep hitting me. This went on for all the years I was married to
him, until he died. (Edith)

Not all of the life events were negative in their impact. The adoption of

a child changed everyday life for three women but was a joyful experience.

In the cases of two women, it altered how their illness was managed medically.

For one, the knowledge that she would never be physiologically able to bear

children led to the adoption of a child and the use of disease modifying

medications not given to women contemplating pregnancy at that time. For

the grandmother who adopted her grandson, the adoption meant taking

disease modifying medications that she had previously not been willing to take

because of the fear of long-term side effects. She chose to start them because

she wanted to be able to be an active part of the child's life.

Although her husband's suicide and the knowledge that he had been

dying of AIDS was shattering, another woman found new directions for her

life through the suffering. Kathy stated,

Well, he committed suicide, he had AIDS and I don’t have AIDS. That
brought a lot of change in my life. It made me realize that God had a
purpose for me because I was negative and it had affected me alot. I
thought about volunteering for AIDS, but I don’t know if I could do that
yet. You know, I see a lot of women that are in my predicament that
need alot of help. I’ve been very fortunate that I was left comfortable
where I don’t have to work and I see a lot of women that are having a
hard time dealing with it because they don’t have anything. Not only
having been betrayed by having someone you thought was your Own
lover, then having to find out he was everybody's lover. The other
thing is that I think that all these medications for my RA may have
protected me from getting it. (Kathy)

The ending of work related to loss of function was cited as a significant

event by two women. For Rhonda, not being able to work and having to go on
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disability in her forties was frightening and depressing. For Lena, the end of

work occurred in her forties as well and left her with only disability payments

as income until she qualified for Social Security. It was not so much the

financial impact, although Lena's income was very low, but rather the loss of

contact with people and the sense of accomplishment that made ending work a

significant milestone. She had always enjoyed working and took pride in her

ability to do a ‘good day's work’.

Other women left work because of loss of function but cited other

significant life events that affected their everyday lives as milestones. Two of

the midlife women who were disabled by RA and had to leave their careers

prematurely cited significant events related to disease progression which

occurred long after they ended work. One cited the realization, after having

surgery on her ankles, that even though she had all of her large joints

replaced or repaired, she still could not do any of the things that were

important to her. It was at this point that she realized the disease and its

limitations would never go away. The other woman stated she had always

believed the RA would get better until, on a recent visit to a physical therapist,

the therapist gave her a walker. This event “ really hit me, I realized this is

not going away. I guess I need to start planning how I am going to live my

life.” In about the same time frame she also came to the realization that she

could not get into or out of the bathtub without the assistance of another

person. She, in fact, had not been able to do so for some months, but “I just

hadn’t admitted it to myself.” These examples represented a point of coming to

terms with reality; of not getting back what had been hoped for and lost. One

of these women also spoke of the death of her son, her marital difficulties and

subsequent divorce, all of which happened after her diagnosis with RA. These

events were cited as the source of her depression and anger, which for her
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were compounded by having RA.

The stories these women told raised the question, “How and when can

they be best supported as they experience these events or deal with their past

traumas?” Current medical management of illness tends to focus on symptoms,

treatments and responses to treatment, particularly physiological and

functional responses. While undeniably important, these stories ask for more

in terms of support and guidance in managing the illness, daily life, and the

environment. Perhaps providing better education for persons at the time of

diagnosis, and support and guidance throughout the transition process would

help women anticipate problems, encourage positive coping strategies, and

enlist appropriate services. The outcomes of learning to live with RA

transitions are many and they blend and change with circumstances and

disease progression. Perhaps the best outcome would be, that as things change

the woman has a repertoire of coping strategies from which to draw and the

support necessary to continue functioning in her chosen or expected roles.
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CHAPTER SIX

DISCUSSION

Gender, Age, and Chronic Illness

The findings of this study support and add to those of other researchers

regarding the experience of living with a chronic illness and highlight the

impact of chronic illness on women in particular (Strauss, et al., 1984; Thorne,

1993; Thorne & Robinson, 1988). The relationship of gender to lower economic

status and poorer health outcomes has been documented, but among women

with chronic illness, the problem is exaggerated (Verbrugge, 1985). Age as

well compounds the impact of chronic illness on everyday life since women

live longer but with more chronic illness than men (Arendell & Estes, 1994;

Rodeheaver, 1987; Verbrugge, 1985).

The triad of gender, age, and chronic illness exert a profound impact on

women in a society where health and social policies are based on white male

patterns of work and male responses to illness (Arendell & Estes, 1994).

Congruent with societal expectations, women occupy multiple roles

throughout life, most often centered on meeting the needs of others. The

women in this study identified multiple roles: most commonly mother, spouse,

and worker. They tended to modify those roles based on physical capacity and

role demand. Many women experienced a decrease in physical function as

they aged, but earlier than they would have if they did not have RA. Thus the

economic and social costs associated with RA begin as early as the fourth or

fifth decade and continue into old age.

Female work patterns in the general population tend to favor

intermittent work and lower paying service jobs. In 1991, women still earned

only 70% of what men earned and minority women fared even worse (Rigdon,

1993). When the experiences of the women in this study are viewed within the
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context of the larger, national arena, it becomes clear that the issues of

gender, age, and chronic illness are rooted in the heart of social policy. It is

no coincidence that the older women in this study reported less income than

their younger counterparts. Younger cohorts of women may enjoy greater

advantages and opportunities for education and employment, but in general

can expect to be poorer than men in old age (Older Women's League, 1990). If a

chronic illness intervenes, they can expect to be poorer sooner rather than
later.

Age at Onset and degree of severity of symptoms were experienced

differently by younger women. Women in their 30's, 40's, and 50’s, had the

most difficulty in learning to live with the illness. Their friends, co-workers,

and family members did not and often still do not understand or take their

symptoms seriously. The onset of arthritis at such an early age constitutes an

off-time event from a developmental perspective (Neugarten & Datan, 1973)

Arthritis of any type is commonly viewed as an ‘old person’s’ disease. When a

younger person has it, others tend to minimize the impact, particularly if the

woman looks healthy. Megan, who also has hypertension, was confronted

with the disparity between her age and the onset of chronic illness

frequently. She stated,

People are always surprised. I stand in line at the clinic, and I really
feel I have all the diseases of old people. I go to the arthritis meetings
and I’m the youngest person there. I go to the high blood pressure
clinic, and I’m the youngest person there. Maybe it’s just that every
One else my age is in denial and won’t face the facts. (Megan)

Carla was particularly articulate as she described her experience. She stated,

You always think that it is going to be an old lady who will get it. I am
surprised that people who write television shows always show these old
77 year olds. When you go down to the clinics, there are not that many.
They are much younger women--there are children, teenagers who
have RA. I do not know why they keep picking these old ladies. (Carla)

.
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Several relationships between mediating and quality of life variables

were found to be significant in this study. Worsening physical function, as

measured by the HAQ score, was positively correlated with self-report of

poorer physical function and health status, and activity loss. This indicates

that as physical function decreased, perception of functional ability and

health also decreased. Furthermore, as physical function declined, activities

that had been identified as important were lost or foregone.

Depression has frequently been associated with RA, as with other

chronic illnesses, but little is known of the genesis of depression in chronic

illness. Multiple regression analyses were done to identify predictors of

depressive symptoms at Time 2. In the first analysis, the presence of

depressive symptoms at Time 1 was the strongest predictor of depressive

symptoms at Time 2, followed by physical function and activity loss when all

women were included in the model. In the second regression analysis, women

who were depressed at Time 1 were eliminated from the analysis in order to

examine predictors among those with new depression. Loss of important

activities, end of work related to disability, loss of spouse, and increased HAQ of

at least 0.25 were significant predictors of depressive symptoms at Time 2

(Shaul, 1993). A relatively small number of women experienced new

depression at Time 2 (n=34) and those women who did were sicker and had

experienced emotional and financial losses as well. Katz and Yelin (1993)

reported similar findings with this same panel. In their study, interview data

were analyzed every year during a four year period and depression was

associated with significantly poorer clinical characteristics and function.

The data are informative of the complexity of depression in chronic
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illness. However, they do not tell us which of the above predictors of

depression occurred first, or if there was a characteristic pattern between

predictors and the outcome of depression. It also does not tell us how women

who did not become depressed prevented the occurrence of these symptoms.

Stages of the Transition Process

The transition process was exemplified through the women's

narratives. Three stages were evident: becoming aware, learning to live with

it, and outcomes. Each stage included phases that at times overlapped, with a

gradual evolution toward the achievement of mastery in living with RA. For

example, the phase of “getting care” often began during the period of

“becoming aware” and was repeated during the “learning to live with it” stage

until the woman found a physician who would address her symptoms without

minimizing them. This phase would occur again if the woman had to find a

new physician due to relocation or change of insurance coverage. The lessons

learned in earlier occurrences of “getting care” served as preparation for

later searches for appropriate care.

The stage of “becoming aware” began with awareness of “early

twinges” that initiated medical treatment once the twinges were perceived as a

problem. The markers of the beginning of RA were most often retrospectively

related to significant life events that occurred simultaneously with physical

symptoms. Once diagnosed, the stage of “learning to live with it” began, and

with it a revolving pattern of physical and emotional symptoms. Most

frequently symptoms gradually tended to interfere with normal function; a

series of flares demanded alterations in role functions; priorities of daily life

were reset; and in some cases life goals were revised. For most women, the

stage of “learning to live with it” was a time of new experiences, learning new

ways of doing things, of coping with symptoms, and of meeting role
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responsibilities. The women began this process as novices and emerged as

experts in living with RA.

The early experiences in finding competent and caring medical care

were often fraught with frustration. The women experienced inaccurate

diagnoses, multiple treatment regimens, and unpredictable exacerbations of

symptoms. Over time and with experience the women in this study found

medical practitioners who responded to their needs. But, access to restorative

therapies, awareness of existing community-based services that might have

been helpful, and assistance with coordination of care and supportive

guidance during the period of disconnectedness were missing.

The transition process described by the women in this study underscore

how women's complaints are viewed when they seek health care. While not a

specific focus of the study, the health care experiences surfaced as an issue

when women spoke of their symptoms not being taken seriously. Being told

that the problem was emotional, or something that one must simply “learn to

live with.” devalued the report of a symptom and, in effect, devalued the

woman. The phase of getting care was laden with stories of inappropriate

treatment or the symptoms being trivialized.

The third stage, outcomes, included mastery and the achievement of a

satisfying quality of life. The women's stories demonstrated that, although the

transition process did not conclude with cure, women reached a level of

mastery that allowed them to live with the illness and manage their roles and

responsibilities. The achievement of mastery did not mean that the woman

could control when or if a flare would occur, but how she managed it when it

did. Mastery involved learning: how to reset goals and expectations, how to ask

for and receive help from others, how to marshal and manage one's energy,

how to maintain connections with family and community without becoming
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depleted, and how to work with the physician in managing medical routines.

Mastery was similar to normalization discussed by Wiener, (1984) and

Strauss, et al., (1984) in which the individual integrates the illness and illness

related coping strategies into the fabric of daily life. The individual redefines

what constitutes normal and no longer sees the illness as something

temporary. The women in this study experienced a process of normalization

but also engaged in a deliberate process of decision making to manage

symptoms, and balance role demands with energy and strength resources. The

women took the illness in stride, but also drew on a repertoire of coping

strategies developed through trial and error learning, to adapt to the

unpredictable and varying nature of RA. These findings support the notion of

normalization and add specificity and depth regarding the impact of chronic

illness on women's roles.

Corbin and Strauss (1991) described the chronic illness trajectory

framework based on the premise that the course of a chronic illness can be

managed. The women in this study learned to manage their illness trajectories

by developing coping strategies that allowed them to continue to meet role

expectations. For many, the expectations were redefined as physical function

changed, but the roles of mother, spouse, and worker continued to be the focus

of their activities. Appraisal of quality of life tended toward the “better than

most” anchor on the GGWBS scale, which reflected a reappraisal of quality of

life based on current expectations. Satisfying relationships, the ability to care

for self and others, and to move about all contributed to a positive appraisal.

Patterns of Responses

The patterns of responses developed through trial and error learning

were analogous to managing the illness trajectory described by Corbin and

Strauss (1991). However, the women in this study managed their own
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trajectory without the influence of health care professionals. The work of

living with a chronic illness was self-taught and involved “listening to the

body, keeping a positive attitude, asking for help, pacing yourself, pretending,

and adapting to the environment”. Women utilized different coping strategies

within each of these patterns based on disease severity, functional

impairment, age, roles, and type and quality of support. Some women adopted a

proactive pattern by pushing themselves to do more in spite of physical pain,

while other adopted a “ride it through” approach that was more passive, yet

deliberate. Both approaches involved being in tune with the body. Some

women found prayer and talking with others helpful in keeping a positive

attitude. Others deliberately sought out friends who were humorous, and

others used a variety of diversional activities to lift the spirits. Those women

who engaged in deliberate and purposeful patterns to cope with RA, reported

less disability overall.

Because the course of RA varies among and within persons, no one

strategy worked for all, nor did the same strategy work in all instances for an

individual. For example, the women described several strategies to cope with

pain, such as, titrating medications, soaking in hot water, changing exercise

patterns, or decreasing outside activities. During a flare, a woman might do

any or all of these strategies, combined with others aimed at reducing

depressive symptoms, altering the environment, or modifying role demands.

The outcomes related to health as defined by Chick and Meleis (1986)

were not well explicated in these findings. It would be difficult to describe

health as restored when after each flare, the woman experienced less function

or strength. At best the women were able to maintain a level of health that

they described as fair to good. Health protection was evident in the cases

where the women required constant care of others in order to remain in their
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own homes.

Markers of the Transition Process

Life events rather than illness-related events were identified as

significant in affecting their every day lives. Death of significant others

exceeded all other examples as having an impact on daily life. It was through

the discussion of significant events that the women's theory of stress as a

causative factor emerged. The theory of causation was grounded in the

women’s experiences and is supported by research that examined the

relationship between stress and psycho-immune processes (Harrington, et. al.,

1993; Rubin & Hawker, 1993; Zautra, Okun, Robinson, Lee, Roth, & Emmanual,

1989). The complex interactions of the immune system in response to stress

continues to be the subject of investigation; however, 29 of the 30 women in

this study linked specific stress in their lives to the illness onset and

exacerbation.

Stress stimulates the secretion of several neuroendocrine hormonal and

soluble immune factors which induce an effect on immune homeostasis

(Rubin & Hawker, 1993). The relative proportion of T-cells and B-cells in

relation to stressful events, both minor and major, and psychological distress

suggests a causal link that can be measured by immune system function

(Zautra, et al., 1989). Geyer (1993) reported that a high degree of chronic

difficulties, defined as life events that are perceived as severe by participants,

occurred more frequently in women with cancer of the breast. Studies such as

Geyer’s are preliminary, but raise important questions regarding the role of

stressful events in producing illness and the assistance and support that might

mediate that effect.

It would seem that the women whose environment allowed them some

measure of independence in their daily lives, the ability to exert some
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autonomy Over their work situations, the presence of supportive and caring

family and friends, and adequate financial resources suffered less anguish as

they traversed the transition process. Women whose lives were fraught with

multiple sources of stress, in addition to that caused by RA, seemed to

experience greater suffering. As I reviewed the list of women interviewed,

those who had moved frequently, suffered serious emotional trauma, or

financial problems, overall had more severe functional limitations. They ºrg

seemed to be worn down by what they had endured and had less reserve for ºn ºf
*** -

continued coping with the demands of their roles, managing their illness, and º:
their environment. º

*s
The Role of Nursing ...]

* * *

Community-based nursing was not evident in the women's narratives of ºº
“learning to live with it”. Nursing activities are aimed at health restoration,

maintenance, and promotion, and illness prevention (Wolf, 1994). To this end, 5
sº

nurses focus their attention on assisting, coaching, guiding, directing, and 5
empowering others to reach their highest level of wellness (McElmurry, }
Swider, & Watanakij, 1992). Unfortunately, unless a woman experienced an

acute exacerbation, requiring surgery and hospitalization, there was little or

no involvement in assisting in the “learning to live with it” phase. This

startling absence of the mention of support by nurses in this significant

health/illness transition demands our attention. There is fertile ground on

which to demonstrate the effect of nursing actions in alleviating suffering

and improving Overall quality of life among those learning to live with

chronic illness.

Nursing intervention, aimed at supporting the individual’s own coping

strategies and empowering individual’s to advocate for their needs, will

provide the milieu for individual growth and well-being. Community-based
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nurses can educate people on how to ask for resources, how to manage

physical and emotional symptoms that accompany chronic illness, and can

assist in the coordination of services that support the individual and family in

maintaining quality of life.

Nurses are best suited to support and guide persons with chronic illness

through the transition process but need to know how and when to intervene.

Future study should be directed toward learning more about the key points in

transition process when intervention is most effective, when receptivity to

intervention is at its keenest, and how to intervene to promote health

outcomes, mastery, and improved quality of life. Additionally, research aimed

at exploring and describing the stress/illness connection will answer

questions related to how women with chronic illness cope with stress and what

types of support mediates the effects of stress, both illness-related and life

event related.
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CHAPTER SEVEN

CONCLUSION AND RECOMMENDATIONS

The study was conducted in two phases. In Phase I, changes in

indicators representative of the dimensions of quality of life between two time

points were described and indicators that were predictive of an increase in

depressive symptoms were identified. In Phase II, the experiences of learning

to live with RA in a sample of women were explored. The findings from both

phases are summarized and the implications for nursing theory, research,

practice, and health policy elucidated. The women in this study began their

RA transition at different points in time, but the process they experienced had

numerous similarities. These similarities form the foundation for

recommendations for future study and for the development of clinical

interventions.

Summary of Phase I Findings

The sample for this phase of the analysis consisted of 422 women with a

mean age of 57.4 at Time 1. Almost 61% were married; 78% were Caucasian; and

mean disease duration was 14.5 years. The women were moderately disabled by

RA with a mean HAQ score of 1.25. Three quarters of the sample experienced

limitation in their major activity, and just over half (54%) considered their

health to be excellent or good. Mean depression scores were low at both Time 1

and Time 2, at 2.8 and 3.0 respectively. On average, the women lost 5 activities

during the period that had been rated as important at Time 1. At Time 1, 55.5%

were either employed outside the home or indicated their work as housewife.

By Time 2, only 39% were working outside the home or were housewives, the

decrease primarily attributable to retirement. There was a representative

distribution across income levels.
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Summary of Phase II Findings

The second phase of this study explored the experience of living with

RA, the significant events that the women believed contributed to the onset of

RA or the exacerbation of the disease, and the coping strategies and resources

women used during the transition process.

The experience of learning to live with RA is clearly an example of a

transition process. Women spoke of becoming aware of early twinges and

perception of the twinges as something that needed attention. They spoke of

their work, their families and friends, as they told about the impact of RA on

their lives. They spoke of feeling cut off, (disconnected) as they recounted the

activities they could no longer engage in. They spoke of learning how to pace

themselves, and change how they did things, asking for help at times and

“toughing it out” at other times (altered patterns of living). And finally, they

spoke of knowing when the flare would begin and how they altered their

patterns in different ways to ride it through, knowing or hoping that it would

pass. They developed a level of mastery, not over the RA or its control on their

lives, but in how they lived their lives in spite of it.

Limitations

Limitations in this study included threats to validity such as selection

bias, ethnic homogeneity, and experienced participants. The sample in Phase

I was representative of those persons who have access to board certified

rheumatologists, and was both a limitation and a strength. It was a limitation

in that persons who have the economic means or are adequately insured may

be more likely to have access to the services of a specialist. Thus, it was

possible that the participants in the panel may have been different from those

who do not seek the services of a specialist and rely solely on the general

practitioner or non-medical sources of help. However, this was also a strength
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in that all participants were known to have RA, a disease that is sometimes

difficult to diagnose with certainty and may be confused with other forms of

arthritis. Since all members of the panel were referred by a rheumatologist

and had a diagnosis by the rheumatologist of probable, classic or definite RA,

there was commonalty with respect to the disease and its potential

ramifications. Furthermore, the consistency with which panel data were

acquired lends strength to the sample selection for Phase II.

The second limitation had to do with ethnic diversity. The sample in

both phases was primarily Caucasian. Although the research group is located

in San Francisco, a highly diverse multicultural setting, the participants were

located throughout Northern California. The lack of diversity may also be a

result of patterns of access to and use of medical care in the United States, or

may relate to socioeconomic status. This limitation can be addressed through

replication of the study with specific minority groups to identify stressors,

role changes and demands, patterns of responses to RA and the meanings these

hold for different groups of people.

Third, the participants in this study have been interviewed annually

and have participated in other studies conducted by the Arthritis Research

Group. These participants may be more introspective than persons who have

never participated in research studies. The process of being interviewed calls

attention to changes in function, activities foregone, and other variables. For

persons who are not interviewed, many of these changes may be taken for

granted or ignored. This could also be a strength in this study since in the

second phase, women were asked to recount their history and aspects of daily

life. It is possible that as participants in the annual interview, they are more

articulate and introspective about their experiences.

The difficulty of measuring the effect of interactions between the
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illness, life events, and situational crises on outcomes such as depression poses

another limitation. In Phase I, only 34 women experienced new depression,

and these women were physically and functionally more impaired on average

than the remainder of the women in the study. Nine of these women were

interviewed in Phase II and only one woman indicated that the primary source

of her depressive symptoms was RA. The women agreed that the indicators of

physical and functional status were accurate. However, factors other than

physical function were identified as causing new depression. Eight of the

nine women with new depression in the Phase II sample indicated that there

had been a death of a loved one, a major illness, or loss of a spouse's job and

serious financial distress that precipitated the increase in depressive

symptoms. These women universally acknowledged that RA contributed to the

occurrence of depressive symptoms, but that life events and situational crises

were often precipitating factors. In one woman’s words, “Having RA just

makes everything more difficult, so when you have something like a death to

deal with, the RA just makes it harder.”

Implications for Nursing Theory

Transitions as a theoretical framework guided the design and conduct of

this study. The theory proved to be congruent with the phases experienced by

a sample of women with RA. During the period of disconnectedness, women

noted repeatedly that they knew very little about what to expect. Shirley

stated this eloquently,

What I really needed to know was that I would get through this, I needed
hope. I wanted to know how other women managed (their lives) with
RA so I could learn from them. (Shirley)

It was during this time of new learning, of redefining expectations and

roles, that women would benefit from supportive guidance and assistance. It
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was during the early years that they felt the greatest degree of

disconnectedness, but it would also be during this time that they may be most

receptive to guidance and support.

This research adds to nursing theory by demonstrating the applicability

of transition theory to a clinical population. The theory provides a framework

in which a nurse can assess the person with a chronic illness, such as RA and

develop interventions specific to the stage of the transition toward mastery.

Further investigation should be directed toward the development of knowledge

about the period of disconnectedness and the types and timing of support most

effective at different points within this period that enhance mastery and

improve quality of life. This study supports what is known about

health/illness transitions and extends this knowledge by further explicating

the concepts of disconnectedness and the outcome of mastery.

Implications for Nursing Research

A major strength of this study was the use of theoretical,

methodological, and analytic triangulation to obtain greater depth of

information about how women are effected by RA. Quantitative design and

methods allowed statistical conclusions about the relationships of several

variables. Qualitative inquiry allowed for the expansion and clarity of existing

knowledge of transitions and the experiences of women with RA. Data from

the large sample helped define an interview sample that had experienced

measurable changes in indicators of quality of life over a specified time

period. This phase also identified predictors of depressive symptoms in women

with RA which were explored with a subset of the sample in face-to-face

interviews.

Theoretical triangulation was evidenced by the use of both a quality of

life framework and transitions theory. The quality of life framework directed

.
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the selection of indicators representative of the dimensions of quality of life

found to be significant in other studies (Packa, 1989; Schipper, et al., 1990;

Shaul, in press; Spitzer, et al., 1981; Stewart, 1992). These indicators were

assessed in both the qualitative and quantitative components of the study.

First, data from two telephone interviews conducted at a three year interval

were examined for relationships between indicators and analyzed to identify

predictors of increased depressive symptoms. Second, the study design

incorporated transitions theory by examining changes in the quality of life

indicators across time. Transitions theory also directed the qualitative

interviews conducted with thirty women in their homes and the analysis of

those interviews.

Methodological triangulation was accomplished by structuring the

study into two phases, one using quantitative measures and analyses and the

Other using qualitative interview and analytic techniques. The two

Components Occurred sequentially, but a quantitative measure of quality of

life was incorporated into the second component. Results from the

quantitative component were reviewed with each woman at the beginning of

the in-home interview to verify accuracy of the data with the woman's

perception.

Coping strategies were elicited in two ways during the qualitative phase

of the study. First, as women told their stories about living with RA, they were

queried as to how they managed the symptoms and other areas of difficulty

they mentioned. Second, in asking what advice they would give others with

RA, their responses in essence reflected the coping strategies identified

earlier.

Two methods of data collection were used. The telephone interview

utilized for Phase I data was standardized with a single interviewer, and
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consistency in the questions asked from one year to the next. The

questionnaire was updated and revised annually but the substance of it did not

change. The in-home interviews were conducted by the researcher and used

open-ended questions aimed at eliciting a narrative of living with RA with a

specific focus on the transitions that occurred over time. Each in-home

interview was conducted in a similar and consistent pattern.

Analytical triangulation was accomplished by the use of descriptive and

inferential statistics of quantitative data, and content analysis of qualitative

data. Clarification and verification of the quantitative data was achieved at

each in-home interview by reviewing the responses from the woman's

telephone interviews. By discussing these responses, I was able to explore the

woman's interpretation of changes and the impact of the changes on role

responsibilities. A few women had experienced further change since the 1992

interview, but without exception each one agreed that functional and health

status scores and HAQ scores accurately reflected their physical function at the

time of the telephone interview. Twenty-nine of the 30 women interviewed

had experienced a decrease in physical function.

Implications for Nursing Practice

Nursing practice is the arena for developing, refining, and testing

theory. The practice arena also is the spawning ground for new interventions

based on empirical and experiential data. The discovery of linkages between

theory, research, and practice strengthens nursing knowledge. Nursing

practice is informed by the discovery of how women experience the RA

transition, the identification of significant events that have influenced

everyday life, the factors associated with increased depressive symptoms, and

the absence of nursing involvement in the RA transition. These findings

provide a foundation for further explication of transition theory and testing
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nursing interventions that will facilitate mastery and improve quality of life.

Corbin and Strauss, (1991) and others (Smeltzer, 1991; Thorne, 1993) address

the concept of supportive assistance that incorporates a partnership concept

into nursing care. Nurses must work with and for the patient and family in

deciding what the patient and family needs to manage the illness within the

context of everyday life.

Implications for Policy

Health care reform holds both promise and concern for persons living

with chronic illness in the United States (Schned, 1993). Health care

researchers must communicate with policy makers to define and direct the

development of the outcome of reform. Research about women has been

consistently lacking and research that defines in detail the challenges and

needs of chronically ill women is particularly absent. The need for supportive

assistance has not been well documented for women who manage their illness

at home. Thus, it is unlikely that policy makers will make provision for this

need in the reformed health care system. Research is needed to inform and

direct the reform movement so that those with sub-acute or chronic illness are

not omitted from benefit packages (Schned, 1993). The benefits of community

based care and support must be documented. Anticipatory guidance has shown

to decrease both costs and suffering in other illness categories (Fagin, 1994)).

Practice based research is necessary to document the effect of supportive

assistance from early in the RA-transition process, with the intention of

facilitating coping and mastery, as well as improving cost- and health-related

Outcomes. Finally, social policy must be addressed that rectifies the inequities

in Social Security eligibility. Female patterns of work must be acknowledged if

women who provide informal and unpaid care to family members are to reach

a level of economic parity in old age.
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Conclusions

This study provided a beginning understanding of the transition

process, from awareness to mastery, and sheds particular light on the period of

disconnectedness. To achieve mastery, the individual must gain a sense of

empowerment over the situation and develop a repertoire of strategies on

which to draw in order to cope with the changes in the process and context of

the illness. Supportive guidance and assistance, appropriately timed, will

allow the individual to develop coping strategies that are growth enhancing.

The improvement of quality of life is most directly affected by physical

function, the love and support of others, the ability and opportunity to enjoy

one’s life and to experience personal growth. Quality of life is individually

defined, but supportive guidance and assistance can provide the means for

attaining or maintaining a level of quality of life that is acceptable and

desirable to the individual.

:
:
!
:

s



125
REFERENCES

American Academy of Family Physicians (1990). Current concepts in
managing rheumatoid arthritis. Videotape. Kansas City: Author.

Anderson, J. M., Blue, C. & Lau, C. (1991). Women's perspectives on chronic
illness: ethnicity, ideology and restructuring of life. Social Science
Medicine, 33(2), 101-1 13.

Arendell, T., & Estes, C. L. (1994). Older women in the post-Reagan era. In
Harrington, C. & Estes, C. L. (Eds.), Health Policy and Nursing (pp. 413
430. Boston: Jones and Bartlett Publishers.

Aroian, D. J. (1990). A model of psychological adaptation to migration and
resettlement. Nursing Research, 39(1), 5-10.

Arthritis Foundation (1988). Primer on the rheumatic diseases. H. R.
Schumacher, (Ed.). Atlanta, GA: Arthritis Foundation.

Baltes, P. B. (1987). Theoretical propositions of life-span developmental
psychology: On the dynamics between growth and decline. Developmental
Psychology, 23(5), pp. 611-626.

Barnett, D. B. (1991). Assessment of quality of life. The American Iournal of
Cardiology, 67, 41C-44C.

Bell, M. J., Bombadier, C., & Tugwell, P. (1990). Measurement of functional
status, quality of life, and utility in rheumatoid arthritis. Arthritis and
Rheumatism, 33(4), 591-601.

Blalock, S.J., McEvoy, B., de Vellis, R. F., van H. Sauter, S. (1988). Self
evaluation processes and adjustment to rheumatoid arthritis. Arthritis
and Rheumatism, 31(10), 1245-1251.

Brackley, M. H. (1992). A role supplementation group pilot study: A nursing
therapy for potential parental caregivers. Clinical Nurse Specialist.
6(1), 14-19.

Bradburn, N. (1969). The structure of psychological well-being. Chicago:
Aldine Press.

Bradbury, V. L., & Catanzaro, M. L. (1989). The quality of life in a male
population suffering from arthritis. Rehabilitation Nursing, 14(4), 187–
190.

Bridges, W. (1980). Transitions: Making sense of life's changes. Reading, MA:
Addison-Wesley Publishing Co.

Burckhardt, C. S. (1985). The impact of arthritis on quality of life. Nursing
Research, 34(1), 11-16.

-*.

* *

*a-
a º

**
ºf

.



126

Burckhardt, C. S., Woods, S. L., Schultz, A. A., & Ziebarth, D. M. (1989).
Quality of life of adults with chronic illness: A psychometric study.
Research in Nursing & Health, 12, 347-354.

Cantril, H. (1966). The patterns of human concerns. New York: University
Press.

Catanzaro, M. (1990). Transitions in midlife adults with long-term illness.
Holistic Nursing Practice, 4(3), 65-73.

Chick, N. & Meleis, A. I. (1986). Transitions: A nursing concern. In P. L.
Chinn (Ed.), Nursing research methodology, (pp. 237-257) Rockville:
Aspen Publishing Company.

Chiriboga, D. A. (1979) Conceptualizing adult transitions: A new look at an old
subject. Generations, 4(3), 4–6.

Christman, N.J., McConnell, E. A., Pfeiffer, C., Webster, K.K., Schmitt, M. & Ries,
J. (1988). Uncertainty, coping, and distress following myocardial
infarction: Transition from hospital to home. Research in Nursing &
Health, 11, 71-82.

Cohen, F., Reese, L.B., Kaplan, G. A., & Riggio, R. E. (1986). Coping with the
stresses of arthritis. In Arthritis and the Elderly, M. R. Haug & R. W.
Moskowitz (Eds.). New York: Springer Publishing Company.

Corbin, J. M. & Strauss, A. (1991). A nursing model for chronic illness
management based on the trajectory framework. Scholarly Inquiry for
Nursing Practice, 5(3), 155-174.

Corbin, J. M. & Strauss, A. (1988). Unending work and care: Managing
chronic illness at home. San Francisco: Jossey-Bass Publishers.

Cowan, M. J., Graham, K. Y., & Cochrane, B. L. (1992). Comparison of a theory
of quality of life between myocardial infarction and malignant
melanoma: A pilot study. Progress in Cardiovascular Nursing, 7(1), 18
28.

DeVries, C. M. (1991). Act addresses women's health. The American Nurse,
February, 30.

Dimond, M., McCance, K., & King, K. (1987). Forced residential relocation: Its
impact on the well-being of older adults. Western Iournal of Nursing
Research. 9(4), 445-464.

Dirksen, S. R. (1989). Perceived well-being in malignant melanoma
survivors. Oncology Nursing Forum, 10(3), 353-358.

Dixon, J., Dixon, J., Spinner, J., Sexton, D., & Perry, C. (1991). Psychometric and
descriptive perspectives of illness impact Over the life span. Nursing



127
Research, 40(1), 51-56.

Fagin, C. M. (1994). Cost-effectiveness of nursing care revisited: 1981-1990.
In C. Harrington & C. L. Estes (Eds.), Health Policy and Nursing (pp. 313
330). Boston: Jones and Bartlett Publishers.

Fallowfield, L. (1990). The quality of life: The missing measurement in health
care. London: Souvenir Press.

Felts, W. R., & Yelin, E. H. (1989). The economic impact of the rheumatic
diseases in the United States. Journal of Rheumatology, 16(7), 867-84.

Ferrans, C. E. & Powers, M. J. (1985). Quality of life index: Development and
psychometric properties. Advances in Nursing Science, 8(1), 15-24.

Fitzpatrick, R., Newman, S., Archer, R., & Shipley, M. (1991). Social support,
disability and depression: A longitudinal study of rheumatoid arthritis.
Social Science Medicine, 33(5), 605–611.

Flanagan, J. C. (1982). Measurement of quality of life: Current state of the
art. Archives of Physical Medicine Rehabilitation, 63, 56-59.

Frank, R., Bech, N. C., Parker, J. C., Kashani, J. H., Elliot, T. R., Haut, A. E., Smith,
E., Atwood, C., Brownlee-Duffeck, M., Kay, D. R. (1988). Depression
rheumatoid arthritis. The Iournal of Rheumatology, 15, 920–925.

Fries, J. F., Spitz, P. W., & Young, D. Y. (1982). The dimensions of health
outcomes: The health assessment questionnaire, disability and pain scales.
Journal of Rheumatology, 9,789-793.

Fries, J. F. & Spitz, P. (1990). The hierarchy of patient outcomes. In B. Spilker
(Ed.), Quality of life assessments in clinical trials (pp. 25-36). New York:
Raven Press, Ltd.

Fries, J. F., Spitz, P., & Kraines, R. G., & Holman, H. R. (1980). Measurement of
patient outcome in arthritis. Arthritis and Rheumatism, 23(2), 137-145.

George, L. (1992). Gender, age and psychiatric disorders. In Gender and
Aging, L. Glasse & J. Hendricks (Eds.) Amityville, N.Y.: Baywood
Publishing.

George, L.K. (1982). Models of transitions in middle and later life. The
Annals of the American Academy of Political and Social Science, 464,
November, pp. 22-37.

George, L. K. (1980). Role transitions in later life. Monterey: Brooks/Cole
Publishing Company.

George, L. K. & Bearon, L. B. (1980). The quality of life in older persons:
Meaning and measurement. New York: Human Sciences Press, Inc.

:



128
Germino, B. B. (1987). Symptom distress and quality of life. Seminars in

Oncology Nursing, 3(4), 299-302.

Geyer, S. (1993). Life events, chronic difficulties and vulnerability factors
preceding breast cancer. Social Science and Medicine, 12. pp. 1545-1555.

Goeppinger, J., Doyle, M. T., Charlton, S. L., & Lorig, K. (1988). A nursing
perspective on the assessment of function in persons with arthritis.
Research in Nursing & Health, 11, 321-331.

Golan, N. 1981). Passing through transitions. New York: The Free Press.

Graham, K. Y. (1992, April). Development of a scale to measure global well
being. Paper presented at the meeting of the Western Institute of
Nursing Assembly, San Diego, CA.

Graham, K. Y. & Longman, A. J. (1987). Quality of life and persons with
melanoma. Cancer Nursing, 10(6), 338-346.

Gregory, V. (1990). Making ends meet. Older Women's League. Washington
D. C.

Gurin, G., Veroff, J., & Feld, S. (1960). How American view their mental health.
New York: Basic Books.

Hammersley, M. & Atkinson, P. (1983). Ethnography: Principles in practice.
London: Routledge.

Harrington, L., Affleck, G., Urrows, S., Tennen, H., Higgins, P., Zautra, A., &
Hoffman, S. (1993). Temporal covariation of soluble interleukin-2
receptor levels, daily stress, and disease activity in rheumatoid arthritis.
Arthritis and Rheumatism, 36(2), pp. 199-203

Katz, P., Yelin, E. & Henke, C. (1992, October). Functional decline, loss of
important life activities, and the onset of depressive symptoms in RA.
Paper presented at the Arthritis Health Professions Association, Atlanta.

Katz, P. & Yelin, E. (1993). Prevalence and correlates of depressive
symptoms among persons with rheumatoid arthritis. The Iournal of
Rheumatology, 2005), 790-796.

Kirschstein, R. L. (1991). Research on women's health. American Iournal of
Public Health, 81(3), 291-293.

Koenig, H. G., Kvale, J. N., & Ferrel, C. (1988). Religion and well-being in later
life. The Gerontologist, 28(1), 18-28.

Kramer, J. S., Yelin, E. H., & Epstein, W. V. (1983). Social and economic
impacts of four musculoskeletal conditions. Arthritis and Rheumatism,
26(7), 901–907.



129
Laborde, J. M. & Powers, M. J. (1980). Satisfaction with life for patients

undergoing hemodialysis and patients suffering from Osteoarthritis.
- -

3, 19–24.

Lambert, V. A., & Lambert, C. E. (1985). The relationship between social
support and psychological well-being in rheumatoid arthritic women
from two ethnic groups. Health Care for Women International, 6, 405
414.

Lambert, V. A., & Lambert, C. E. (1987). Coping with arthritis. Nursing Clinics
of North America, 22(3), 551-558.

LaPlante, M. P. (1989). Disability risks of chronic illnesses and impairments
No. 2. The Disability Statistics Program.

Leslie, L. A. & Swider, S. M. (1986). Changing factors and changing needs in
women's health care. Nursing Clinics of North America, 21(1), 111-123.

Levine, S. (1987). The changing terrains in medical sociology: Emergent
concern with quality of life. Journal of Health & Social Behavior. 28(1),
1-6.

Lewis, R. (1991, November, 1991). Equity eludes women. AARP Bulletin.
p. 1,10-13.

Liang, M., Rogers, M., Larson, M., Eaton, H., Murawski, B., Taylor, J., Swaffor,
J., & Schur, P. (1984). The psychosocial impact of systemic lupus
erythematosus and rheumatoid arthritis. Arthritis and Rheumatism,
27, 13-19.

Lincoln, Y. S. & Guba, E. G. (1985). Naturalistic inquiry. Beverly Hills: Sage
Publications.

Lohr, M. J., Essex, M. J., & Klein, M. H. (1988). The relationships of coping
responses to physical health status and life satisfaction among older
women. Journal of Gerontology, 43(2), P54-60.

Loveys, B. (1990). Transitions in chronic illness: The at-risk role. Holistic
Nursing Practice. 4(3), pp. 56-64.

Lubeck, D. P., Spitz, P. W., Fries, J. F., Wolfe, F., Mitchell, D. M., & Roth, S. H.
(1986). A multicenter study of annual health service utilization and costs in
rheumatoid arthritis. Arthritis and Rheumatism, 29(4), 488-493.

Marshall, C. & Rossman, G. B. (1989). Designing qualitative research.
Newbury Park: Sage Publications.

McCance, K. L. & Huether, S. E. (1990). Pathophysiology: The biologic basis
for disease in adults and children. St. Louis: The C. V. Mosby Company.

McElmurry, B. J., Swider, S. M., & Watanakij, P. (1992). In M. Stanhope & J.

º



-
130

Lancaster (Eds.),
-

promoting health (pp. 34–44). St. Louis: Mosby-Year Book, Inc.

McLaughlin, F. E. & Marascuilo, L. A. (1990). Advanced nursing and health
care research: Quantification approaches. Philadelphia: W. B. Saunders
Company.

Meenan, R. F., Gertman, P. M., & Mason, J. H. (1980). Measuring health status
in arthritis. Arthritis and Rheumatism, 23(2), 146-152.

Meenan, R. F., Yelin, E. H., Henke, C. J., Curtis, D. L., & Epstein, W. V. (1978).
The costs of rheumatoid arthritis. Arthritis and Rheumatism, 21(7), 827-833.

Meenan, R. F., Yelin, E. H., Nevitt, M., & Epstein, W. V. (1981). The impact of
chronic disease: The sociomedical profile of rheumatoid arthritis.
Arthritis and Rheumatism, 24(3), 544-49.

Mercer, R. T., Nichols, E. G. & Doyle, G. C. (1989). Transition in a woman's life:
Maior life events in developmental context. New York: Springer
Publishing Co.

Minkler, M. (1990). Aging and disability: Behind and beyond the stereotypes.
Journal of Aging Studies, 4(3), 245-260.

Minkler, M., & Stone, R. (1985). The feminization of poverty and older
women. The Gerontologist, 25(4), 351–357.

Mishel, M. H. & Murdaugh, C. L. (1987). Family adjustment to heart
transplantation: Redesigning the dream. Nursing Research, 36(6), 332–338.

Monahan, M. L. (1988). Quality of life of adults receiving chemotherapy: A
comparison of instruments. Oncology Nursing Forum. 15(6), 795-798.

Morse, J. M. (1994). Designing funded qualitative research. In N. K. Denzin &
Y. S. Lincoln (Eds.). Handbook of Qualitative Research (pp. 220-235).
Thousand Oaks, CA: Sage Publications.

Murphy, S. A. (1990). Human responses to transitions: A holistic nursing
perspective. Holistic Nursing Practice, 4(3), 1-7.

Neugarten, B. L. & Datan, N. (1973) Sociological perspectives on the life cycle.
In P. B. Baltes & K. W. Schaie (Eds.), Life-span developmental psychology:
Personality and social processes, New York: Academic Press.

Neugarten, B. L., Havighurst, R. J., & Tobin, S. S. (1961). The measurement of
life satisfaction. Journal of Gerontology, 16. 134-143.

Older Women's League (1990). Heading for hardship: Retirement income for
American women in the next century. Spring.

O'Rourke, M. W., (1984). Research on women and health care: Influence of

*



131
sociocultural factors. Health Care for Women International, 5, 279-287.

Packa, D. R. (1989). Quality of life of cardiac patients: A review. Journal of
Cardiovascular Nursing, 3(2), 1-11.

Palinkas, L. A., Wingard, D. L., & Barrett-Connor, E. (1990). Chronic illness
and depressive symptoms in the elderly: A population-based study.
Clinical Epidemiology, 43(11), 1131-1141.

Parkes, C. M. (1971). Psychosocial transitions: A field for study. Social Science
and Medicine, 5(2), 101-115.

Pender, N.J. (1987). Health promotion in nursing practice, (2nd. ed.).
Norwalk: Appleton & Lange.

Pincus, T., & Callahan, L. F. (1986). Taking mortality in Rheumatoid Arthritis
seriously-predictive marker, socioeconomic status and comorbidity. The
Journal of Rheumatology, 13(5), 841-845.

Quevedo, S. (1991). Quality of life in patients with end-stage renal
disease: A clinician's view. AKE Nephrology Letter, 8(2), 13-20.

Reisine, S. T., Grady, K. E., Goodenow, C., & Fifield, J. (1989). Work disability
among women with rheumatoid arthritis. Arthritis and Rheumatism,
32(5), 538–543.

Rigdon, J. E. (1993). Three decades after the equal pay act, women's wages
remain far from parity. The Wall Street Journal, June 9, 1993, p. B1.

Rodeheaver, D. (1987). When old age became a social problem, women were
left behind. The Gerontologist, 27(6), 741-746.

Rubin, L. A., & Hawker, G. A. (1993). Stress and the immune system:
Preliminary observations in rheumatoid arthritis using an in vivo
marker of immune activity. Arthritis and Rheumatism, 36(2), 204–207.

Sandelowski, M. (1986). The problem of rigor in qualitative research.
Advances in Nursing Science. 8(3), 27-37.

Schned, E. (1993). Future care of rheumatoid arthritis in a managed care
environment. Bulletin on the rheumatic diseases, 42(7), pp. 1-3.

Schipper, H., Clinch, J., & Powell, V. (1990). Definitions and conceptual issues.
In B. Spilker (Ed.), Ouality of Life Assessments in Clinical Trials (pp. 11
24). New York: Raven Press, Ltd.

Schlossberg, N. K. (1984). Counseling adults in transition. New York:
Springer-Verlag.

Schumacher, K. L. & Meleis, A. I. (in press). Transitions: A central concept
in nursing. Image: Iournal of Nursing Scholarship.

|



132

Shaul, M. P. (in press). Quality of life among older women with rheumatoid
arthritis.

-

Shaul, M. P. (1993, April). Living with rheumatoid arthritis and transitions
that never end. Paper presented at the Western Institute for Nursing
Assembly, Phoenix, AZ.

Sheikh, J. I. & Yesavage, J. A. (1986). Geriatric depression scale (GDS) recent
evidence and development of a shorter version. Clinical Gerontologist,
5(1/2), 165-173.

Silverman, P. R. (1982). Transitions and models of intervention. The Annals of
- - - -

Social Science. 464, November,
174–187.

Smeltzer, S. C. (1991). Use of the trajectory model of nursing in multiple
Sclerosis. Scholarly Inquiry for Nursing Practice, 5(3), pp. 219–234.

Spilker, B. (1990). Introduction. In B. Spilker (Ed.), Quality of life assessments
in clinical trials (pp. 3-10). New York: Raven Press, Ltd.

Spitzer, W. O., Dobson, A. J., Hall, J., Chesterman, E., Levi, J., Shepherd, R.,
Battista, R. N., Catchlove, B. R. (1981). Measuring the quality of life of
cancer patients. Journal of Chronic Diseases, 34, 585-597.

Stewart, A. L. (1992). Conceptual and methodologic issues in defining quality
of life: State of the art. Progress in Cardiovascular Nursing, 7(1), 3-11.

Stewart, A. L., Greenfield, S., Hays, R. D., Wells, K., Rogers, W. H., Berry, S.
D., McGlynn, E. A., & Ware, J. E. (1989). Functional status and well-being of
patients with chronic conditions. The Iournal of the American Medical
Association, 262(7), 907-913.

Stone, R. I. (1989). The feminization of poverty among the elderly. Women's
Studies Quarterly, 1(2), 20-34.

Strauss, A., Corbin, J., Fagerhaugh, S., Glaser, B. G., Maines, D., Suczek, B., &
Wiener, C. L. (1984). Chronic illness and the quality of life. St. Louis:
The C. V. Mosby Co.

Swanson-Kauffman, K. M. (1986). A combined qualitative methodology for
nursing research. Advances in Nursing Science, 8(3), 58-69.

The American Heritage Dictionary. (1969). Boston: Houghton Mifflin Co.

Thorne, S. E. (1993). Negotiating Health Care. Newbury Park: Sage
Publications

Thorne, S. E. & Robinson, C. A. (1988). Health care relationships: The chronic
illness perspective. Research in Nursing & Health, 11, 293-300.



133

U. S. Bureau of the Census, (1989). Projections of the population by age, sex,
and race: 1988-2080. Current Population Reports, Series P-25, No. 1018.
Washington, D. C. : U. S. Government Printing Office.

U. S. Department of Commerce, Bureau of Census: Statistical abstract of the
U.S. Washington, D.C.: Government Printing Office (1986).

van Gennep, A. (1960). The rites of passage. Chicago: University of Chicago
Press.

Verbrugge, L. M. (1985). An epidemiological profile of older women. In M. R.
Haug, A. B. Ford, & M. Sheafor (Eds.), The Physical and Mental Health of
Aged Women (pp. 41–64). New York: Springer Publishing Company.

Verbrugge, L. M. & Jette, A. M. (1994). The disablement process. Social Science
and Medicine, 38(1), pp. 1-14.

Wiener, C. L. (1984). The burden of rheumatoid arthritis. In Strauss, A.,
Corbin, J., Fagerhaugh, S., Glaser, B. G., Maines, D., Suczek, B., & Wiener,
C. L. Chronic illness and the quality of life. St. Louis: The C. V. Mosby
Co.

Wolf, Z. R. (1994). Uncovering the hidden work of nursing. In C. Harrington
& C. L. Estes (Eds.). Health Policy and Nursing (pp. 331-340). Boston:
Jones and Bartlett Publishers.

Woods, N. F. & Catanzaro, M. (1988). Nursing research: Theory and practice.
St. Louis: The C. V. Mosby Co.

Yelin, E. H., & Felts, W. R. (1990). A summary of the impact of
musculoskeletal Conditions in the United States. Arthritis and Rheumatism,
33(5), 750–55.

Yelin, E. H., Kramer, J. S., & Epstein, W. V. (1983). Is health care use
equivalent across social groups? A diagnosis-based study. American
Journal of Public Health, 73(5), 563-571.

Yelin, E., Henke, C., & Epstein, W. (1987). The work dynamics of the person
with rheumatoid arthritis. Arthritis and Rheumatism, 30(5), 507–512.

Yesavage, J. A., Brink, T. L., Rose, T. L., Lum, O., Huang, V., Adey, M., & Leirer,
V. O. (1983). Development and validation of a geriatric depression
screening scale: A preliminary report. Journal of Psychiatric
Research, 17( 1 ), 37–49.

Zautra, A. J., Okum, M. A., Robinson, S. E., Lee, D., Roth, S. H., & Emmanual, J.
(1989). Life stress and lymphocyte alterations among patients with
rheumatoid arthritis. Health Psychology, 8(1), 1-14.



134

APPENDICES



135

Appendix A

Definiti l C f T
- - -

Van Gennep (1906; translated to English 1960)

Definition: Rites of passage characterized by process, structure, and distinct

stages usually marked with ceremony: separation or pre-liminal in which

individuals separate from mainstream; transition or liminal in which

individual resembles neither what she was in past nor what she will become;

incorporation or post-liminal in which new state is achieved.

Concepts: process, structure, stages, context, symbolism.

Tyhurst (1957)

Definition: Transitions occur in response to event. Process characterized by

stages in which physiological and psychological manifestations are

experienced.

Concepts: process, stages, precipitating event

Parkes (1971)

Definition: Changes in life space that has lasting effects, takes place over a

relatively short period of time, and affects large areas of the assumptive world.

This involves changes in roles, daily life patterns, expectations. Change in

One arena of life has ramifications for other arenas of life. Transitions can be

major or minor. Does not include maturation or aging as transitions, since

these Occur gradually; nor transient illnesses or frightening situations since

these presumably do not have lasting effects.

Concepts: dynamic process, lasting effects, role changes, unexpected change

that is readily identifiable.
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Golon (1981)

Definition: A period of moving from one state of certainty to another, with an

interval of uncertainty and change in between.

Concepts: predictable patterns of change, initiating event, passage

characterized by cognitive and perceptual disturbances, adaptation.

Silverman (1982)

Definition: A three part process initiated by an event that causes

disequilibrium, role changes, and change over time to a new level of

functioning.

Concepts: process, initiating event, roles changes, time.

George (1982)

Definition: Change precipitated by events can be growth-producing;

individuals give transitions meaning; not always negative.

Concepts: process, intensity, duration, meaning, severity of precipitating

event, Context.

Chick and Meleis (1986)

Definition: A passage from One phase to another. Involves situational,

developmental, and health-illness changes.

Concepts: process, awareness, perception, disconnectedness, patterns of

response, antecedents, mediating factors.
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Schumacher & Meleis (in press)

Definition: A process that involves situational, developmental, health and

illness, and Organizational change. These changes are either single or

multiple, sequential or simultaneous. They can be clear or ambiguous. The

changes may be defined by emerging life patterns and new identities, with

outcomes of emotional health, level of mastery, and well-being of

relationships.

Concepts: Life patterns, new identities, meanings, expectations, levels of

knowing, interactions, security, physical well-being; outcomes of mastery,

emotional health, well-being of relationships.



Appendix B

Summary of Definitions of Quality of Life (QOL) in chronological order

Author

Neugarten, et al. (1961)

George & Bearon (1980)

Germino (1987)

Graham & Longman (1987)

Definition

A construct which includes five

underlying dimensions of

psychological well-being: zest,

resolution and fortitude, congruence

between desired and achieved goals,

positive self-concept and mood tone.

QOL encompasses more than adequate

material well-being, includes

perceptions of well-being, satisfaction

with life, contentment, self-worth. It

is both objectively and subjectively

measured. It includes both the

conditions of life and the experience of

life (p. 2).

QOL is the ability to carry on with daily

activities influenced by context,

economic status, physical, emotional,

and social well-being.

QOL is "the degree of satisfaction with

present life circumstances, as

perceived by the patient" (p. 339).
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Lohr, et al. (1988)

Monahan (1988)

Packa, (1989)

Fallowfield (1990)

Cowan, et al. (1992)

Life satisfaction is determined by

physical conditions and functional

impairment which influence

subjective health, mediated by coping

responses.

QOL is subjective, individualistic,

dynamic over time.

QOL is total well-being, includes

psychosocial and physical.

QOL is an amalgam of satisfactory

functioning in four core domains;

psychological, social, physical, and

Occupational.

QOL is "the perceived sense of

satisfaction with one's current life

influenced by functional alterations,

and/or symptom distress, and severity

of disease." (p. 18)
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Appendix C

The Di
-

1 Indi f Quali f Lif

Dimensions Indicators
Physical physical health status

• Cellular level of health
presence or absence of disease
type of disease & severity
symptoms
treatment side effects

• response to treatment
physical function

• ADL & IADL
Psychological depression

anxiety
self-concept

• self-esteem
• self-efficacy
• body image
• perception of others

happiness
psychopathology

Social social network and type of support
recreation and leisure
opportunity

Economic ability to work
Occupation
financial access to health care
adequate housing, food, clothing
adequate transportation
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Appendix D

Health A Q
- -

We are interested in learning how your illness affects your ability to function

in your daily life. Please tell me which of the following best describes you

ability to perform the following activities over the past week.
Are you able to: Without ANY With SOME With MUCH UNABLE

Difficulty Difficulty Difficulty to DO

Dress yourself(including

tying shoelaces and

fastening buttons) O 1 2 3

Shampoo your hair O 1 2 3

Stand up from an

armless straight chair O 1 2 3

Get in and out of bed O 1 2 3

Cut meat like a steak O 1 2 3

Lift a full cup or glass O 1 2 3

to your mouth

Walk outdoors on flat

ground O 1 2 3

Climb up five steps O 1 2 3
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Do you use any of the following aids for activities?

NO Yes

Canes, crutches, or walker O 1

Wheelchair O 1

Device used for dressing O 1

Built up or special utensils O 1

Higher bed O 1

Splints O 1

Other O 1

Do you need help from another person for any of the following activities?

NO Yes

Dressing and grooming O 1

Arising O 1

Eating O 1

Walking O 1

Are you able to: Without ANY With SOME With MUCH UNABLE

Difficulty Difficulty Difficulty to DO

Wash and dry your

entire body O 1 2 3

Take a tub bath

or shower O 1 2 3
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Get on and off

the toilet

Reach to get down a

5lb object from just

above your head

Bend down to pick up

clothing from the floor

Open car doors

Open jars which have

previously been opened

Turn faucets on and off

Run errands and shop

Get in and out of a car

Do chores such as

vacuuming or yard work
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Do you use any aids or devices for these activities?

NO Yes

Raised toilet seat O 1

Bathtub seat O 1

Jar opener O 1

Bathtub bar O 1

Long-handled appliances for reaching O 1

Long-handled appliances in the bathroom O 1

Other O 1

We would like to know how you would rate the pain from your rheumatoid

arthritis at the present time on a scale from 0 to 100, where 0 is "no pain" and

100 is "very severe pain". Were would you put yourself on this scale today?
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Appendix E

Self-Report of Functional and Health Status

Functional Status:

Now we would like to know if you are limited in any way in your

activities because of any medical condition which has lasted three months or

longer, including your rheumatoid arthritis. Would you say that you

Can not perform your usual major activity at all 4

Can perform some of your usual major activity, but are

limited in the amount or kind of this activity 3

Are not limited in your usual major activity, but are

limited in outside activities 2

Are not limited at all in your activities 1

What medical condition would you say is the primary cause of your activity

limitation?

Do any other medical conditions contribute to your activity limitation?

No (0) Yes (1)

Health Status:

In general, how would you describe your overall health, including your

arthritis?

Would you say it is Excellent (1) Good (2) Fair (3) Poor (4)
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Appendix F

Geriatric D ion Scal

Select the best answer for how you felt over the past week.

1. Are you basically satisfied with your life?
- -

Have you dropped many of your activities and interests?
--- ---

Do you feel that your life is empty?
--- -

Do you often get bored?
--- --

5 Are you in good spirits most of the time?
- --

Are you afraid that something bad is going to happen to you?
--- - -

Do you feel happy most of the time?

Do you often feel helpless?
--- -

Do you prefer to stay at home, rather than going out

and doing new things?
--- -

10. Do you feel you have more problems with memory

than most?
-- --

11. Do you feel pretty worthless the way you are now?
--- ---

12. Do you think it is wonderful to be alive now?
--- ---

13. Do you feel full of energy?
--- ---

14. Do you feel that your situation is hopeless?
--- ---

15. Do you think that most people are better off than you are?
--- ---

From: Sheikh, J. & Yesavage, J. (1986). Geriatric depression scale (GDS) recent

evidence and development of a shorter version. Clinical Gerontologist, 5, 165

173.
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Appendix G

Activiti

Now we're going to ask you about your activities during the last six months.
For each one, we want to know if you have done this activity at any time
within the last six months. (Participants respond with either no or yes; in
1989, they ranked the activities as to importance)

During the last six months, did you ....

Do any of your own home maintenance and repairs?
DO minor maintenance inside the house, such as replacing fuses or touching
up paint?

DO major maintenance inside the house, such as wiring, plumbing, or
painting?
DO minor maintenance outside the house, such as yard or garden work?
DO major maintenance Outside the house, such as painting or roofing
Take care of pets?
Take care of house plants?
Sew or mend clothes?

Do your own laundry?
Do your own inoning?
Do your own light housework, such as dusting?
DO more heavy housework, such as vacuuming?
Take care of family members who are ill, such as a spouse or parent?
Prepare and cook your meals?
Wash dishes and clean up after meals?
DO routine car maintenance?

Shop for yourself?
Shop for other family members?
Shop for friends and relatives?
Go to the Post Office yourself?
Go to the bank yourself?
Shop for food yourself?
Shop for clothes yourself?
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Shop at the drug store yourself?
Visit the doctor yourself?
Take someone else to the doctor?

Shop for things for the house, such as major appliances, TV sets, or stereos?
DO most of your shopping in your immediate neighborhood?
Shop at a large suburban shopping mall or in downtown San Francisco or
Oakland?

Visit in person with family who do not live in your home?
Visit in person with your friends?
Take care of a sick person in your household?
Visit sick friends at home or in the hospital?
Talk on the telephone with family members who do not live in your home?
Talk on the telephone with friends?
Correspond with friends or family by mail?
Attend church services regularly?
Be involved in church organizations?
Have family and private prayers at home?
Attend lectures or seminars?

Visit cultural facilities such as museums, zoos, or gardens?
Visit the library?
Take educational courses, but not for a degree, such as short courses or drama
lessons?

GO to movies in a movie theater?

Watch sports in person?
Participate in holiday festivities?
GO to nightclubs and/or bars?
Attend parties with family or friends?
GO On day trips such as picnics?
GO away On vacation, such as camping, sightseeing, or touring trip?
Be involved with hobbies and crafts such as music, carpentry, dressmaking,
knitting, creative writing, or gardening?
Be involved in physical activity such as walking, bicycling, running, dancing,
or sports?
Watch television?



---—-

---
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Read books?

Read newspapers or magazines?
Use a computer at home?
Get around your neighborhood by walking?
Get around your neighborhood on a bicycle?
Drive yourself around the city in a car?
Get around the city in a care with someone else driving?
Get around the city on a bus, train, BART, or other form of mass transit?
Travel to other areas of the state or country by train or plane?
Travel to other areas of the state or country by care?
Be involved with Public service organizations, such as League of Women
Voters, fraternal groups, or groups supporting the arts?
Political parties or other partisan causes, such as political clubs, women's
rights groups, etc.? Hobby clubs, such as garden or bridge clubs?
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Appendix H

Employment Status and Family Income

Employment:

Now we would like to know if you are presently working, a student,

retired, temporarily not working, or something else? Are You...

Working 1*

with a job but not at work (e.g. leave of absence) 2

temporarily laid off 3

unemployed or looking for work 4

unable to work for health reasons, disabled 5

student 6

housewife 7.

retired 8*

or Other 9

* were combined as 'working'

Are you unemployed because of an health-related disability? No(0) Yes

(1)

How long have you been unemployed because of your health? Years______

Family Income:

In 1990, what was your total family income including salary, wages, interest,

investments, social security, pensions, disability, or welfare?

Less than $5000 (1); $5–10,000 (2); $10-20,000 (3); $20–30,000 (4);

$30–40,000 (5); $40–50,000 (6); $50-75000 (7) $75,001 or more (8)
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Appendix I

Mediating Variabl

In addition to age, disease duration, and Occupation, the following are

asked in each annual interview:

Marital Status:

What is your marital status? Never married (1) Married (2)

Divorced (3) Separated (4) or widowed (5)?

How long have you been in your current marital status? Years_______

Number of living in the hold:

What are the ages and relationships to you of the others in your

household?

Age Relationship Age Relationship



Appendix I (continued)

C bidities:

During the past year, has you health been affected by any of the

following health conditions?

Did your doctor tell you that you have this condition?

NO Yes NO Yes

High blood pressure O 1 O 1

Heart disease O 1 O 1

Stroke or neurologic condition 0 1 O 1

Diabetes O 1 O 1

Lung disease O 1 O 1

Cancer O 1 O 1

Kidney disease O 1 O 1

Blood disease O 1 O 1

Urinary/gynecological O 1 O 1

Stomach ulcers O 1 O 1

Skin ulcers O 1 O 1

Glaucoma O 1 O 1

Hernia O 1 O 1

Other arthritis () 1 O 1

In addition to any of the medical conditions you just mentioned, do you have

any other health problems besides your arthritis? No O Yes 1

What are the medical names of these problems?
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Appendix J

Sample Letter Introducing the Study to Phase II participants

Date

Dear Person's Name

I am conducting a study of women with rheumatoid arthritis and how they
manage their illness in everyday life. Every woman is different and we all
experience things in our own unique ways. The purpose of this study is to
learn more about how women live with RA. This study will involve an in home
interview during which I would ask you to tell me about how RA influences
your everyday life. There is no cost to you for participating in the study nor
any reimbursement. A final report will be shared with the women who
participate.

I am a registered nurse and doctoral student at the University of California,
San Francisco. I am also employed as a research nurse with the Multipurpose
Arthritis Center at the University of California, San Francisco. As a member of
the Multipurpose Arthritis Center Study of persons with RA, your name has
been selected for possible inclusion in this particular study. Your
participation in this study will not alter your involvement with the annual
telephone interview you receive as part of the larger study.

I will call you in a few weeks to talk with you about the study, answer any
questions you may have and schedule an interview, if you are interested in
participating.

Thank you for your time and interest.

Sincerely,

Muriel Shaul, RN, MS
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Participant Flow Sheet
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Appendix L

Postcard to confirm appointment

Pear—

Thank you for being willing to participate in my study of women with

rheumatoid arthritis. I look forward to meeting you at your home on:

Date:

Time:

If you need to reach me, my phone number is (805) 547-1604. I will call you

the day before to confirm.

Thanks again,

Muriel Shaul
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Appendix M

Letter of Appreciation for Participation in the Study

Dear (woman's name)

Thank you so much for participating in my study. You were most generous

with your time and thoughts. It is because of people like you that we continue

to learn more about rheumatoid arthritis and the affect it has on daily life.

As soon as my study is completed, I will send you a summary report of the

results. Again, thank you for your help, it has been a pleasure to talk with

yOu.

Sincerely,

Muriel P. Shaul, RN, MS
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Appendix N

Interview Guide

IP”—

Name: Date:

Address: Ph:

Age:(1989) :(present) Occupation:

Year RA Sx noted: Year RA Dx by MD: Duration:

Treatment History:

Medications:

Part L89/92 changes:

HAQ89: HAQ92; Change:

Funcst89 Funcst92 Change:

Health 89 Health92 Change:

Deptot&9 Deptot%2 Change:

imact39 loseactº)2 Change:

Types activities lost:

workst89 WorkStº)2 Change:_

Famincô9 FamincQ2 Change:

Marista 89 Marist92 Change:

Househ&9 Househ92 Change:

Comco89 ComCO92 Change:

Other health problems/conditions:
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(list each with year of onset, treatment, rating of impact on everyday
life using 0-10 scale on next page)

Problem List:

Now let's talk about what it is like for you to live with RA.

1. I noticed that you have experienced changes in Since

1989. Can you tell me about these changes? (Ask for all changes in Phase I

variables)

2. Thinking back to 1989, what were you doing back then? (Job, family,

community, church responsibilities, # persons who depended on you for care

or support)

3. How did RA effect what you were doing then?

4. Can you think of a particular event or thing that happened in the past

four years that stands out in your mind that has affected your everyday life?

(Approximately when was this?)

5. Was this related in any way to the RA7

6. What has caused the most difficulty for you during the last four years?

7. What has helped?

8. How did this help/ not help? What else did you do?
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9. Did this have any effect on your family? (if yes, in what way?)

10. From what you have learned about living with RA over the years, what

advice would you have for others?

11. We talked about what you were doing in 1989, what kinds of things do

you do or are involved with now? (job, family, community, church roles)

12. Who are the people who depend on you now and for what?

13. What gives you the most difficulty now in doing the things you need to

do? (Ask for each identified role)

14. How do you manage this? (ask for each difficulty and how effective

are the strategies identified)

15. What else might be helpful for you?

16. What effect does you current status with RA have on your family? (ask

for each difficulty and how effective are their strategies)

17. What else might be helpful for them and you?
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Health and Personal Care Services:

18. What were the health care services you used when first diagnosed?

(services that focus on staying well or treating illness)

19. And now?

20. What personal care services did you use when you were first

diagnosed? (services that assist with everyday life and the roles identified)

21. And now?

22. Were there other services that would have been helpful but were not

available then? (list services, why not available, how would have helped)

23. And now?

24. Does the cost of medical care, medicines, or other health related

supplies keep you from getting what you feel you need?
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Other Health Problems/situations

Problem #____: Date of onset:

Current treatment:

Impact on everyday life:

Place a vertical line through the horizontal line to indicate the degree to

which this problem has an effect on your everyday life.

+ 1 1 0+

no effect extreme effect

Comments:

Problem #_____: Date of Onset:

Current treatment:

Impact on everyday life:

Place a vertical line through the horizontal line to indicate the degree to

which this problem has an effect on your everyday life.

f

:

t

+1 10 +

no effect extreme effect

Comments:

\
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Appendix O

Graham and Longman Quality of Life Scale

-

}



|D

OUALITY OF LIFE SCALES

1. How would you rate your current quality of life?

PO.Or 1 2 3 4 5 6 7 8 9 1 O Excellent

What kinds of things were you considering in your answer?

2. How would you rate your satisfaction with your quality of life?

Not at all Very
Satisfied 1 2 3 4 5 6 7 8 9 1 O Satisfied

What kinds of things were you considering in your answer?

© 1987, Katherine Young Graham & Alice J. Longman
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Appendix P

Graham Global Well-being Scale



GRAHAM GLOBAL WELL-BEING SCALE

Please circle the number that represents how you feel about your life in general.

Very much
Poorer better

than most than most

1. My life as a whole 1 2 3 4 5 6 7 8 9 1 O

2. My accomplishments so far 1 2 3 4. 5 6 7 8 9 1O

3. My experience of happiness 1 2 3 4 5 7 8 1 O

4. My opportunities to enjoy
life 1 2 3 4 5 6 7 8 9 1 O

5. My experience of love 1 2 3 4 5 6 7 8 9 1O

6. My family relationships 1 2 3 4 5 6 7 8 9 10

7. My respect from others 1 2 3 4 5 6 7 8 9 10

8. My future opportunities 1 2 3 4 5 6 7 8 9 10

9. My experience of friendship 1 2 3 4 5 6 7 8 9 10

10. My time to do what I want
to do 1 2 3 4 5 6 7 8 9 10

Please share any further thoughts you may have on your feelings about your life.

© 1987, Katherine Young Graham
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