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ABSTRACT 

Very little has been written about the physician-patient 

interaction from the perspectives of individuals with severe 

disabilities. It has been reported that satisfaction with the 

physician-patient relationship can affect continuity of care and 

compliance with therapeutic regimens. While it is feasible that these 

issues could be of less consequence to the health of patients who are 

non-disabled, discontinuity of care or noncompliance with treatment 

plans could result in critical, life-threatening situations for 

individuals with severe disabilities. 

This study explored factors of the physician-patient interaction 

that are important from the perspective of individuals with severe 

disabilities. Research questions addressed the nature of the 

interaction, similarity with factors considered fundamental by 

individuals without disabilities, and whether there were factors 

important to individuals with severe disabilities that previously had 

not been reported in the patient satisfaction literature. 

9 

The six individuals selected to participate in the study 

represented a range of disabilities that met the Rehabilitation Services 

Administration (RSA) criteria to be considered severe: blind, cerebral 

palsy, deaf, post-polio, spinal cord injured, and systemic lupus 

erythematosus. These participants also met all criteria as "key 

informants" for the purpose of qualitative research. 

A qualitative design was selected, employing two in-depth 

ethnographic interviews with each participant to elicit responses to 
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focused, open-ended questions about the physician-patient interaction. 

The questions were patterned after those used in the development of the 

Smith-Falvo Patient-Doctor Interaction Scale (POlS). Permission from 

the senior author was granted for "fair use" of the POlS, and the 

related findings were used as comparison measures to responses of 

participants in this study. 

Findings of this research indicate that the interactional dynamics 

(eye contact, greeting, familiarity and evidence of respect) of first 

impressions for each individual in the physician-patient dyad influence 

to a large degree whether a satisfactory relationship can be 

established. In addition, participants with severe disabilities need to 

be considered by their physicians as equal partners in the management of 

their health care. 



CHAPTER 1 

INTRODUCTION 

Background of the Problem 

11 

Historical references to societal responses regarding people who 

are different reveal " ... persistent apathy and insensitivity toward the 

young, old, poor, mentally impaired and physically disabled .... " (Shanck 

& Lubkin, 1990, p. 406). These attitudes are incompatible with the 

growth of social consciousness and the evolution of rehabilitation 

efforts. Society is slowly being educated to the premise of the 

interdependence of and the concomitant responsibility to humankind, and 

that first and foremost people with disabilities are persons, worthy of 

the consideration, respect, and acknowledgment generally accorded 

sentient beings. 

Two major considerations related to working with people with 

severe disabilities are the medical aspects and the psychosocial aspects 

of the di.sability. The interaction between these aspects is exceedingly 

complex, as illustrated by a schematic developed by Stolov and Clowers 

(1981) further categorizing those aspects into four components: 1) a 

person's disease, 2) personal psychology, 3) social environment-

including interpersonal contacts, and 4) vocational environment. The 

two-way interactional dynamic among all four of these factors begins to 

give an indication of its potential complexity. The authors further 

explain that management " ... of disability is achieved through 

therapeutic attacks on the disease, through enhancement of the patient's 

psychology, through modification of the interface [emphasis added], and 



through direct modification of social and vocational environmental 

factors" (p. 3). 
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The inextricable dynamic between the medical and psychosocial 

aspects of disability can either compound or ameliorate any of the many 

life crises that face a person with a severe disability. When those 

crises occur simultaneously, as with a sudden-onset disability, the 

person is " ... coping with physical and psychological loss, changes in 

body image, social status, and earning capacity, the anxiety and grief 

which often accompany these changes, and the need to learn new behaviors 

and make concrete plans for an uncertain future" (Athe1stan, 1981, p. 

14). 

The physician-patient interaction is just one of the connections 

between patients who have disabilities and their environments. 

Recognizing the intricacies of the physician-patient relationship, 

George Wright (1980) has emphasized the importance of selecting 

appropriate physicians--inc1uding specialists when their expertise is 

required--when the person has a disabiUty. 

Potency of the interaction between physician and patient is 

demonstrated in B1umenfie1d's statement that "There is no better 

illustration of the power of the doctor-patient relationship than when a 

medicine man cures a victim of a voodoo curse" (1985, p. 19), and it is 

generally accepted that historically the physician was the omniscient, 

omnipotent expert who treated the patient and effected a cUIg. 

Physicians have been trained in the "resu1t-cure-c10sure phenomenon" 

(Margolin, Goldin, & Stotsky, 1969, p. 72), rather than in the concept 
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of maximizing the potential of patients with disabilities adopted by the 

rehabilitation profession (DeLoach & Greer, 1981). 

Many physicians may be unfamiliar with the concept of maximizing 

potential and with other disability-related issues. In addition, if 

they are inexperienced in interacting with patients who have 

disabilities, they may inadvertently treat a person with a physical 

limitation as if that person were incompetent or even mentally retarded 

(M. H. Nelson, personal communication, September 1991; P. F. Suedkamp, 

personal communication, May 1992). 

Several over-arching issues are converging at the present time in 

the fields of disability/rehabilitation and medical education. In 

disability and rehabilitation literature, the issues have evolved from 

the Rehabilitation Act of 1973 (Public Law 93-112), the Americans with 

Disabilities Act of 1990 (Public Law 101-336), and renewed emphasis on 

prevention of disability and secondary conditions (Pope & Tar1ov, 1991). 

Included in the changing mission of medical education are the trends in 

society toward addressing issues of disability and the need for medical 

schools to meet the demands of the public regarding quality health care 

(Neufeld, 1991). In addition, with the advent of ever-improving 

technology and pharmaceuticals that extend the life expectancy of those 

individuals with severe disabilities, it is clear that the number of 

people who only a few years ago had a greatly diminished life span will 

continue to increase. 
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Need for Research 

The medical literature is rife with references to correlates of 

patient satisfaction in the physician-patient interaction involving 

people without disabilities (Barsky, 1988; Cousins, 1985; Falvo & Smith, 

1983; Hu1ka, Kupper, Daly, Cassel, & Schoen, 1975; Krupat, 1986; Nguyen, 

Attkisson, & Stegner, 1983; Roghmann, Hengst, & Zastowny, 1979; Row1and

Morin & Carroll, 1990; Stamps & Finkelstein, 1981; Stewart & Wank1in, 

1978; Ware, Davies-Avery, & Stewart, 1977). However, very few studies 

exploring the physician-patient interaction with people who have severe 

disabilities have been conducted (Patrick, Scrivens, & Charlton, 1983; 

Rees, 1983). The disability literature is replete with anecdotes about 

incidents that individuals with severe disabilities have encountered 

with physicians (DeLoach & Greer, 1981; B. A. Wright, 1983). Had those 

anecdotes been part of empirical research studies, they would have 

provided an invaluable basis for further research. 

The prevalent issues in the area of disability/rehabilitation and 

medical education, paired with a lack of data about the physician

patient interaction as it relates to people with severe disabilities, 

provide an excellent opportunity for research in this area. In a recent 

caveat, the Liaison Committee on Medical Education, which is the 

accrediting body for colleges of medicine, has stated that medical 

schools must begin including in their curricula content related to 

disabilities and rehabilitation (AAMC Reporter, 1992). 

In 1989 an estimated 14.1 percent (34.2 million people) of all 

non-institutionalized residents in this country had an activity 

-- .--.- -_._----



15 

limitation due to a chronic condition (Kraus & Stoddard, 1989; LaPlante, 

1988; LaPlante, Rice, & Kraus, 1991). In addition, 16 percent of the 43 

million people classified as having a disability (nearly seven million 

people) accounted for 40 percent of health care expenditures for the 

disabled in the United States in 1980--a total of $63 billion ("National 

Center," 1992). The issue of health care costs is currently a national 

agenda item being addressed by the federal administration and will 

requir~ in-depth investigation and resolution. At the present time 

there is no federal legislation addressing health care for persons with 

disabilities, and organizations such as Paralyzed Veterans of America 

maintain advocacy personnel who remain vigilant in their quest to assure 

that future laws do not preclude coverage for those who have pre

existing conditions (R. Skornik, personal communication, March 18, 

1993). 

Statement of the Problem 

The quality of the physician-patient interaction is of utmost 

importance when the patient has a severe disability, because of the 

potential for life-threatening sequelae if the whole person is treated 

inappropriately. In spite of the im~ortance of this interaction, 

" ... little systematic attention has been paid to such relationships, and 

their impact on the rehabilitation process" (Bury, 1985, p. 162). 

This study is designed to increase knowledge about the physician

patient interaction as it pertains to people with severe disabilities. 

These individuals have the potential of living many years longer than 

they have historically, thereby making it even more essential that their 
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health care is provided by knowledgeable, humanistic physicians who 

understand the importance of interactions with their patients who have 

severe disabilities. In addition, this study will seek to determine if 

there are factors in the physician-patient interaction experienced by 

individuals who have severe disabilities that have not been measured in 

studies of patients without disabilities, or factors that assume 

increased importance when severe disabilities become part of the 

equation. 

Significance of the Study 

Crucial to the management of severe disability are the 

interactions of patients with their physicians. Falvo and Smith found 

that "Consequences of dissatisfaction with the physician-patient 

relationship have been linked to a lack of continuity of care ... and 

noncompliance with the therapeutic regimen" (1983, p. 480). With!!Q!!.:. 

disabled individuals, it is feasible that these issues could be less 

consequence and the patients would eventually get well. As they apply 

to individuals with severe disabilities, discontinuity of care and 

noncompliance could create critical, life-threateni.ng situations. 

Appropriate medical and psychosocial management can alleviate acute 

conditions and maintain patients' health and general sense of well

being. Inattention to the interrelated natu~e of disabling conditions, 

which could be complicated by even an upper respiratory infection or 

inappropriate prescribing for a condition, could severely exacerbate a 

disability, precipitate onset of a secondary disability, or cause death. 
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The disciplines of disability/rehabilitation and medical education 

are at a pivotal juncture in their development and in their relationship 

to each other. Research on one facet of that relationship--the quality 

of the physician-patient interaction--ultimate1y could result in 

improved health care services from physicians who have become sensitized 

to disability-related issues. 

If factors emerge from analysis of the data that previously have 

not been addressed in the patient satisfaction literature, a 

questionnaire that includes those issues could be developed and pilot 

tested. Implementation of such an instrument could give physicians 

ongoing feedback about the quality of their interactions with their 

patients who have severe disabilities. 

Research Questions 

The primary purpose of this study was to explore, through the 

strategy of focused, semi-structured ethnographic interviews, the nature 

of the physician-patient interaction as perceived by individuals with 

severe disabilities. In addition, since no normed patient satisfaction 

scales for use with individuals with severe disabilities were found in 

the literature, this study also sought to determine if there are factors 

in the physician-patient interaction that have not been addressed in 

studies of non-disabled patients, and if there are key factors that are 

important when severe disabilities become part of the equation. This 

study used as its focus three research questions to fulfill the purpose 

of this inquiry. 



1. From the perspective of individuals with severe 
disabilities, what is the nature of favorable 
physician-patient interactions? 

2. As related to the literature addressing how 
individuals without disabilities perceive the 
physician-patient interaction, are fundamental factors 
simi.larly important to individuals with severe 
disabilities? 

3. As related to the literature addressing how 
individuals without disabilities perceive the 
physician-patient interaction, are there factors 
pertaining to individuals with severe disabilities 
that heretofore have not been investigated? 

Limitations of the Study 

In quantitative studies, issues of validity, reliability and 

generalizability are addressed within the context of research 
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limitations. The methods of qualitative research adhere to alternative 

definitions of these constructs that meet the same demands of rigor. 

Those issues are discussed in the methodology chapter of this document. 

The purposeful selection of individuals to serve as key informants 

may not be representative of the range of patients with severe 

disabilities with whom physicians interact. By definition, key 

informants are individuals who understand and verbalize their 

experiences well, and these traits are not universal among the general 

population--with or without disabilities. 

Constraints of time and funding resources preclude collecting 

collateral data from physicians. It is acknowledged that physicians 

could provide additional information that would not only expand our 

understanding of their perspectives regarding this issue, but also would 



have the potential of augmenting our knowledge of physician-patient 

interactional dynamics. 
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Using a single interviewer as the research instrument collecting 

data has the potential of reducing confounding factors, insofar as 

issues of training other interviewers and achieving inter-rater 

reliability are concerned. The person conducting interviews for this 

study--in this case, the researcher--has received thorough training in 

interviewing techniques, has been involved with the clinical interview 

education of medical students for the past 16 years, and has obtained 

extensive interviewing experience in multifarious settings. A negative 

effect of accomplishing the data analysis with only one interviewer is 

an increased risk of missing salient issues that might be identified if 

several people were reviewing transcripts. To reduce that risk, the 

transcripts were submitted to an experienced field researcher for review 

(May, 1991, p. 197; J. G1ittenberg, personal communication, May 1992). 

Definition of Terms 

Several terms used throughout this report have been defined 

differently by researchers in each of the disciplines of rehabilitation, 

medicine and qualitative research. To avoid possible misunderstanding 

or misinterpretation, the following definitions will be used. 

Case study: A report format or mode for naturalistic inquiries 

(Lincoln and Guba 1985); or a research strategy or empirical inquiry 

that " ... investigates a contemporary phenomenon within its real-life 

context; when the boundaries between phenomenon and context are not 



clearly evident; and in which multiple sources of evidence are used" 

(Yin 1989, p. 23). 
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Disability: " ... a long-term or chronic condition medically 

defined as a physiological, anatomical, mental, or emotional impairment 

resulting from disease or illness, inherited or congenital defect, 

trauma, or other insult (including environmental) to mind or body" (G. 

N. Wright, 1980, p. 68). "Disability refers to the state of being 

limited, due to a chronic health condition or set of conditions, in the 

type or amount of activities that a person would otherwise be expected 

to perform .... Persons aged 18-69 may be classified in terms of ability 

to perform their major activity, ability to work" (LaPlante, 1988). 

Doctor or Physician: For the purpose of this study, these terms 

are used interchangeably and could include allopathic medical doctors 

(M.D.)--inc1uding specialists, doctors of osteopathic medicine (D.O.), 

and alternative practitioners considered by participants as fulfilling 

that role. 

Ethnographic interviews: Fetterman (1989, p. 48) explains that 

they are informal and " ... have a specific but implicit research agenda. 

The researcher uses informal approaches to discover the categories of 

meaning in a culture .... [interviews] are useful throughout an 

ethnographic study in discovering what people think and how one person's 

perceptions compare with another's." For the purpose of this study the 

interviews focus on ways of eliciting from the participants with severe 

disabilities their unique perceptions of the physician-patient 

interaction. 
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Key informant/participant: Morse (1991) states that key 

informants are those who are "articulate, reflective, and willing to 

share with the interviewer" (p. 127). Spradley (1979) proposed that 

informants meet five minimal requirements--qualified here for the 

current research: 1) thorough encu1turation with their diaabi1ity; 2) 

current or ongoing involvement with the medical profession; 3) present a 

cultural scene unfamiliar to the interviewer; 4) have adequate time 

available to be interviewed; and 5) be nonana1ytic about the meaning or 

significance of their responses. 

Physician-Patient Interaction: The inclusive interaction that 

takes place between the patient and physician during a medical 

encounter. It includes the interview, physical examination, diagnosis 

and prescribed treatment, along with words, behaviors, perceived 

attitudes and feelings generated in that context. 

Primary care physician: The term is used in this study to 

indicate the physician accessed initially by an adult who is seeking 

treatment (usually a general practitioner in family practice or internal 

medicine). If health insurance is through a health maintenance 

organization (HMO), it is the physician a patient accesses for treatment 

or referral to a specialist. 

Rehabilitation: As defined by G. N. Wright (1980), it is " ... a 

facilitative process enabling a person with a handicap to attain 

usefulness and satisfaction in life" (p. 3); " ... a complete scope of 

program goals for medical, social, and occupational as well as 

independent-living rehabilitation" (p. 4); and " ... restoration to a 



former (positive) state .... [or] overcoming a present (negative) state" 

(p. 309). 
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Severe disability: Within the State Rehabilitation Services 

Administration, Vocational Rehabilitation (RSA-VR) Classification of 

Disabling Conditions, coded numbers are used to denote specific 

conditions as severe disabilities. Information from the Diagnostic and 

Statistical Manual of Mental Disorders-Third Edition-Revised 1988 

("American Psychiatric", 1988) is used by rehabilitation counselors in 

conjunction with the general medical examination diagnosis and RSA 

disability codes to determine severity of each disabling condition. "An 

individual can be considered severely disabled if that individual has a 

specific [condition] that seriously limits one or more functional 

capacities (i.e., mobility, communication, self care, self direction, 

interpersonal skills, work tolerance, or work skills) in terms of 

employability" ("Rehabilitation," 1987; G. N. Wright, 1980, p. 321). 

Categorical criteria for the participants in this study are explicated 

in Chapter 3, within the section devoted to issues of sampling and 

selection. 

Summary 

Chapter 1 included a discussion of the background and need for 

research in the area of physician-patient interactions as experienced by 

individuals with severe disabilities. Statement of the problem and the 

research questions also were addressed. Definitions of terms were 

adapted specifically for use in this study. 
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CHAPTER 2 

REVIEtol OF THE LITERATURE 

Issues in Disability and Rehabilitation 

Many of the ideas and practices regarding people with severe 

disabilities in this country were derived from " ... European backgrounds 

in superstition, sorcery, alchemy, astrology, materia medica, and 

general social and cultural attitudes [in which] .... any physical or 

behavioral variation from the norm wss viewed with suspicion" (G. N. 

Wright, 1980, p. 123). More than three hundred years later, and in 

spite of education aimed at enlightening the populace and implementation 

of technological and biomedical advances, this negative view still 

remains in our society to a large degree. 

Two issues affecting first impressions about people with severe 

disabilities are whether the disabilities are visible or nonvisible, and 

whether relationships are between individuals who know each other or are 

between strangers (B. A. Wright, 1983). Noting the effect of visible 

disability on other people, George Wright (1980) postulates that: 

A functional limitation results from the negative interpersonal 
impact of atypical appearance .... and is a socio-psycho1ogica1 
process having three phases: the disabled person's own self-image 
and reaction to a changed physique; other people's reactions and 
attitudes toward the disabled individual; and the interaction of 
the two and the handicapping aspects of this process. (p. 98) 

In contrast, people with nonvisible disabilities may not be perceived as 

being different, even though their functional limitations may be as 

severe or life-threatening as another who has a visible disability. 



However, with no apparent limitations, the expectation from members of 

society is that of normalcy (Falvo, Allen, & Maki, 1982). 
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During first interactions with a stranger who has a visible, 

severe disability, there can exist a psychological. and perhaps 

physical, distancing between two individuals. Without the benefit of a 

context within which to make decisions about another person, an 

individual without a disability often sees the disability first, and the 

person second. As B. A. Wright has observed, between two people who 

knew each other, " ... the disability was incidental and peripheral 

because of the individuality of the person with the disability .... With a 

stranger there is little to overshadow the disability, and the 

disability becomes central" (1983, p. 74). 

Among the reactions that people have to their own disabilities are 

what have been termed the "sick role" and the "disability role," or the 

modification to the disability role described as the "at-risk role. II In 

assuming a dependent, sick role, the individual relinquishes regular 

duties and activities and becomes preoccupied with bodily functions 

(Kutner, 1971; Lubkin, 1990; Monohan, 1982; G. N. Wright, 1980). The 

more independent disability role results when a disability has 

stabilized, and the individual is behaving assertively to maximize his 

or her potential. Preceding this stage, and at times precluding it is 

the lIat-risk role,1I in which ongoing treatment is necessary and the 

individual is 1I ... continually threatened by a decrease in function 

related to the chronic illness" (Monohan, 1982, p. 43). 

~ - -~---.. -----
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Individual responses to illness/disease, as well as " ... variations 

in affective behavior and cognitive meaning of specific illness .... 

provide information useful in planning care and in devising programs of 

rehabilitation and prevention" (Lubkin, 1990, p. 59). It is feasible 

that physicians interacting with patients with severe disabilities may 

encounter difficult challenges for which they are unprepared. If faced 

with diagnosis and treatment of presenting conditions unrelated to the 

disabilities (dependent sick role), from patients who perceive 

themselves as equal partners (independent disability role) in their own 

health care, doctors must quickly identify the separate roles, in order 

to interact appropriately with patients. 

Issues in Medical Education 

Among the issues at the forefront of medical education today is a 

heightened awareness of and response to societal trends (Colloton, 1989; 

Neufeld, 1991; Schroeder, Zones, & Shows tack , 1989). In the past, the 

demand for more doctors directed the number of future physicians being 

trained, but as people become more discriminating consumers of their 

health care, the focus has shifted from quantity to improved quality of 

physicians being graduated from medical schools (Neufeld, 1991). 

In recent years four commission reports have been published 

("Association," 1984; Marston & Jones, 1992; "Pew," 1991; Rogers, 1989), 

that have emphasized the importance of physicians attitudes, counseling 

and knowledge of psychosocial issues. Such recommendations as producing 

doctors who " ... are more skillful in doctor-patient relationships" 

(Rogers, 1989) and preparing medical students to understand the 

- -- ---------------
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" ... long-term chronic problems that bring patients to seek continuing 

medical care" (Marston & Jones, 1992) could have a very favorable impact 

on the relationships those doctors form with their patients who have 

severe disabilities. 

The medical profession, perhaps more than any other, is ever 

vigilant in its on-going self assessment of the professional preparation 

and continuing medical education of its physicians. Members of the 

medical profession themselves have identified the emerging demands: 

The aging of the population, the increasing prevalence of long
term and disabling illnesses with multiple social and behavioral 
risk factors, concern about quality of care, and the escalating 
costs of medical care suggest that fundamental changes are needed 
in the way that academic medicine carries out its mission. 
(Schroeder, Zones, & Showstack, 1989, p. 803) 

There is a realization that "Rehabilitation is every physician's 

business, not merely that of the specialist in rehabilitation medicine 

... [and that] Medical care is not complete until the patient has been 

trained to live and to work with what he has left" (Rusk, 1977, p. 2). 

As further evidence of the need for physicians familiar with disability 

issues, Safilios-Rothschild elucidated an inherent danger in medical 

evaluations provided by physicians who do not know their patients well: 

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

... it is often extremely difficult to evaluate disabilities which 
are justified mainly on the basis of subjective symptoms and 
incapacitating pain rather than on the basis of objective medical 
findings .... lt is also very difficult for a physician to evaluate 
the extent to which different individuals afflicted with exactly 
the same degree of physical disability will make use of their 
remaining abilities, because the differential use of the remaining 
abilities depends ... upon the influence of different motivational 
forces, values, and self-definitions as well as upon basic 
socioeconomic characteristics, [and] ... physicians often are not 
adequately equipped to make accurate prognoses and evaluations. 
(1970, p. 254) 
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One of the goals of medical education is to train physicians who 

are imbued with nonjudgmenta1, caring attitudes ("Association," 1984). 

These doctors are in high demand for their humanistic behaviors. 

However, doctors are also human beings with the same fallibility as 

other humans, and as such they can default to less exemplary learned 

values and behaviors. In a research study of families experiencing the 

care of a child with the acute, chronic condition of ventilator 

dependency, one of the disturbing outcomes was that physicians reported 

in questionnaires that these families were disruptive to their practice 

and personally disturbing. In addition, 

Without exception, each family was labeled as dysfunctional, 
schizophrenic or psychotic. This labeling occurred even when it 
was clear that the families were more than adequately caring for a 
ventilator-dependent child in the home, and that the child and 
family were functioning at higher level than they had when the 
child was institutionalized. (Thomas, 1987, p. 66) 

Kutner's (1971) commentary regarding attitudes toward disability bears 

out this phenomenon in his observation that there are widespread 

feelings of discomfort toward individuals with disabilities, and further 

states: "Those who feel hostility toward difference, toward weakness, 

and toward ethnic minorities also have room for antipathy toward the 

disabled" (p. 286). Siller noted similar findings in his studies of 

attitudes toward disability, and suggested that " ... the ability to cope 

with deviance requires considerable ego strength and personal maturity" 

(1976, p. 69). 

The ongoing innovations in medical education aimed at producing 

more humanistic physicians would seem to preclude disparities in the 

differential treatment of people. However, the concurrent innovations 
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in technology and the biomedical advances taught to medical students and 

lauded by the medical profession also have been perceived as a source of 

the distancing of physician from patient that tends to dehumanize 

medical care (Gor1in & Zucker, 1984), thereby creating an imbalance 

between these two equally important aspects of medical practice. 

Rogers' (1989) succinct statement to this effect was that "Our nation 

needs doctors who are more skillful in doctor-patient c~lationships. We 

should introduce a better blend of humanism and science into our health 

care institutions and the students they graduate" (p. 109). 

The Physician-Patient Interaction 

The body of literature addressing the psychosocial aspects of the 

physician-patient interaction varies greatly. Extensive literature 

searches revealed only two empirical research studies addressing the 

perspective of patients with severe disabilities (Patrick, Scrivens, & 

Charlton, 1983; Rees, 1983), and neither study employed a questionnaire 

designed for use with disabled populations. The majority of available 

reports are in the form of anecdotal communications (DeLoach & Greer, 

1981; B. A. Wright, 1983) that rely on intuition in drawing conclusions 

from accumulated personal reports about the quality of those physician

patient interactions. 

Earlier historical references regarding how people with 

disabilities are perceived (Fiedler, Warrington, & Blaisdell, 1952; 

Heider, 1958; Kutner, 1971) also are predominantly of an anecdotal 

nature, and many references to this issue in the rehabilitation 
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literature are from people who have disabilities themselves (DeLoach & 

Greer, 1981; B. A. Wright, 1983). 

When the issues noted above are called into play in the 

interaction between a doctor and a patient, the fact of a disabling 

condition becomes paramount in the care of the patient. 

Many conditions, such as orthopedic or neurological disorders, can 
create life-threatening, secondary disabilities unless proper, 
long-term medical care is available. Therefore, persons with a 
variety of physical disabilities are forced to rely on ... medical 
specialists who will accept disabled persons as patients and who 
will adjust their treatment methods to the special needs of these 
patients. Unfortunately, many otherwise competent physicians fail 
to respond to the special needs of the disabled and discount these 
patients' expertise regarding their own disabilities (DeLoach & 
Greer, 1981, p. 57). 

Thomas (1987) noted that although physicians are often trusted to be 

accurately informed of patients' feelings and needs, his research did 

not bear out this assumption. 

A construct broader in scope than the physician-patient 

interaction but within which that interaction is imbedded is termed 

patient satisfaction. This appears to be a nebulous concept that 

authors attempt to define and measure by the apparent correlates that 

affect it. Many of the studies devoted to aspects of patient 

satisfaction include issues such as elapsed time between making an 

appointment and seeing the physician, distance traveled to the 

physician's office, and courtesy of office staff. It is acknowledged 

that while these factors all have an impact on patient satisfaction, 

many of them are not within the purview of physicians to change. 

Specific personal attributes of the physician and the technical and 

communication skills employed in the physician-patient interaction 

-- _ .. - -- ... _----
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(Barsky, 1988; Falvo & Smith, 1983; Freshnock, 1984; Hu1ka, et a1., 

1975; Nguyen, Attkisson, & Stegner, 1984; Patrick, Scrivens, & Charlton, 

1983; Roghmann, Hengst, & Zastowny, 1979; Rowland-Morin & Carroll, 1990; 

Stamps & Finkelstein, 1981; Stewart & Wank1in, 1978; Ware, Davies-Avery, 

& Stewart, 1977) are factors that physicians can address within 

themselves and strive to enhance. Included in the attributes are the 

doctor's ability, accuracy, experience, thoroughness and training, as 

well as the extent to which they pay attention to details, avoid 

mistakes, give good examinations, and clearly explain what is expected 

of their patients. 

A study that pursues the concept of patient satisfaction by means 

of a more reductionist approach examines the specific attributes and 

functions of each person in the physician-patient dyad (Ort, Ford, & 

Liske, 1964). These authors state: "An attribute is a quality or 

character ascribed to or inherent in a person. A function is his 

natural, proper, or characteristic action" (p. 27). All attributes and 

functions were derived from a sentence-completion form administered to 

physicians, and addressed their satisfactions and dissatisfactions with 

the physician-patient relationship. One of the major dissatisfactions 

of physicians was the "inability to analyze and understand ... medical 

problems" (p. 31). Since people with severe disabilities often exhibit 

multi-faceted problems, it seems probable that as more variables are 

added to the equation, it would become increasingly difficult for 

physicians to analyze and weigh each factor in relation to the others 

and conclude with appropriate diagnoses. 
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It becomes clear that the role of patient and of physician in the 

interactional relationship is one in which perceptions of each by the 

other affects the quality of the interaction. For example, perception 

of the patient by the physician can determine the amount of 

responsibility assumed by the physician. If the patient assumes a 

dependent sick role (Kutner, 1971; Lubkin, 1990; G. N. Wright, 1980), it 

increases the probability that in addition to the physician's assuming a 

dominant, paternalistic role (B1umenfie1d, 1985; Emanuel & Emanuel, 

1992), he or she may also consciously or unconsciously assign negative 

labels to the patient. If, conversely, the patient assumes an 

independent disability role (Kutner, 1971; Lubkin, 1990), that patient 

may more likely be perceived as an equal participant in the medical 

decision-making process. Besides socio-cu1tura1 values that affect how 

a person behaves in various contexts, there are also 10cus-of-contro1 

issues to consider (Phares, 1973). Attributing behavior and outcomes to 

sources outside of one's own control is termed external, while internat 

locus-of-control refers to behavior and outcomes within one's control. 

A study in progress is examining to what degree college students 

with disabilities employ self-advocacy in their interactions with 

physicians (E. T. Appleby, personal communication, August 1991). One 

of the implications of Appleby's research is the need to educate 

individuals with disabilities to take a more proactive stance as 

consumers of their medical care. Bury (1985) has also emphasized the 

need for patients to be more proactive in their help-seeking behavior 

and more realistic in their outcome expectations. This concept is one 
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that has received attention in the literature for at least the past 30 

years (B. A. Wright, 1960). Perhaps it is time to make more concerted 

efforts to that end. 

Research Design 

Educational research methods are forms of disciplined inquiry that 

follow rules and principles and have " ... we11-deve10ped canons of 

discovery and verification for making and testing truth claims in their 

fields II (Shulman, 1988, p. 16). The research questions for this study 

are framed in such a way that they seek extensions of existing knowledge 

that cannot be accessed easily with survey questionnaires. In addition, 

the major content of this study addresses issues that are psychosocial 

(affective) in nature. 

At a time when physicians-in-training are reminded to treat the 

whole person, it is important for researchers to explore data collection 

methods that also probe the affective component of relationships. 

Tapping the affective or emotional domain is not readily achieved using 

quantitative research methods. Dubos (1968) has beseeched researchers 

to avoid dichotomizing the cognitive and affective domains of our 

humanness. Besides the fact that it is shortsighted to study only part 

of an interaction process, it is also too easy to lose sight of that 

which was originally the objective. As Dubos so reflectively stated: 

The reductionist scientist tends to become so involved 
intellectually and emotionally in the elementary fragments of the 
system, and in the analytical process itself, that he commonly 
loses interest in the phenomena ... which had been his first 
concern .... In order to understand the mechanisms through which 
natural systems function in an integrated manner, the study of 



33 

parts must be complemented by ... studies of syotems functioning as 
integrated wholes. (1968, p. 242) 

Among the qualitative methods of disciplined inquiry are several 

that Erickson (1986) considers to be related and grouped together under 

the rubric "interpretive": ethnographic, qualitative, participant 

observational, case study, symbolic interactionist, and 

phenomenological. All of these approaches embrace a key criterion: 

"central research interest in human meaning in social life and in its 

elucidation and exposition by the researcher" (Erickson, 1986, p. 119). 

Eisner (1991) has described six contributing features that constitute a 

qualitative study. The study should take place in the natural setting; 

the researcher becomes the instrument for data collection and reports 

outcomes in expressive language; there is interpretation of what the 

experiences mean to participants; attention is devoted to particular 

features, much as a connoisseur; and it can be judged successful if it 

has become believable and coherent (Eisner, 1991, pp. 32-39). 

An element common throughout applied ethnographic studies such as 

the current research is that in each of them there is a substantial 

affective component that is difficult to measure using the quantitative 

research methods more generally used and accepted historically. 

Qualitative methods, such as ethnographic research using open-ended 

questions in a face-to-face interview, are conducive to accessing the 

emotional context within which responses are framed (Guba, 1981). In 

addition, Agar has pointed out that it is important " ... to learn about a 

world you don't understand by encountering it firsthand and making some 

sense out of it" (1986, p. 12)--a less overt, but nonetheless important, 
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goal of this study. Part of making sense of it involves inductive 

reasoning and intuition in analyzing collected data, and Erickson has 

stipulated that "Framing research questions explicitly and seeking 

relevant data deliberately enable and empower intuition, rather than 

stifle it" (1986, p. 140). 

Ethnographic research historically was developed and accomplished 

by cultural anthropologists who immersed themselves in the fieldwork of 

learning about other cultures (Spradley, 1979). In the past 50 years 

the application of this research method to other disciplines such as 

education has increased (Spindler & Spindler, 1992), and recent studies 

employing ethnographic interviews have been conducted in fields as 

diverse as special education classrooms (Calder, Justen, & Smith, 1990; 

Miller, 1990) and occupational therapy' settings (Hasse1kus, 1991; 

Spencer, 1991). The descriptions of those applications of ethnographic 

interviews fit well with the research questions proposed for this study 

and follow closely the tenets of "disciplined inquiry" (Shulman, 1988). 

In their definition of disciplined inquiry Cronbach and Suppes observed 

that 

Disciplined inquiry does not necessarily follow well 
established, formal procedures. Some of the most excellent 
inquiry is free-ranging and speculative in its initial 
stages, trying what might seem to be bizarre combinations of 
ideas and procedures, or restlessly casting about for ideas. 
(1969, p. 16) 

The researcher's responsibility to the method is to assure that the 

data, analysis, and reasoning emanating from disciplined inquiry be 

capable of withstanding scrutiny by another researcher. 
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The reporting format for qualitative research is often as case 

studies, which have been described by authors in numerous ways. Lincoln 

and Guba (1985, p. 360) have written that some of the more simplistic 

definitions are "'a slice of life,' or a 'depth examination of an 

instance' ." Yin explains that a case study" ... investigates a 

contemporary phenomenon within its real-life context; when the 

boundaries between phenomenon nnd context are not c1~~r1y evident; and 

in which multiple sources of evidence are used" (Yin 1989, p. 23). The 

specificity of Wolcott's definition most appropriately describes the way 

in which case study is utilized for this study: 

Recognizing Case Study as an end-product rather than as a strategy 
represents a change in my own thinking .... A1though every 
strategy ... can be reported in Case Study format, Case Study does 
not implicate any particular approach. I suggest that case study 
can be more appropriately regarded as an outcome or format for 
reporting qualitative/descriptive work. (Wolcott, 1992, p. 36) 

For the purpose of this study the processes that were employed 

consisted of data gathering accomplished through focused ethnographic 

interviews; data analysis following scrupulously-delineated criteria for 

maintaining trustworthiness; and findings reported in a case study 

format. 

Summary 

Chapter 2 includes a review of the literature that relates to 

disability and rehabilitation issues and some of the most salient issues 

in medical education nationally. These sections set the stage for 

examining the psychosocial dynamics of the physician-patient interaction 

and the role that each assumes as a function of response to overt, as 
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well as covert, behaviors of the other individual in the dyad. The 

review of literature suggesting the use of ethnographic interviews as a 

useful strategy for exploring a construct such as the physician-patient 

interaction, and presenting the results in case study format, concludes 

this chapter. 

-----------_.- .. ---------
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The goal of this research was to explore, from the perspective of 

individuals with a variety of severe disabilities, the nature of the 

physician-patient interaction. In addition to fundamental factors 

reported in the literature as important to the interaction, it was 

critical to remain alert to the potential for factors unique to these 

individuals that have not been reported in the patient-satisfaction 

literature. The task of identifying the problem, deciding what 

questions to ask, then selecting the research method most appropriate to 

the stated research questions were accomplished with this goal in mind. 

Since one objective of the research involved acquisition of knowledge 

not previously included in patient-satisfaction questionnaires, an 

interview method was employed to access that information. A researcher

designed matrix similar to a table developed by Yin (1989), was 

developed to examine the most appropriate methodology to investigate the 

topic. The research design ultimately selected was that of focused 

ethnographic interviews reported in the case study format. 

Case study was used as the reporting format, because it satisfies 

the purpose of raising the level of the reader's understanding (Lincoln 

& Guba, 1985), in addition to which, it is " ... pr.eferred in examining 

contemporary events, but when the relevant behaviors cannot be 

manipulated" (Yin, 1989, p. 19). 
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Downs, Smeyak and Martin (1980) devised a sound generic definition 

of an interview that is applicable to this study. They define an 

interview as " ... a specialized form of oral, face-to-face communication 

between people in an interpersonal relationship that is entered into for 

a specific task-related purpose associated with a particular subject 

matter" (p. 5). Some advantages of utilizing the face-to-face interview 

for data gathering purposes are that researchers can rely on 

" ... simultaneous or successive use" (Dillman, 1978, p. 57) of all the 

participant's senses, observe the participant's reactions along with 

their own, and utilize that feedback to keep the interview going 

smoothly. In addition, although they are perceived as costly and time 

consuming, interviews have traditionally been considered the most 

reliable method for collecting attitudinal, opinion, and some kinds of 

factual data from special popUlation groups, such as the participants in 

this study (Weinberg, 1983). 

For the purpose of this study, focused ethnographic interviews 

were employed. Ethnographic interviews typically employ unstructured or 

semistructured interviews that do not reflect preconceived ideas about 

content or flow (May, 1991). The interviews for this study were focused 

in an effort to organize them around matters related to participants' 

specific disabilities and their perceptions, beliefs and values 

concerning their experiences with physician-patient interactions. The 

organization of the interviews was structured, with the majority of 

issues framed as open-ended questions. 
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Another important consideration for use of focused interviews was 

the issue of participant time expended in this endeavor: several 

individuals who participated in this study have energy limitations. 

Therefore, the interviews were designed to be administered in two 

relatively equal interview sessions to minimize fatigue as a compounding 

effect. 

The interview protocol was framed around items from the Smith

Falvo Patient-Doctor Interaction Scale (POlS). This scale was selected 

for use in the study for several reasons. While most patient

satisfaction instruments are developed based on the researcher's 

definition of what is important, the POlS was developed with input from 

patients themselves. In addition, the reliability and validity obtained 

on the instrument were much better than some scales. Development of the 

POlS began with " ... 1,540 descriptions of [22 patients'] patient

generated preferred and not-preferred physician behaviors" (Falvo & 

Smith, 1983, p. 481), that were then coded into 80 categories. After 

interrater reliability (.81) was established, an additional 30 patients 

rated the 80 categories of physician behavior on a nine-point scale. 

The final scale of 17 physician behaviors was then administered to 115 

patients who had not participated in the earlier phases of development. 

Analyses of the data were accomplished by several methods, and was found 

to have internal reliability (.85), test-retest reliability (.76) and 

convergent (.74) and concurrent (r - .73) validity. 

Generalizability to a larger population is a tenet firmly held by 

quantitative researchers, who may find the lack of experimentally 
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derived data to be of little utility. While Brink (1991, p. 170) states 

that "Since qualitative studies seek to describe and explain phenomenon, 

the point of the research is not generalizability," Stake (1978) argues 

that there are two kinds of generalization--the type derived from 

experimental data and another he designates as "naturalistic 

generalization." This second meaning applies to case studies such as 

the current one, since, as Lincoln and Guba (1985) point out, 

" ... if you want people to understand better than they 
otherwise might, provide them information in the form in 
which they usually experience it. They will be able, both 
tacitly and propositiona11y, to derive naturalistic 
generalizations that will prove to be useful extensions of 
their understandings." (p. 120) 

The goal of gaining a better understanding of the physician-patient 

interaction from the perspectives of people with severe disabilities 

meets this criterion of a case study. 

lssues of Sampling and Selection 

Organizations and individuals closely involved with persons 

representing a broad range of disability categories assisted with the 

selection process: professors of special education and rehabilitation 

at a large Research I University, personnel at a local Rehabilitation 

Services Administration Office of Vocational Rehabilitation (RSA-VR), 

and the director of the Community Outreach Program for the Deaf (COPD). 

Identification of three participants was accomplished by direct referral 

to the individuals from professors who knew them and felt they met all 

the selection criteria. The District Program Manager of RSA-VR approved 

the researcher's request to enlist assistance from counselors, and the 
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Director of COPD gained approval from that board of directors. Based on 

the selection criteria, counselors identified three of their clients. 

The process resulted in selection of a total number of six participants 

for the study. Participants are identified by number in one table 

below; in addition, each person has been assigned a pseudonym to be used 

in narrative portions of the report. 

The selection criteria of Spradley (1979, pp. 45-54) were used to 

guide the process. He proposed that participants should: 1) have 

thorough enculturation with their disability; 2) have current or ongoing 

involvement with the medical profession; 3) present a cultural scene 

that is unfamiliar to the interviewer; 4) have adequate time available 

to be interviewed; and 5) be nonanalytic about the meaning or 

significance of their responses, i.e., what the responses may mean 

psychologically or sociologically. The six individuals selected to 

participate in the study met all criteria as key informants. 

The first criterion, relating to enculturation with their 

disabilities, can best be illustrated by the following descriptions. 

Each participant selected for the study has a disability that is 

considered by the Rehabilitation Services Administration (RSA) to be 

severe. The following synopses provide the criteria for designation as 

severe disability (RSA, 1987). 

Adam: 

Chris: 

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

Diagnosis: Cerebral Palsy. Congenital condition of unknown 
cause. RSA Code 300: "Impairment involving three or more 
limbs or entire body, due to: Cerebral Palsy" (p. 2). 
Participant uses an automated wheelchair for mobility 
purposes. 

Diagnoses: Spinal Cord Injured (SCI); quadriplegic (partial 
involvement of cervical vertebrae 5, 6, and 7), decubiti, 



Elaine: 

Joel: 

Maggie: 

Marilyn: 
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osteomyelitis, and sarcoma (malignant neoplasm). SCI at age 
16 years. RSA Code 318: "Impairment involving three or 
more limbs or entire body, due to: Accidents and injuries 
involving the spinal cord" (p. 2). Participant is confined 
to bed due to the sequelae of decubiti. 

Diagnoses: Prelingually Deaf, onset of deafness was 
suspected meni.ngitis and high fever at age 6 months; 
complications of automobile accident at age 29, including 
amputation of left leg; cancer, left breast mastectomy, one 
year ago. RSA Code 233: "A hearing impairment of such 
severity that the individual must depend primarily upon 
visual communication such as writing, lipreading, manual 
communication, and gestures" (1987, p. DES 4-2-04). 

Diagnoses: Post-Polio, polio virally caused at age 7 years; 
right ear deafness and partial facial paralysis caused by 
surgically removed acoustic neuroma in 1984. RSA Code 314: 
"Impairment involving three or more limbs or entire body, 
due to: Poliomyelitis" (p. 2). Participant uses a 
wheelchair for mobility purposes; four limbs involved. 

Diagnosis: Blindness, caused by hereditary retinitis 
pigmentosa; gradual onset from age 5 years until total 
blindness at age 33 years. RSA Code 102: "Blindness, both 
eyes, no light perception, due to: All other diseases" (p. 
1). The primary mode of mobility for this participant has 
been use of a dog guide, although she is currently without a 
dog and is on the waiting list to receive another. 

Diagnosis: Systemic Lupus Erythematosus (SLE). Gradual 
onset beginning at age 22 years. RSA Code 310: "Impairment 
involving three or more limbs or entire body due to: 
Arthritis" (p. 2). Symptoms attributed to Lupus and 
manifested in this individual include facial "butterfly
formation" rash, arthritis-like inflammation of joints, X
ray-identified lesions throughout most organ systems, 
fatigue, weakness, and mental confusion. 

Age of each participant at the onset of disability was recorded 

above, because of the implications for psychological adjustment to the 

disability and the effect that the stage of adjustment can have on 

participant responses to interview questions. The attitudinal changes 

that occur with a newly acquired disability are similar to those for any 

personal loss. The changes have been identified by Kubler-Ross (1969) 
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as five stages of grieving and include denial and isolation, anger, 

bargaining, depression and acceptance. Other authors (Colgrove, 

Bloomfield & McWilliams, 1976) refer to three stases of recovery: 

shock/denial, anger/depression, and understanding/acceptance. After the 

initial stage of shock and denial, the person then experiences a period 

of anger, in which interpersonal communications become particularly 

strained. Dillman (1978) has cautioned researchers to avoid the bias 

created by participants who are disgruntled about an issue. Therefore, 

the participants for this study also were selected because they have 

worked through the stages of recovery and have verbalized understanding 

and acceptance of their disabilities. 

The second criterion for selection as a participant in this study 

was that participants have current or ongoing involvement with the 

medical profession. Table 1 represents participant responses to those 

three questions. 

TABLE 1. Participant Involvement with the Medical Profession. 

Last Appointment Next Appointment Number of Appts per Year 

2 days ago Next day 4 - 40 

1 week ago A week from now 24 - 50 

2 weeks ago A week from now 12 - 30+ 

3 weeks ago Need to schedule 4 - 6 

6 months ago 2 weeks from now o - 3 and as needed 

3 years ago None, but intends to o - 3 

-, -,--------
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Table 1 clearly illustrates ongoing contact with doctors. At the 

time of the interviews, the margin of time before or after the interview 

that appointments were scheduled ranged from as few as one to seven 

days, to the opposite extreme: one to three years. The number of 

contacts per year--from no visits to as many as one appointment per 

week--indicates the wealth of experiences with the medical profession 

that these participants represent. 

Presenting a cultural scene unfamiliar to the researcher was the 

third criterion. The researcher's background includes lengthy 

involvement with individuals with severe disabilities in educational, 

employment and social settings. However, the extensive ethnographic 

interviews allowed more in-depth inquiry into personal lives of the six 

participants than had been considered culturally appropriate in other 

settings. 

The fourth criterion was concerned with whether participants had 

adequate time available to be interviewed. Only one person is employed 

full time. and interviews were arranged within his appointment calendar. 

Two of the participants are employed part-time; those interviews were 

scheduled at times other than their work hours. Appointments for the 

remaining three participants were made at times convenient to their 

plans, and in one instance, when scheduling with an interpreter could be 

arranged. 

The fifth criterion stated that participants should not engage in 

analytical examination of their responses. Some of the individuals 

would report an incident, then reflect on their response and objectively 

--- ------------
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state a sociological or psychological implication (See Illustrative 

Table 1), and in that one respect exceeded the criterion for selection. 

In addition to the selection criteria listed above, the six 

individuals selected to participate in the study represent diversity on 

several demographic variables, one of which is the highest level of 

education achieved. All six participants have pursued higher education, 

and although the highest level of education that Marilyn has completed 

is grade II, she currently is enrolled in a course of study at the local 

community college. This factor could easily account for analytical 

capabilities of participants beyond which could be expected from the 

population as a whole. The data are presented in Table 2 below. 

TABLE 2. Participant Demographics. 

Participant Marital Highest level 
Number Age Sex Status Ethnicity of Education 

1 44 F Single Mexican-American Jr Coll AA degree 

2 36 F Divorced African-American Grade 11 

3 38 M Single Euro-American College 3 yrs 

4 54 M Married Euro-American Doctorate 

5 45 F Married Euro-American Masters degree 

6 36 M Single Euro-American College 3 yrs 

The range of participant ages from 36 to 54 years, along with 

their thoughtful, introspective responses during the interviews suggest 

that these individuals have attained a degree of maturity in their 

lives. Ethnicity of the participants represent, to a large degree, the 

--.- ------ -----
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distribution of that ethnic group in the larger population of the local 

geographic area. 

To further expand the reader's understanding of the participants' 

socioeconomic status relative to their sources of health care, Table 3 

was developed and is presented below. Oua1ity of health care may also 

become part of the equation as it relates to the source of care and the 

ability of participants to manage the costs associated with that care. 

TABLE 3. Annual Income and Sources of Health Care. 

Approximate income and source 

$5000-10,000. Disability 
benefits from employment, and 
Social Security Disability 
Insurance (SSDI) 

$5000-10,000. SSA 

$5000-10,000. Employed in 
desktop publishing, and SSDI 

$10,000-15,000. Employed as 
computing site operator, and 
parent's retirement benefits 

Over $30,000. Spouse's employ
employment, and SSDI 

Over $30,000. Employed as 
administrator, and spouse's 
independent income 

Individual's source of health care 

Currently from Medicare-approved 
Family Health Plan (FHP); prior to 
1984 with other health maintenance 
organizations (HMO) 

Currently has no health insurance; 
prior to 1990 from HMO or private 
physicians; was near $500,000 
lifetime limit for one disability 

Currently from FHP; prior to April 
1989 personally financed; between 
ages 16 and 21 was near $1 million 
limit on parent's insurance 

Currently from HMO; was near life
time limit of $500,000 on parent's 
health insurance 

Primary insurance through spouse's 
(private physicians), secondary from 
Medicare 

Currently from HMO; previously from 
private physicians 
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Dur.ing the interview sessions a few of the participants explained, 

when queried about their sources of health care, "Well, it/s not my 

first choice, but I have to use [source]". At the opposite end of the 

continuum was the comment offered by three of the participants that when 

income permits, individuals can choose whatever health care providers 

they desire. Table 3 illustrates the insurance-paid health care costs 

of three participants--one for 36 years, the others for 5 and 14 years, 

respectively. 

Ethical Considerations 

The two most important principles for the protection of human 

subjects are informed consent and anonymity (Smith, 1990); put 

succlnctly, they are indicators of basic respect for people. The fact 

that the researcher enters into face-to-face relationships with other 

human beings places the researcher in a position of unique 

responsibility. Soltis (1990) emphasizes that qualitative descriptive 

research presents ethical problems of a personal as well as a 

professional nature, since it necessitates interpretation of events. 

Especially with regard to the issue of respect for persons, there is a 

" ... Kantian ethical imperative to treat persons as ends in themselves 

and not as means to our ends" (p. 252). 

Maintaining anonymity is an issue that becomes more complex when 

fewer participants with very distinctive disabilities are involved in 

the study. Spradley has recognized that in these instances the identity 

of participants is, at best, "thinly veiled" (1979). As stated earlier, 

for the purpose of this study each person has been assigned a pseudonym. 



In addition, the order of participants' information in each table has 

been randomly assigned. 

Confidentiality as an ethical issue is ensured for participants. 
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The researcher, although not legally bound, is morally bound by a 

section of the National Rehabilitation Counseling Association (NRCA) 

professional code of ethics, which states: "In his endeavors he seeks 

to enhance the welfare of his clients and of all others whose welfare 

his professional roles and activities will affect" (G. N. Wright, 1980, 

p. 29). The Council of the American Anthropological Association 

principles that serve to guide ethnographers, and also apply to this 

researcher, include a paragraph that reads: "Where research involves 

the acquisition of material and information transferred on the 

assumption of trust between persons, it is axiomatic that the rights, 

interests, and sensitivities of those studied must be safeguarded" 

(Spradley, 1979, p. 35). 

The Right to Privacy Act prevented initial access to names of 

clients from RSA-VR and COPD. These individual~ were contacted by the 

rehabilitation counselors and counselors for the deaf and were asked if 

they would be willing to participate in the study. The counselors then 

read to each potential participant a preliminary letter provided by the 

researcher outlining the intent of the research and their degree of 

involvement with it. At that point the individuals contacted the 

researcher, and arrangements were made for the first meeting. 
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Initial Contacts with Participants 

Initial contacts with the three individuals identified through 

professors were accomplished with a telephone call to each of them. The 

telephone call consisted of indicating that the professor had suggested 

contacting them, reading the preliminary letter to them, and asking if 

they would be interested in participating. The three participants 

answered in the affirmative, and the initial interviews were scheduled. 

For the three individuals identified through the auspices of agencies, 

their counselors sugge.s tt1d that they initiate the communication with the 

researcher to expedite the process. The contacts were made and 

interview appointments were scheduled, including arranging for the 

services of a "favorite" American Sign Language (ASL) interpreter. All 

six participants indicated that they were amenable to participating in 

the study, and there was unanimity in their expressing concern that 

physicians need to know more about interacting with persons with 

disabilities. 

Establishing Rapport and Developing Trust 

Entering into even a transitory relationship in which one person 

is revealing a large quantity of personal information to a stranger 

requires a degree of trust. As indicated in Chapter 3, it is suggested 

that the researcher engage in occasional self-disclosure to aid in 

establishing rapport and developing a trusting relationship, and this 

approach proved efficacious. An example of self-disclosure offered 

during an interview was: "I can relate to those feelings, because I've 

been in similar predicaments." There were several instances throughout 



the interviews, when, almost immediately following researcher se1f

disclosure, the participant would engage in a more relaxed, informal 

vernacular monologue. During those periods, some participants also 

divulged incidents with doctors that they related as having been 

particularly embarrassing or physically or psychologically painful. 
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The opening minutes of the initial interview appointments were 

spent engaging in casual conversation, during which the tape recorder 

,,,as set up and positioned to obtain optimal voice recording of both the 

participant (or interpreter) and the researcher. Care was taken by the 

researcher to treat the tape recorder very casually, observing it only 

initially to assure that the tape was activated, then focusing undivided 

attention on the participant. For a brief period of time, participants 

might talk dlrect1y to the tape recorder, then shift eye contact back to 

the interviewer. During those fleeting moments, the researcher 

consciously avoided looking in the direction of the tape recorder and 

maintained eye contact with the participant. 

The Individual Settings 

During the initial contacts, the researcher requested that the 

interviews be conducted in participants' homes, in an effort to afford 

them optimal comfort with the interviews, to conserve their energy 

resources, and to afford the researcher a better understanding of their 

environments. Five participants agreed that their homes were the 

preferable meeting place: two rely on others for transportation; one is 

confined to bed and allowed only one hour per day in a wheelchair; one 

must avoid exposure to the sun; and one asked that the interview be 
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conducted in her home, which was also familiar and agreeable to her ASL 

interpreter. The sixth individual indicated a preference for avoiding 

interviews during evenings and weekends, and his request was honored by 

conducting those interviews at his office. 

At the first meeting the participants were asked to read and sign 

a Subject's Consent Form (Appendix A), which also was signed by the 

researcher. A carbon copy of the signed consent was retained by the 

participant. In the one instance where an American Sign Language (ASL) 

interpreter was used, a signature line was added to the consent form for 

that person, who also received a signed copy of the consent form and is 

bound by a professional code of ethics to maintain confidentiality. The 

original signed consent forms of all six participants were deposited at 

the researcher's university academic department for safekeeping. 

After signing the consent form, an Introductory Narrative 

(Appendix B) was read to participants, explaining the ground rules: the 

course of the interviews and follow-up, tape recording, revealing 

anything "off the record," freedom to interrupt the interviewer, 

requesting time out, asking questions about the interviewer, and 

anonymity of the coded forms, and asking, again, if they still wanted to 

participate. 

The original plan had been to spend at least one entire day with each 

person, engaging in participant observation to capture the essence of 

his or her daily life. As the interview phase proceeded, it appeared 

that such a plan would have been unduly intrusive into an environment 

where the informants were endeavoring to maintain the maximum amount of 

-----_._ .. __ .... --- ..... 
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personal dignity possible; therefore, a decision was made to forego that 

component of the research design. Observations noted by the interviewer 

included ways in which the environments of the participants have been 

adapted--with either adaptive techniques or assistive techno1ogy--to 

accommodate their activities of daily living, maximize residual 

functioning, and conserve energy. 

The data gathering phase of this study was conducted over a period 

of approximately two months in the early autumn of 1992. Total elapsed 

time for the two interviews ranged from 3.5 hours for one of the 

participants to approximately 6.0 hours for two participants for whom 

verbal communication was more arduous or required an interpreter. Total 

time spent in interviews was 28.25 hours; the mean was 4.71 hours spent 

with each participant. 

Data Collection and Management 

The beginning of the first interview was designed to collect 

demographic information pertinent to an initial understanding of the 

participants. The Personal Data Blank is included in the study as 

Appendix C. 

Two ethnographic interviews designed to gain background 

information about the participants and their disabilities and to elicit 

individual perceptions of the physician-patient interaction were 

conducted with each of six individuals with severe disabilities. The 

three research questions of the study provided the foundation upon which 

interview questions were developed. Interview questions seeking 

information about interactions with physicians were framed as if the 
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setting for the interaction were an examining room. However, 

participants described inpatient (hospital), uutpatient (ambulatory care 

clinic), and private (office) settings when discussing interactions. 

The two-part Int,arview Protocol is included as Appendix D. 

Interviews were designed primarily with open-ended questions 

(e. g., Please tell me about your most recent visi.t with a doctor). They 

also included directed questions (e.g., Give me an example of what a 

doctor has said to you that made you feel good about yourself. Another 

example?), and a number of comp1ete-this-sentence questions (e.g., Think 

about a typical visit with a doctor and then finish this sentence: I 

especially like it when the doctor -------------), as necessary to 

achieve thickness of description (Geertz, 1973, quoted in Eisner & 

Peshkin, 1990, p. 202) and to minimize omissions of important details. 

Because they yield little information and interrupt the flow of the 

conversational tone of ethnographic interviews, forced-choice questions 

(e.g., Yes or No) were used sparingly and only for clarification or when 

no elaboration from the participant was necessary for the needed 

response. Items from the validated Smith-Falvo Patient-Doctor 

Interaction Scale (PDIS) (Falvo & Smith, 1983) were framed as 

supplementary questions in the protocol to use with participants when 

information was not otherwise forthcoming. [Note: The copyrighted PDIS 

has not been included in its entirety in this report. The PDIS senior 

author authorized use of the scale, with assurance from the researcher 

that the items would be excerpted in a manner precluding reconstruction 



of the scale (D. Falvo, personal communication, August 21, 1991, and 

March 16, 1993).] 
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The researcher audiotaped each interview session, with the consent 

of participants and assurance of confidentiality. In addition to 

assuring accuracy, "Tape recorders effectively capture long verbatim 

quotations, essential to good fieldwork, while the ethnographer 

maintains a natural conversational flow" (Fetterman, 1989. p. 81). Use 

of the tape recorder also allowed the researcher to attend to issues of 

what Agar and Hobbs (1982) refer to as the threefold nature of 

coherence. Attending closely to the content as it unfolds, the 

interviewer maintains awareness of: 1) global coherence that refers to 

the relation of each segment of participants' stories to the global 

goals of what they are tryin~ to accomplish with the telling of them; 2) 

local coherence maintaining continuity and facilitated by the 

interviewer's strategic use of encouraging phrases such as "what 

happened next" or "tell me more about that"; and 3) themal coherence 

forming recurrent themes or "threads" of the interview. Another 

technique utilized by the researcher was "Mm-hmm," which is generally 

considered an expression to indicate to the participant that the 

interviewer is listening and following the conversation (Benjamin, 

1981). Agar and Hobbs have called these small utterances "minimal 

backchanneling signals" (1982, p. 5). In addition, it has been 

suggested that the researcher engage in occasional self-disclosure to 

aid in establishing rapport and developing a trusting relationship 

(Lincoln & Guba, 1985). 
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Transcription and analysis of the first interview with each 

informant were accomplished before scheduling the second, follow-up 

interview. In this way, the second interview was used to best advantage 

for clarification and elaboration of information gathered during the 

first interview, and to continue the data gathering from Part 2 of the 

Interview Protocol. 

The analysis phase began with initial read-throughs of the 

transcripts to gain an over-all impression of the interview. The next 

step involved the dissecting and coding of interview data and is usually 

accomplished in one of two ways. Computer-assisted technology is 

available to process extremely large quantities of data (Pfaffenberger, 

1988), or the data can be dissected, coded and reassembled from tIle 

typed transcripts (Stern, 1991). Two knowledgeable ethnographic 

researchers consulted about this study deemed that the amount of data 

was of manageable size, and they advised that the second alternative be 

employed (J. Glittenberg, personal communication, July 1992; W. Ventres, 

personal communication, October 1992). 

A procedure of triangulation to corroborate coded words or phrases 

across sources is used in qualitative research as a means to " ... improve 

the probability that findings and interpretations will be found 

credible" (Lincoln & Guba, 1985, p. 305). The process consists of using 

multiple methods to measure a single construct. In this study 

triangulation was accomplished by first developing a matrix that 

included words or phrases (codes) used by each of the six participants-

either frequently or with added emphasis. In the next step the 



researcher proceeded intuitively to search for themes in the data, 

constructing categories of participant responses until patterns of 

relationships emerged. The third phase involved corroborating 

(triangulating) the codes across the 12 interviews (two with each 

participant) and with the validated Smith-Falvo Doctor-Patient 

Interaction Scale. In this way the volume of data was reduced 

" ... without losing its essential characteristics and meaning" (Smith & 

Glass, 1987, p. 271). The list of codes used in data analysis is 

included as Table l~ in Chapter 4. 

The Written Report 
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The report of naturalistic research is usually written in ordinary 

language, emphasizing portrayal of the case and its context, and should 

include ongoing self-analysis to avoid researcher biases (Smith & Glass, 

1987). The writing entails selecting the best representations of the 

researcher's understanding and interpretation of findings, and 

presenting them in a narrative account--in this instance, a case study 

format. Illustrative tables are interspersed where necessary throughout 

the report when the data can best be displayed and understood within 

those contexts. 

A validating procedure near the termination of the process is 

termed peer debriefing and involves review of the draft report by peers, 

resource individuals, and the participants in the study (Yin, 1989. p. 

143). Resource individuals were consulted in the early stages of 

designing the study, for their unique perspectives and to gain insights 

into the research design, implementation and analysis phases of the 
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study. They also reviewed and responded to the draft report. Included 

in this group were: a medical doctor with extensive experience working 

with individuals who have disabilities, a psychiatric nurse whose 

doctoral fieldwork in cultural anthropology was ethnographic in nature, 

and a medical educator who used naturalistic research as the method for 

her doctoral study. In addition, submitting the report to the 

participants who provided the data served as a final check regarding the 

integrity of their contributions and as reassurance that the researcher 

maintained anonymity and confidentiality as much as possible. 

Summary 

Chapter 3 included descriptions of the study design and 

methodology, issues of selecting and gaining access to participants, and 

ethical considerations. Also explicated were decisions regarding the 

settings in which the intel~iews were conducted and how the data were 

collected, managed, and analyzed. The final section defined how the 

findings would be reported in the following chapter. 



CHAPTER 4 

FINDINGS AND DISCUSSION 

"Typical Day" and "Lifestyle" Scenarios 
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Throughout the data gathering phase and again during analyses of 

the extensive, verbatim pages of transcribed participant responses, 

which represented the result of 28.25 hours of interviews for the six 

participants, this researcher was cognizant of the capacity of the six 

individuals to maintain balance in their lives. They have learned to 

let go of matters over which they have little or no control and have 

adjusted to the individual realities of their disabilities. All of the 

participants have experienced their disabilities for a number of years 

(the most recent diagnosis was in 1988 following a gradual onset from 10 

years earlier), and in their own words reported having gone through the 

stages of recovery that include shock/denial, anger/depression and, 

ultimately, understanding and acceptance (Kubler-Ross, 1969). 

Maintaining a clear and balanced daily life appears to have 

carried over into their descriptions of interactions with the medical 

profession. Even experiences this researcher perceived as abhorrent and 

unacceptable were reported by participants in an objective manner. The 

only indication to the researcher that participants were talking about 

painful incidents was a decrease in,the loudness of respondents' voices. 

The original plan of this researcher included spending at least 

one entire day with each participant, in an attempt to comprehend the 

nuances of their daily lives. When the request was broached, it was met 

with varying degrees of indifference, or silence. A swift decision was 
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made to supplant that strategy with interview questions directed to such 

matters as describing a typical day, activities they enjoy, and the 

amount of assistance or help required in activities of daily living. 

Framed as open-ended questions, they were designed to elicit from 

participants alimental wa1k-through" of their daily activities. During 

the analysis phase, one of the strategies employed by the researcher was 

the sorting and categorizing of all participant responses. The emerging 

scenarios of participants' daily activities led the researcher to the 

realization that to have pressed forward with the original plan would 

have resulted in intrusions into the participants' rights to privacy and 

dignity. 

Beginning with early-morning routines, the amount of time expended 

varied greatly. Elapsed time from awakening to departure for work or 

other responsibilities ranged from one to two hours--"with no 

shortcuts. II For those individuals who were not employed outside their 

homes, the mid-day routines typically consisted of: reading magazines 

or books, staying current with daily news media, playing with pets, 

reading and responding to mail, visiting with friends, watching 

television or videotaped movies, and planning meals. For all 

participants the management of strength and energy appeared to be a 

paramount issue in the management of their health. 

The routines for two individuals who are employed or engage in 

volunteer activities include up to two hours per day spent in travel, 

utilizing public transportation available to persons who have 

disabilities. Although their reporting of this information appeared 
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calm and relaxed, upon further questioning, feelings of impatience were 

revealed, and, as Maggie explained, "The frustration of not being able 

to do something that you used to be able to do, in the same amount of 

time, because it takes longer when you have to depend on others." For 

evening transportation to a movie or other event, Adam reported that "It 

all depends on what I'm doing and if I can carpool or get an able-bodied 

person to drive my vehicle. It all depends on the person and what's 

happening, and what our resources are." Transportation poses a problem, 

also, to Chris, whose physician allows him only an hour each day out of 

bed. As he explained the situation, "For a 1S-minute office visit [to 

the doctor], if I use a friend's mom, I end up sitting up about 4S 

minutes. If I use [an alternative mode], I'm up about three and a half 

to four hours." 

Further elucidation was provided by requesting information about 

the amount of help or assistance participants require in their 

activities of daily living. Participant responses are contained in the 

following Illustrative Table 1 and are presented unedited by the 

researcher and in their entirety to maintain the integrity of the 

context within which they were offered. 

ILLUSTRATIVE TABLE 1. Assistance Required by Participants. 

"My roommate does my housekeeping, as far as dishes, grocery 
shopping, dusting, vacuuming. Oh, he does my laundry, also. Personal 
care? He just helps me get out of bed, that's about it. With the [leg] 
contractures, I do need assistance getting out of bed. He also helps me 
get dressed." 
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ILLUSTRATIVE TABLE 1 - - Continued 

"Transportation. I can't complain about it most of the time, but 
in the area I live in, if I don't have a driver that listens to me, 
we're going to get lost. Transportation's a big problem for me, being 
able to get to and from where I want to be, or not m& so much, being 
able to get [grandson] to and from. I'm not that much of a person that 
goes out and does things by themselves, I never have. I would rather 
tell my husband what I need, and have him go get it. I'd much rather 
stay at home and talk on the phone." 

"Everything. Except I've got my own speech, but I'm put together 
and taken apart daily by my mom--she deserves a medal! There's about 18 
steps to go through 'til I'm out the front door, that have other lists 
that go with it. We can do it in about two hours, average. I can't 
abbreviate the routine and be out the door in 30 minutes. If I go to 
work at 9:00, I get up at 6:00. And that extra hour is nothing more 
than being dependent on others for travel." 

"Oh, shucks! Really, I prefer being independent. I have a strong 
inclination. I don't like depending on people, but I had to learn to 
give up. Because if I'm independent too much, my health gets worse and 
worse and worse. I've had to accept it. I decided to ask my friends to 
help me. But, you know, I look at it and I say, 'No, my friends, they 
have a job, and it puts extra stress on them--pressure.' So, finally we 
contacted [someone] to come and help clean the house, and one friend or 
my sister-in-law takes me grocery shopping and to appointments. For 
Christmas shopping, I will use a wheelchair, if J. have to go for a 
really good reason and I'm going to stay there for a really long time." 

"Like twisting jar lids, any lifting, 'cause the pain is so 
intense that I feel numb. [Son or boyfriend] helps me prepare dinner, 
go to the store, housecleaning and laundry. Little things, little 
everyday things. I drive, but when I drive when I'm on the medication, 
it becomes a difficult task, out of fear." 

"To a large extent I've not been affected by what has been called 
the symptoms or results of the late effects of polio called 'post-polio 
syndrome.' I grew up with a philosophy--an idea--that 'Don't be such a 
big crybaby about it. Everybody's got something.' I need help with 
fine-muscle things--I'm not much of a handyman. My back yard? I've 
specifically avoided grass, because I wouldn't know how to use a mower, 
but I can do everything else. I can prune trees, water. We have a 
tremendous number of flowers, big garden. I get out of the wheelchair, 
and slide around the garden. Harvested it that way! I learned to 
vacuum, cook. What does one do in activities of daily living? Dressing 
needs, eating, sleeping, driving, cleaning your house ... I do all of 
that." 
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Participants described a range of situations that require 

assistance in their daily lives. Activities with which participants 

need assistance range from "twisting jar lids" to assistance with 

"everything but speech." The most positive, independent functioning 

portrayed by an individual reflects the pride associated with requiring 

no assistance and in having designed an environment that avoids the need 

for assistance (e.g., not planting grass that would require mowing). 

Varying degrees of dependence and accompanying feelings of neutrality or 

negativity are reflected in statements such as "I can't abbreviate the 

routine" or " ... if I'm independent too much, my health gets worse and 

worse ... " 

Most of the participants experience a degree of physical energy 

limitation and rely on other people to supplement their own efforts. 

And all activities take time. The striving for independence and the 

consideration for other people in participants' lives is apparent in 

these vignettes, which serve also to establish the foundation for 

development of issues related to interacting with other people, 

including physicians (see Illustrative Table 2). Here are people whose 

orientation, rather than one of self-absorption, is that of reaching out 

to others. From the research of Er:!k Erikson, the stage of adult 

psychosocial development most closely paralleling that of the 

participants is the stage of "generativity versus stagnation" (1963). 

The positive aspect of this seventh of eight stages is characterized by 

" ... concern in establishing and guiding the next generation, [as well 

as] ... a need to be needed" (Erikson, 1963, p. 267). One participant 

---------- .. -- .. -
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shows more concern for a young grandson than for herself regarding 

transportation. Another individual has developed ingenious solutions 

that allow him to be engrossed in the gardening endeavors he enjoys 

sharing with his family. Yet other participants are cognizant of and 

demonstrate appreciation for the time and energy resources people expend 

in their behalf. 

Loosely coupled to the issue of how these participants envision 

their own disabilities, is the issue of how they believe they are 

perceived by others. That information is provided in Illustrative Table 

2 below. 

ILLUSTRATIVE TABLE 2. How Others Respond to Participants' Disabilities. 

"I saw very early on, people treated me differently. I was 
getting 'The pitiful Chris,' or was being looked upon as a prized 
possession. People wanted to be seen helping me--doing their good deed. 
I also found myself getting a broader sociological education, because of 
being in a wheelchair. There were three things that happened: I was 
accepted and talked to, I was talked about, or I was ignored. So I got 
a much broader education than I feel I would have if I had been able
bodied. " 

"Ignorance of the public, you know, trying to grab you and take 
you across the street by pulling you, or pushing you into a chair, 
instead of asking if you need assistance. And I want to tell them that 
if they have had one negative interaction with a person with a 
disability, and are reluctant to make an overture again (because some 
people with disabilities have negative dispositions, too), that they 
shouldn't let that affect their attitude for the next potential 
interaction." 

"There are times when you're going to get treated in condescending 
ways. But people can be excluded or denied opportunity in anything: 
gender? race? disability? Sure, there are people who are super
sensitive, but it's not very difficult to detect discriminatory 
attitudes, uncomfortableness. I just have difficulty with people who 
~ their position or power in any relationship." 

----- ---- -- -_.- . 
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ILLUSTRATIVE TABLE 2 - - Continued 

liThe reaction from strangers is so much more severe, the stranger 
you look and the less ability you have to communicate. The reaction was 
much stronger before mainstreaming in schools, but it's still there. 
And ... I know I have to penetrate their reactions effectively and quickly 
before the barrier gets too great." 

"When I'm in remission I can remember things, and other people 
tr.eat me as if I don't have anything wrong with me. They don't 
understand that I'm limited. When I have a flare-up and have to use my 
cane is the only time people notice. But I've learned not to let what 
other peop1e--1ike in the grocery store, or bank, or on the bus--think 
or say determine how I think and feel. I think a lot of people are 
afraid because they don't know how to deal with the disability, or they 
act like you're invisible." 

lilt depends on the person. It's easiest with children. I tell 
them, 'It's okay, we are the same. The only thing is that my ears are 
broken and I can't hear.' And they understand, and it doesn't bother 
them. But sometimes, when I just meet someone for the first time and 
they start to talk, I make a suggestion to write. Some people are just 
scared, and they leave. Others act nervous, but they get paper and pen, 
and we write what we need to say." 

One poignant issue from Illustrative Table 2 refers to exploring 

disability issues with persons who do not have disabilities. Education 

is key to better understanding of the issues involved, and people need 

to feel comfortable asking questions of a person with a disability, 

rather than assuming. Medical students and physicians require that 

heightened sensitivity and education, also. The participants in the 

study are acutely aware of others perceptions of them, and they either 

search for methods of educating them, or choose not to pursue the issue. 
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Introduction to Findings 

The definition of doctor or physician used for the purpose of this 

study is listed in Chapter 1. The primary care physicians of the six 

participants are all men and include five Medical Doctors (M.D.) and one 

Doctor of Osteopathic Medicine (D.O.). Other physicians accessed by 

participants throughout their lives have included all of the disciplines 

of medicine: family medicine, internal medicine and its associated 

specialty sections, neurology, obstetrics and gynecology, pediatrics, 

psychiatry, and surgery and its associated specialties. They have also 

sought help from naturopaths, chiropractors, and other practitioners of 

alternative medicine. 

In most of the settings in which physician-patient interactions 

take place, some activities are performed by health care professionals 

other than physicians (e.g., nurses; laboratory technicians). The scope 

of this research did not include an in-depth exploration of these forms 

of interaction; however, several participants talked about those 

interactions collateral to their physician interactions. This issue 

will be addressed in Chapter 5. 

Illustrative Table 3 is presented in this section. It 

demonstrates a standard, non-invasive medical intervention, the 

framework of which could be used as a basic formula for approaching 

other problems presented by patients with severe disabilities. In 

addition, it is intended to stimulate consideration of outcome 

alternatives when reading the remainder of this section. 



ILLUSTRATIVE TABLE 3. Sample Non-Invasive Medical Intervention. 

Issue: Addressing the nuances of patient compliance 
with examining room routines, laboratory 
procedures, and treatment plans 

Presenting problem: Suspected fungal/bacterial infection on foot 
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Examining room and laboratory routines: If these are not accomplished 
by the physician, the nurses and laboratory technicians need to discuss 
with the patient how to accomplish these tasks. 

Treatment plan: Soak foot three times per day in medicated 
solution 

Patient is sent home with no further clarification or instruction 

Relevant Smith-Falvo Scale items: 

> Doctor recommended unrealistic treatment plan 

The operative word is unrealistic, not in the implication that the 
treatment plan interferes with a work schedule (with no disability 
involved), but unrealistic ill the sense that it becomes impossible when 
the patient is employed and has a severe disability (cerebral palsy) and 
experiences a high degree of spasticity. 

The first of three alternative outcomes could have been that the patient 
did nothing and the condition was exacerbated as a result of being left 
untreated. 

> Doctor considered my individual needs when 
treating my condition 

The second alternative depends on the creativity of the patient and is 
outside the purview of the physician: In this instance, a practical 
resolution was achieved by the patient and his helpmate. It involved 
partial filling of a heavyweight plastic bag with the appropriate 
solution, placing it around the affected foot, and taping the bag closed 
around the patient's ankle. 

Third alternative: When a disability is involved, the physician and 
patient need to discuss the situational realities and adapt treatment 
plans to accommodate the disability. When recommending a treatment 
plan, the physician could add: "Is that going to be possible?" If not, 
"How can we accomplish the goal of soaking the foot?" The physician and 
patient can then collaborate to creatively adapt a treatment plan, and 
the physician has some assurance that the patient can and will comply. 
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The medical condition described above was experienced by Adam. 

During the course of treatment he interacted with four doctors, totaling 

23 appointments over a period of six months, before the condition was 

resolved. 

Findings and Discussion 

One section of the analysis phase that began with initial read

throughs of the transcripts and proceeded to the dissecting and coding 

of interview data, culminated with a table of codes. These are listed 

in Table 4, along with the frequency with which each word was used by 

the six participants during the 12 interviews. In addition to the 

table, the researcher then examined the codes in detail, recombining 

them in various ways, referring to the interviews for the contexts in 

which they were uttered, in order to verify their inclusion in the six 

categories that follow the table. 
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TABLE 4. Alphabetic List and Frequency of Codes used in Data Analysis. 

Acceptance - 24 Embarrassment - 3 

Adapt - 14 Emotional - 19 

Adjustment - 10 Equal/Equal Partner - 13 

Angry - 16 Eye Contact - 12 

Apologize - 6 Frustration - 11 

Assertive - 4 Ignorance - 3 

Assistance - 41 Ignored - 3 

Attitude - 14 Illness - 45 

Colleague - 4 Independence - 8 

Comfortable - 13 Infection - 36 

Communication - 52 Ingenious/Resourceful - 3 

Compliance * Interpreter - 46 

Condescending - 3 Listening - 11 

Control 27 Management - 10 

Coping - 3 Misunderstanding - 7 

Counseling - 4 Pay Attention - 9 

Crisis - 3 Prescription - 7 

Dependence - 23 Professional - 7 

Depression - 5 Questioning - 21 

Determined - 5 Respect - 20 

Diagnosis - 22 Scary - 6 

Dignity - 3 Stressful - 5 

Disability - 40 Treatment by others - 29 

* Researcher code only; other major categories derived by the 
researcher were used by participants, also. 
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Codes listed in Table 4 above were derived by the following 

process. To be designated a code word in the table, inclusion criteria 

were established. To establish the credibility of the code words, only 

those terms used at least once by three different participants. The 

only instance in which a word was coded when used by only one 

participant was the word interpreter, which was used 46 times by that 

person. Data analysis had yielded an initial list of 75 possible codes, 

from which 46 were retained. 

The 46 codes logically sorted into six categories, encompassing 

all of the codes. Each category is discussed below with its 

accompanying code words. There were instances in which codes were used 

in various contexts; therefore, they may appear in more than one 

category. 

Category 1: Strategies for coping with disabilities. 

Participants used the following words to describe this issue: adapt, 

adjustment, control, counseling, dependence, determined, diagnosis, 

dignity, illness, independence, ingenious/resourceful, management, and 

prescription. 

Category 2: Positive attitudes illustrating acceptance and 

respect from others. Factors that participants saw as evidence of 

positive regard included establishing eye contact, communication, 

listening, paying attention, perceived comfort from other person, 

willingness to apologize, and dignity. 



Category 3: Negative attitudes illustrating ignorance or 

disregard by others. Included from the list were the words: ignored, 

condescending, (no) eye contact, embarrassment, and misunderstanding. 
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Category 4: Positive and negative emotions surrounding their 

interactions with other persons. Words with emotional connotations 

include angry, assertive, acceptance, comfortable, condescending, 

coping, crisis, depression, embarrassment, frustration, scary, and 

stressful. The researcher noted that of the 12 words, only four are 

perceived as positive, beneficial emotions, that participants shared as 

ways in which they attempt to enter into relationships with other 

individua1s--assertive, acceptance, comfortable and coping. The 

interview contexts for the other eight terms revealed that the words had 

been used to describe interactions with other persons, including 

physicians. 

Category 5: Desirable relationship status with physicians. Code 

words that participants spoke of as being ideal included: being equal 

or treated as an equal partner, colleague, or the status of being in a 

professional relationship. For narrative portions that further 

elaborate on those relationships, see Illustrative Table 4. 

Category 6: Kinds of assistance required by the participants. 

Such as any culture that has a multitudinous vocabulary to describe the 

essential elements of the culture, the participants in this study 

embrace not only the general rubric of "assistance," but also those 

specific to disabilities, and then further refined to each person's 

specific requirements. For example, in a category of people or animals 
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who provide assistance, there are sighted guides, dog guides, 

interpreters and helpmates. A second category is assistive technology, 

which includes electrically powered whee1chairsj computers--regu1ar or 

"ta1kingj" telephones with connecting modems to computersj and 

telecommunications devices for the deaf (TDD) or teletypewriters (TTY). 

Further refinements of "assistance" include adaptive techniques specific 

to each disability, examples of which may include: velcro-closure 

straps on a wheelchair for abduction control and ba1ancej a buttonhook 

for supplementing fine-muscle needs to button clothing; something as 

simple as a business card positioned on a line where a blind person's 

signature is required; or small appliances placed strategically where 

they can be managed appropriately by a person confined to bed. These 

are but a sample of the endless lists of assistive techniques that 

maximize function and independence in activities of daily living for 

people with severe disabilities. 

Research Question 1 

From the perspective of individuals with 
severe disabilities, what is the nature 
of favorable physician-patient interactions? 

Participants in this study described in detail those interactions 

they have had with physicians that are favorable and satisfying. 

Illustrative Table 4 portrays components of favorable interactions that 

participants in this study have had with physicians. The common threads 

of satisfaction they all express to some degree become clear in the 

following comments: the importance of eye contact, taking time to 
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listen to the patient, explaining, treating the patient as a friend and 

colleague. 

ILLUSTRATIVE TABLE 4. Favorable Interactions with Physicians. 

"When he first comes in he gives me eye contact. He keeps eye 
contact and gives me time to explain whatever my needs are or make him 
understand what I need for him to understand about me and my condition. 
Patience! Just PATIENCE! He calls me by my name, and looks me in the 
eye. He keeps positive, even when he's explaining his turmoil with the 
day. And he asks me if I wrote anything down--he was the one that 
suggested me writing everything on a calendar. And he takes my blood 
pressure and tells me that it's very good, or high, or low, or whatever. 
And he explains everything he's doin'. And the rest of the time he's 
basically 1istenin'. We've built up a trust between us. He knows my 
money situation and he doesn't send me out for unnecessary referrals." 

"He helps me up on the table, checks out whatever I'm there for. 
I like to hear everything's good, and no problems whatsoever, but 
chances are I wouldn't hear that, because I tend to take as good a care 
as I can in between visits, and I'm usually there for a crisis. Most of 
my [specialists] recognize the fact that I have lived within this body, 
and they know I'm the expert on this body, and they ask me what's going 
on and what they can do for me. They sit back there knowing that 
they've got this medical knowledge, but they don't know what to do with 
it until I tell them. I feel more a part of the process, that my health 
care is more my own destiny. I've found it a big responsibility when 
they say, 'What can we do for you? What is bothering you?' I have to 
tell them exactly, and tell them all the symptoms I've noticed, and if I 
omit something, they might not recognize it. It's like a group effort, 
but if I'm not holding up my end of the bargain, they won't find it, or 
they may miss something. I don't think we should think of doctors as 
these almighty heroes. Our health care is as much our responsibility as 
theirs, if not more. I usually end up asking more questions than the 
doctor does. I crave the knowledge, and I want to know what's going on. 
It just better prepares me for something down the road. And when I ask 
this one doctor a question, he usually looks at his watch and calls in a 
nurse, 'Tell so-and-so I'll be in there soon,' and then he goes into an 
explanation or fills me in on exactly what's going on. I've noticed 
that with most of the better doctors I've had, they're very aware of all 
the patients. For that split instant that he's looking at his watch and 
calling the nurse to tell the next patient, his attention is divided, 
but then once he gets back to me, then it's undivided, and he's right 
there with me." 

"I had one really wonderful. super doctor! I just loved her, she 
was so neat and so wonderful, and I could discuss every step, and we 
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ILLUSTRATIVE TABLE 4 - - Cont:inued 

talked about the football games and the basketball games--the U of A-
but she moved. And it's important for me to have that rapport. She was 
so good for the deaf. Another doctor, he communicates, and he talks 
with me, he knows the interpreter's there, but he teases me, and 
sometimes I tease him back. And it's ~ important that my own 
interpreter is there. The concepts, I could write this out, I could do 
that, but the complicated problems, like 'My stomach is hurting,' how do 
I describe it. It's better that I can sign and the interpreter can 
voice it, because it's like, it feels crampy, or maybe just light pain. 
The interpreter can explain it, define it better than I can, and the 
doctor can understand exactly where I'm having the problem. Well, sure 
I could write it, but in their mind, they read it and say, 'Okay, you're 
fine.' No, no, no, nol That's not it, this is really serious I But 
they read it on a piece of paper and say, 'So?' So, it's better that 
the interpreter can explain the more complicated issues of it." 

"What comes in here is a combination of a) my personal experience, 
and b) how I want to be treated as a person. The doctor comes in, he or 
she asks, 'How you doing?'. Small chat, but really you know what's 
cooking: doctor's demeanor being one of 'your health,' and the problem 
being a partnership kind of thing. It's difficult for me to go to a 
doctor where the doctor knows everything. I guess the term I would use 
is that the physician really sees you as a full-fledged partner in your 
care, in your well being, in your health, in matters of your health-
that means physical and psychological, and that the doctor recognizes 
the value of the individual's perspective on their health. I think 
that's critical. It has to do with the relationship. I think 
recognition on the physician's part, of the value of the knowledge 
people have. A person's health is intimately tied to the family, and I 
think it's a real ski11--rea1 sensitivity--in a doctor who can 
communicate openly, but yet in a non-threatening and overpowering kind 
of way what's important; telling the truth, but doing it in a positive, 
hopeful kind of way." 

"When the nurse comes in and does vi tals, I ,.,ould prefer her to 
ask, 'Okay, how are we going to get a specimen [blood or urine] from you 
right now if we really need it?' I would first want the doctor to 
verify that it's absolutely necessary to have a specimen. I don't mind 
giving it, I'd just prefer verification that it's absolutely essential. 
I know it's hard to be friendly with the people doctors treat, and 
they're not asking directly, but I'm asking them to be a member of my 
team and a colleague." 

"To be able to remember all the questions that I want answered and 
him having the time to explain it all to me so that I could understand 
it. As he's doing the physical, I like him to explain what he's doing. 
The one thing I do remember to do is ask for all my blood results, you 
know, so that I know, and if I don't understand, then ask him what that 
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ILLUSTRATIVE TABLE 4 - - Continued 

means. He's really good about telling me that kind of stuff. I know I 
feel comfortable with the doctor, and I think he feels comfortable with 
me. And although I don't know if he's making eye contact, at least he's 
talking in my direction. I have found that doctors have been concerned 
if I could get up on the table, much more watching out for me, like if 
you're being examined, and they want you to roll from one side to the 
other, making sure that you don't roll off the table. I've found more 
of them wanting to know how they can make it easier for me, how they can 
make it plainer to me. My doctor explains the X-rays and stuff, and 
instead of just talking, he would be touching my back and he would be 
using me and letting me know what area he was talking about. And when I 
leave, the doctor walks me out to the reception area. The first time he 
tried to take rnoc arm, and I said, 'No, you don't do it that way. Let me 
show you how.' And so now he always gives me his arm so he's always 
ahead of me and does the sighted guide." 

Among the salient issues presented in the vignettes above are 

intimations from the participants that they appreciate the doctor's 

greeting, listening, and conducting the patient encounter at an 

unhurried pace. Participants indicated awareness of the brevity 

associated with a lS-minute office visit, but appeared to be sensitive 

to what several participants referred to as "being herded through there 

like cattle." Perhaps the hurried pace indicates to them that they are 

perceived in a negative manner. The nuances that differentiate a 

positive from a negative interaction can be very intricate. Any single 

incident might go unnoticed, except when embedded within the context of 

having a precariously managed severe disability and not being listened 

to and having a doctor rush through an appointment. i\nalogous to the 

three discussion items proffered above are the Smith-Falvo PDIS items--

phrased both positively and negatively--addressing the physician's 
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greeting the pationt, paying attention to the patient's condition, and 

taking time with the patient. 

When asked questions about experiences they have had with 

physicians in general, participant comments ranged from "the best 

physician any person could ever ask for" to the converse, "he shouldn't 

be allowed anywhere near people." Instances during the interviews in 

which participants related the most disparaging remarks or responses 

from physicians have not been included in this report, because the 

character of those utterances combined with the penchant in our society 

to remember negatives would serve no scholarly purpose. Rather, the 

aspiration of this research is to focus on essential elements of the 

physician-patient interaction for individuals with severe disabilities 

and SENSITIZE AND EDUCATE current and future physicians to those 

factors. 

Research Question 2 

As related to the literature addressing how 
individual without disabilities perceive the 
physician-patient interaction, are the 
fundamental factors similarly important to 
individuals with severe disabilities? 

Illustrative Table 4 indicates interactions with physicians that 

are fundamentally the same as items included in the Smith-Falvo PDIS. 

Those items relate to the degree of satisfaction with: interpersonal 

and communication skills, general health care delivery, technical 

skills, and provision of information about the examination, diagnosis 

and treatment. 
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There was only one item on the PDIS that participants in this 

study did not address in their discussions about interactions with 

physicians: "The doctor asked questions that were too personal." None 

of the participants in this study alluded even slightly to this as an 

issue. The issue of whether a question is too personal has been 

demonstrated as a concern of individuals without disabilities who 

maintain privacy in many activities of their daily lives. The 

researcher believes that for persons with severe disabilities, the 

civilities taken for granted by individuals without disabilities have 

been put in abeyance. The interest of participants in the study was in 

focusing on the primary goal: maintaining as much functional capacity 

as possible, often with the assistance of helpmates and other health 

care professionals. In essence, for these individuals who have been 

"poked and prodded" and used as research subjects--as several of them 

have beell--the issue of questions that are too personal does not arise. 

Narrative descriptions from participants that are contained in 

Illustrative Table 4 substantiate this finding. 

Research Question 3 

As related to the literature addressing how 
individual without disabilities perceive the 
physician-patient interaction, are there factors 
pertaining to individuals with severe 
disabilities that heretofore have not been 
investigated? 

There were factors discussed by all participants that were not 

addressed in the PDIS, the most salient of which is the implication of 

first impressions of the physician and the patient in the interaction. 
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As Adam explained his need to communicate before the physician has time 

to make a negative initial assessment: "Some people are turned off by 

my voice and my movements. I have to demonstrate [mental competence] 

effectively and quickly before the barrier of that almost automatic 

reflex goes up that indicates, 'Oh-oh, because he's out of control 

physically, he must not have it all together mentally.'" 

Participants repeatedly addressed the need for initial eye 

contact, being treated as a person, and being treated as an equal 

partner or colleague. Eye contact, although not addressed as a discrete 

issue in the Smith-Falvo Scale, well may be encompassed in the item "The 

doctor greeted me .... " Medical students at the local medical school 

(Burpeau-DiGregorio, Dean, & Stillman, 1982) are taught humanistic 

interview skills, including appropriate behaviors of greeting patients 

by making eye contact, noting their names, and asking what they would 

like to be called. Acknowledgment of persons with severe disabilities 

appears to be a central concern, and to make eye contact may be an 

affirmation of their absolute existence. Acknowledgment was a concern 

expressed by several participants in the study, and appeared to be 

particularly sensitive for two participants who are often accompanied by 

another person. These participants reported the frustration they and 

their helpmate or interpreter experienced during interactions in which a 

doctor related directly to the helpmate or interpreter and treated the 

patient as a non-entity. At issue is the petition to the general public 

by these participants to "look beyond the disability to the person," and 

an act as simple as making eye contact is support,ing evidence that they 



are perceived as persons. From another perspective, it is also an 

indication that the individuals are not invisible or physically 

repugnant, but are sentient beings deserving of dignity, respect, and 

acknowledgment. 
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During the initial moments of an interaction with any patient, and 

based on the assertiveness exhibited by the patient, the physician makes 

an assessment--conscious1y or unconscious1y--about the amount of 

responsibility to assume in the interaction. For the patient with a 

severe disability the situation is compounded. The patient has a 

presenting problem and is dependent upon the physician to prescribe an 

appropriate treatment plan, while at the same time is attempting to 

maintain control in an independent role when negotiating a treatment 

plan. 

Throughout the physician-patient interaction the issue of role 

should be acknowledged by the physician. Participants in this study 

stated very assertively: "I have to be treated as a colleague, because 

I'm the expert concerning me"; "In the information exchange, I need to 

be an equal participant, worthy of having my questions answered by a 

physician who is at the 'cutting edge' of the latest technological 

advances and treatment regimens"; "It has to be a highly professional 

relationship"; and "I especially like it when physicians share personal 

information about themselves and treat me as an equal--like swapping 

stories." 

Participants in the study have had extensive experience in the 

realm of health care as evidenced by such statements as: "I need to 



have my questions answered and not be treated like a dummy"; "I've 

learned to be more assertive in asking questions and getting ans,,,ers"; 

and "I like them to be open and honest with me about what the test 

results are and to answer my questions if I don't understand." Those 

last words " ... if I don't understand" point out a potential danger for 

physicians: because patients appear to be ,,!ell-versed in the 

symptomatology, diagnosis and treatment of §Qffig body systems or the 

manifestation of their particular disability, the physician should not 

be threatened by this erudition or assume the patients' knowledge 

extends to areas or conditions not previously experienced. 

Summary 
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Participant contributions to this study constituted the essence of 

the research data. In addition to expending their time and energy 

resources in this pursuit, they provided thoughtful, introspective 

responses to the multitude of questions posed by the researcher. After 

data collection, analysis and report phases were completed, the 

participants reviewed their contributions to the document. Participants 

were invited to exercise their rights to change or modify any of their 

inclusions for the final report, and, in a few instances, they appended 

information needed for clarification of concepts. 

The relationship between the psychosocial and medical aspects of 

disability was first addressed in Chapter 1, and examples were 

interspersed throughout Chapter 4. Each medical intervention in which 

many factors must be addressed adds to the complexity of the equation 



confronting the physician--a task that requires time and patience to 

effect a successful outcome. 
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Many issues that recur in scales of physician-patient interactions 

reported in the literature with individuals who do not have disabilities 

parallel those addressed by the participants in this study. Additional 

factors, most prominent of which was the importance of initial 

impressions, figure prominently in the responses of these participants 

and have not been addressed previously in the literature. 



CHAPTER 5 

CONCLUSIONS 

A Review of the Findings 
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The participants in this study were effusive in their praise of a 

few of the physicians with whom they have interacted during their 

lifetimes. Each person expressed having found at least one physician in 

whom they had placed total confidence and trust. As with almost 

everything in life, there is a continuum of quality in health care. 

There may always be some doctors who engage in degrading remarks or have 

an aversion to questioning from patients and who respond with another 

question ("Why are you asking Ine that question?"), or when queried about 

a treatment plan indicate that they make the decisions ("Because I'm the 

doctor, and I'll decide what's best for you. "). 

Findings of physician-patient interactions with individuals 

without disabilities were compared with findings of this study. The 

fundamental factors of the PDIS developed by Falvo and Smith (1983) 

compared with factors reported by participants in this study revealed 

only one item on the PDIS that the participants in this study did not 

address: liThe doctor asked questions that were too personal. II In 

addition, there were indications that the participants in this study are 

active consumers of their health care and prefer being considered as 

equal partners in that process with their physicians. All of the 

participants indicated a sense of responsibility to provide physicians 

with accurate information and an eagerness to share specifics regarding 

the manifestation of disabilities in themselves. Evidence for the 



participants in the study that they are being positively acknowledged 

include eye contact, being greeted by a preferred name, and baing 

treated as an equal partner or colleague in their health care. 

Contributions of this Study 
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Of the iRsues that have not previously been addressed in the 

patient satisfaction literature, the most commanding findings of this 

study are the importance of the first few minutes of an interaction with 

a new physician and the need of these participants to be considered as 

equal partners in their health care. The specific humanistic qualities 

of greeting the patient, making eye contact, and calling the patient by 

a preferred name are but a few of the practices that acknowledge the 

patient as a person. These findings have extended knowledge of the 

research topic and also can serve to heighten the public's awareness of 

and sensitivity to issues important to individuals with severe 

disabilities. In addition, they provide the impetus for further 

research on this topic. 

Findings of the current study also could be used to develop 

appropriate curriculum content and learning experiences for medical 

students, thereby fulfilling a recent mandate from the Liaison Committee 

on Medical Education to include content in the curriculum devoted 

specifically to disability issues. Instructors responsible for teaching 

this content would be sensitizing and educating medical students to the 

nuances of disability and rehabilitation issues. Such education could 

be instrumental in avoiding use of inappropriate behaviors by students 

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



in clinical encounters with patients before they graduate, in their 

residency programs, and ultimately, in their medical practices. 

Recommendations and Implications for Further Research 
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Questions arising from analysis of the ethnographic interviews 

with the six participants and reported as findings in Chapter 4 suggest 

the need for further research. Two of the three research questions that 

were framed for this study proved to be too broad and would have been 

more appropriate to the qualitative research methodology if they had 

been phrased more descriptively rather than asking forced-choice 

answers. Ethnographic researcll tends to employ more open-ended 

questions, with answers to those questions leading to further refinement 

of the questions. 

In addition, the Interview Protocol was broader in scope than 

would have been necessary to achieve the desired outcomes. During the 

analysis phases, the researcher searched for areas of the physician

patient interaction that had been under-represented in the protocol, and 

found none. Each finding was meaningful in and of itself and 

complemented the others. While some were not linked specifically to the 

research questions, they were included for elaboration of selection 

criteria of the participants and to better understand the lives of the 

individuals who participated in the study. 

In lieu of a validated instrument for use with individuals who 

have disabilities, the Smith-Falvo Patient-Doctor Interaction Scale 

(POlS) was a reasonable scale to use with the participants in this 

study. Further research on this topic, using a quantitative research 
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component, could be accomplished by gaining permission to use the PDIS 

as the basic instrument. Following the instrument design strategies 

used by Falvo and Smith (1983), additional items specific to disability 

issues could be generated by patients who have severe disabilities and 

validated as an augmentation of the PDIS. A validated scale has the 

potential of being useful in providing feedback to physicians about the 

perceived quality of health care they deliver to individuals with severe 

disabilities. 

It is strongly recommended that future researchers address the 

following design issues. A limitation of this study was the time frame 

for completion. As stated earlier, open-ended ethnographic interview 

questions engender more questions as their answers emerge, and it was 

true in this study, also. If the study were to have continued, the 

researcher could have continued the focus of the study, questioning the 

participants further and examining more closely the implications of the 

first impressions of physician and patient in the interaction. 

Participants in this study repeatedly mentioned the initial eye contact, 

the greeting, the familiarity and respect gained in those first few 

minutes of interaction. Therefore, one strategy could entail gathering 

data pertinent to the dynamics of first impressions both from patients 

with severe, visible disabilities and from physicians they meet for the 

first time. 

In addition, future research could explore differences in quality 

of the physician-patient interaction when the patient exhibits external 

versus internal locus of control. If the patient's personality includes 
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internal locus of control, what effect does it have on the quality of 

care the patient receives? What differences can be detected in the 

treatment by physicians? When the patient participates more actively in 

development of a treatment plan, what are the effects on the physician

patient interaction? 

Other research designs to address the issue of physician-patient 

interactions when the patients have severe disabilities would be to 

select participants with a broad range of educational backgrounds. By 

virtue of the criteria for their selection as participants, responses 

from the individuals in this study may be atypical of responses of other 

individuals who have severe disabilities. All six of those selected for 

participation in this study have pursued higher education, appear to 

possess above-average native intelligence and probleln-solving skills, 

and offered lengthy, often analytic, responses to questions. 

In addition to a broader range of educational achievement, more 

participants with a wider range of disability representation could prove 

efficacious to research efforts. Participants in a study might also 

represent sociocultural differences, socioeconomic diversity, a variety 

of provider sources (welfare, teaching hospital, managed health care-

HMO, or private physician), and several different settings (emergency 

room, inpatient, or outpatient). 

Further research in this area could be accomplished, with 

incorporation into the research design of additional facets: a 

quantitative component with an instrument such as the Sickness Impact 

Profile, and collection of collateral data (qualitative or quantitative) 

.------.. -----.--- ------
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from doctors. Refinement of the research design could yield data 

regarding patients' response to illness as related to their disability. 

In addition to extending our knowledge about the degree of dependence 

and independence individuals with severe disabilities exert in their 

behalf, findings from the physician-contributed data could be used 

effectively to gain their insights into the process. 

Yet another approach would be to access the patients of some 

physicians who provide health care predominantly for those who have 

disabilities. The researcher would be controlling for differences in 

physician effect, and although the patients may have selected physicians 

specifically because of their reputations for quality health care 

services to individuals with disabilities, there may still be 

differential responses from that cohort of patients. 

Implications for research into areas collateral to the this study 

include the following suggestions. Patient-satisfaction instruments for 

use with other health care professionals could be developed and 

validated. Data could be collected and used for feedback to individuals 

regarding their patient care skills and improvement of those skills. 

Locus of control issues as they relate to patients with severe 

disabilities should be explored in depth. Sociocultural responses to 

illness and disability are critical to the understanding of health care 

professionals in this regard. Dependent behaviors result in allowing 

others to take control and giving up personal power. Independent 

behaviors in which patients retain an active stance in their health care 

allows them to retain some personal power and control. Patient 

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



education efforts could utilize findings from such a study as a 

springboard to develop effective patient advocacy plans. 
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Gender appears to be a factor in some physician-patient 

interactions with participants in the study. As noted in Chapter 4, all 

participants currently have male primary care physicians, and gender of 

each person in the dyad may contribute to different responses. Roughly 

equivalent questions from male and female patients have been met by very 

different responses from physicians. Since none of the participants 

access the same doctor, there could be numerous explanations. Factors 

such as personality traits, assertiveness of patients, severity of 

presenting illness or disability, different disabilities, or general 

physical or mental health of physician or patient at the time of the 

encounter could be responsible for different responses. Exploration of 

these issues in a focused research effort are needed to confirm or 

disclaim this initial examination of the issue. 

Also noted in Chapter 4 was the finding that of the six primary 

care physicians involved in the health care of the study participants, 

five were l1edica1 Doctors (M.D.) and one was a Doctor of Osteopathic 

Medicine (D.O.). The participant whose physician was a D.O., was more 

effusive in her praise and appreciation of that physician than others 

were of their Medical Doctors. The researcher had received numerous 

responses from this participant about other issues and was able to 

determine that her responses to other physicians and other issues were 

neither extremely positive nor negative. Her physician seemed very open 

to admitting instances in which he would need to research an issue, and 
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was willing to consult with her about her choices of treatment plans and 

arrange mutually satisfactory payment plans. Exploration of the 

possible differences in treatment of patients by physicians based on 

their different educational backgrounds could pro,r:f.de useful 

information. 

Increasing Physician Sensitivity to Disability Issues 

There are some common-sense issues related to disability awareness 

and sensitivity that physicians could address in their treatment of 

patients with disabilities, and the findings from Chapter 4 related to 

participants' preferred treatment by physicians could be used to 

advantage in this effort. The resources required for physicians to 

achieve increased sensitivity are minimal, with far-reaching benefits to 

themselves and society. The following examples illustrate the ease with 

which sensitivity can be heightened. 

Some patients are accompanied by an interpreter or a helpmate, 

with the goal of expediting communication between physician and patient. 

It is imperative that the doctor maintain eye contact with the patient, 

and talk with the patient, not with the interpreter or helpmate. For 

those who are unfamiliar with use of an interpreter, it may require 

added attention to and concentration on maintaining eye contact with the 

patient in the initial moments, but it is an uncomplicated adaptation 

for the physician who is willing to make the effort. 

Proceeding from the initial greeting into the physical 

examination, placement of the examining table in the room can be a major 

hurdle for patients who have little control of their bodies and are then 
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requested to rollover on a precariously narrow table. Viable 

resolutions to this situation that were suggested by participants in the 

study include placement of the table with one side against a wall to 

help the patient feel more secure, or addition of adjustable side rails 

to an examining table. 

During the physical examination, any manipulation of body 

appendages should be preceded with input and advice from the patient. 

With accompanying explanation of that portion of the examination, it is 

appropriate for the physician to ask questions such as "How can I best 

move your arm?" or "I need to check the range of motion of your hip. Is 

there anything I need to know about moving your entire leg before I 

attempt to rotate the hip?" 

At the closing of an interaction with a patient who is blind, 

avoid leaving the person alone in an unfamiliar examining room. The 

physician could indicate to the patient the location of articles of 

clothing, or simply ask if the person needs sOlne assistance in locating 

belongings. When the patient is ready to leave, the physician or 

designated person (sighted guide) should accompany the patient to the 

reception area and ask for further instructions from the patient. 

Equally important to the physician-patient interaction is the role 

of the patient in the process. As addressed in Chapter 2 of this 

document, patient self-advocacy is a skill that all patients need to 

learn. It is imperative for individuals with severe disabilities not 

only to be as knowledgeable as possible about their own disabilities, 

but also to be capable of communicating that knowledge to their 
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physicians appropriately at times of exacerbation of existing conditions 

or with acute illnesses. 

And finally, physicians need to be alert to the fact that although 

they may be extremely busy, it is important to behave expeditiously, not 

hastily, and remain open, caring, and willing to ask what they can do to 

help all patients, including those who have severe disabilities. 

Summary 

The findings of this study served to extend and elaborate an 

understanding of the nature of the physician-patient interaction as 

perceived by individuals with severe disabilities. Further research is 

needed to address impressions both of physicians and of patients with 

severe disabilities in their initial interactions--when each member of 

the dyad is a stranger to the other. Education is a critical component: 

for medical students early in their professional preparation, for 

physicians who could benefit from sensitization to disability related 

issues, and for patients in their quest to be treated as equal partners 

in the management of their health care. 
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-----------------------------------------------------------------_.-----

I AM BEING ASKED TO READ THE FOLLOWING MATERIAL TO ENSURE THAT I AM 
INFORMED OF THE NATURE OF THIS RESEARCH STUDY AND OF HOW I WILL 
PARTICIPATE IN IT, IF I CONSENT TO DO SO. SIGNING THIS FORM WILL 
INDICATE THAT I HAVE BEEN SO INFORMED AND THAT I GIVE MY CONSENT. 
FEDERAL REGULATIONS REQUIRE WRITTEN INFORMED CONSENT PRIOR TO 
PARTICIPATION IN THIS RESEARCH STUDY SO THAT I CAN KNOW THE NATURE AND 
THE RISKS OF MY PARTICIPATION AND CAN DECIDE TO PARTICIPATE OR NOT 
PARTICIPATE IN A FREE AND INFORMED MANNER. 

I am being invited to voluntarily participate in the above-titled 
research, which is the project for Ms. Dean's doctoral degree in 
rehabilitation. The purpose of this project is to learn more about how 
people with severe disabilities are treated by doctors. I am being 
invited to participate because I have a severe disability and am willing 
to be interviewed about experiences I have had with doctors. 
Approximately six (6) people will participate in the study. 

If I agree to participate, I will be asked to meet with Ms. Dean for two 
or three audiotaped interviews. We will decide on a meeting place where 
we will not be interrupted. Each interview will take about an hour, and 
they will be spaced several days apart. The final meeting will be spent 
looking over what Ms. Dean has written so I will know what she plans to 
include in the final report. 

At no time will I be at any risk, physically or socially. Participation 
will cost me nothing other than my time and energy, and I understand 
that I will not be paid for my participation. The only benefit to me 
personally will be knowing that I have helped with much-needed research. 
The potential benefit to society may be future doctors who are more 
knowledgeable about people with severe disabilities and how to treat 
them, and better health care for people with severe disabilities. 

Confidentiality will be maintained. Names will be used during the 
intervie'l1s, but when the audiotapes are transcribed a coded number and a 
different name will be used. The only people in addition to Ms. Dean 
who will have access to any audiotapes or typed transcripts will be: 
Dr. Amos Sales, Dr. Inez Tucker, Dr. Daniel Head and Dr. Shitala Mishra. 
Brief portions of the transcripts may be read by two other resource 
lndividuals: Dr. Celia Elias and Dr. JoAnn Glittenberg. At the 
completion of the study all audiotapes will be erased, and typed 
transcripts will be destroyed. 
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If I have questions concerning my rights as a research participant, I 
may call the Human Subjects Con~ittee office at 626-6721. 

Authorization: 
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BEFORE GIVING MY CONSENT BY SIGNING THIS FORM, THE METHODS, 
INCONVENIENCES, RISKS, AND BENEFITS HAVE BEEN EXPLAINED TO ME AND MY 
QUESTIONS HAVE BEEN ANSWERED. I UNDERSTAND THAT I MAY ASK QUESTIONS AT 
ANY TIME AND THAT I AM FREE TO WITHDRAW FROM THE PROJECT AT ANY TIME 
WITHOUT CAUSING BAD FEELINGS. MY PARTICIPATION IN THIS PROJECT MAY BE 
ENDED BY THE INVESTIGATOR FOR REASONS THAT WOULD BE EXPLAINED. NEW 
INFORMATION DEVELOPED DURING THE COURSE OF THIS STUDY WHICH MAY AFFECT 
MY WILLINGNESS TO CONTINUE IN THIS RESEARCH PROJECT WILL BE GIVEN TO ME 
AS IT BECOMES AVAILABLE. I UNDERSTAND THAT THIS CONSENT FORM WILL BE 
FILED IN AN AREA DESIGNATED BY THE HUMAN SUBJECTS COMMITTEE WITH ACCESS 
RESTRICTED TO THE PRINCIPAL INVESTIGATOR, PATRICIA SACHT DEAN, OR AN 
AUTHORIZED REPRESENTATIVE OF THE DEPARTMENT OF SPECIAL EDUCATION AND 
REHABILITATION. 

I UNDERSTAND THAT I DO NOT GIVE UP ANY OF MY LEGAL RIGHTS BY SIGNING 
THIS FORM. A COPY OF THIS SIGNED CONSENT FORM WILL BE GIVEN TO ME. 

Subject's Signature Date 

Subject's Agent/Interpreter Date 

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

Investigator's Affidavit: 

I have carefully explained to the subject the nature of the above 
project. I hereby certify that to the best of my knowledge the person 
who is signing this consent form understands clearly the nature, 
demands, benefits, and risks involved in his/her participation and 
his/her signature is legally valid. A medical problem or language or 
educational barrier has not precluded this understanding; however, 
should the situation arise, an appropriate interpreter will be employed. 

Signature of Investigator 
Patricia Sacht Dean 
Tucson, AZ 85711 

Date 
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__________________________________________ a ____________________________ _ 

At the inception of this study I was told that several weeks after 
completion of the interviews Ms. Dean would contact me to review the 
draft document. I understand that I have the right to edit or change 
any of my direct quotations that Ms. Dean plans to include in the final 
document. My signature below certifies that I have read or that Ms. 
Dean has read to me those portions of the report pertaining to my 
participation in the study, and that I approve inclusion of those 
sections in the final dissertation report. 

I UNDERSTAND THAT I DO NOT GIVE UP ANY OF MY LEGAL RIGHTS BY SIGNING 
THIS FORM. A COPY OF THIS SIGNED CONSENT FORM WILL BE GIVEN TO ME. 

Subject's Signature Date 

Subject's Agent/Interpreter Date 

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

Investigator's Affidavit: 

I have carefully explained to the subject the nature of the final report 
of this study. I hereby certify that to the best of my knowledge the 
person who is signing this consent form understands clearly the benefits 
and risks involved in publication of brief quotations from himjher and 
that hisjher signature is legally valid. A medical condition or 
language or educational barrier has not precluded this understanding; an 
appropriate interpreter was employed for one participant. 

Signature of Investigator 
Patricia Sacht Dean 
Tucson, AZ 85711 

Date 
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APPENDIX B: INTRODUCTORY NARRATIVE 

Code #I: ______ _ Date _____________ __ Interview #I: ____ ___ 

The details about our meetings were mentioned in the letter I sent you 
and in the consent form you signed, and I'll go over those again today: 

First of all, everything you tell me will be strictly confidential, and 
the only people why may read any of the typed transcripts would be my 
committee members. Also, the Human Subjects Committee at the University 
has responsibility for protecting anyone who agrees to help with any 
study, and they have approved my plan. 

That brings me to the next item. You agreed earlier to take part in 
this study, and I need to ask you again today: Do you still want to 
participate? Response: __ YES __ NO 

Signature: 

Date: 

With that bit of business taken care of, here is the plan: 

You and I will meet two or three times for about an hour each 
time, and I will tape-record these meetings. The interviews will 
be spaced several days apart. The tapes will be erased after the 
study is completed and the typed pages will be destroyed. 

While we are taping, if you want to tell me something "off the 
record", we can either stop the tape before you tell me or I will 
delete it from the typed version when I transcribe it. 

During our meetings please feel free to interrupt me at any time 
if it isn't clear what I'm asking, or if you think of something 
you want to add, or if you think I may have misunderstood what you 
had in mind. This is really important, so please feel free to do 
it. 

Also, during our meetings, if either of us needs to take a break, 
or if we get too tired to continue, we need to tell each other. 
So please don't hesitate to call a "time out", and I'll do the 
same. 

After we finish with the tape-recording meetings, there will be 
several weeks before I get back in touch with you. At that 
meeting we will go over what I've written so you will know what I 
plan to include in the final report, and if I need to include any 
direct quotes from you, I'll ask you to sign another consent form 
at that time. 
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APPENDIX B -- Continued 

It's important to me that we feel comfortable with each other 
while we're talking. I'll be asking you a lot of questions, and 
if there are things you'd like to know about me, just ask. I'll 
be making some notes as we go along, and they will be on the coded 
pages only, without your name and phone number, which is at the 
top of the first page only. That part will be torn off and kept 
in a separate file from the completed forms. 

There are a few pages of questions that I'll fill out as we talk. 
Do you have any questions before we begin? 
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APPENDIX C: PERSONAL DATA BLANK 

Name __ ~ ______ ~ __ ~ __ ~ __________________________________________ __ 
Address (or meeting place) 
Phone (or other way I can reach you) 

Code # -------- Date ----------------- Interview # ____ __ 

1. Code # ____ _ Date Interview # ______ _ 

2. Age: 3. 

4. Ethnicity: Asian _Black Cauc Native Amer Other 

5. Education: 0 - 6th gr. __ Jr High __ HS/GED __ Jr Coll 
__ BA/BS __ MA/MS __ Ed. D. /Ph. D. 

6. Marital Status: _Single _Married Div _Wid _Sig.Other 

7. How many people live with you? ___ _ 

8. Ages & Relationship _________________________________________ _ 

9. Occupation, if employed: 

10. How long in this position? 

11. How do you like it? 

12. How many of the past 10 years have you been employed? ______ _ 
At what jobs? 

13. Are there things preventing you from working? YES' -- , NO 

14. 'What kinds of things are standing in your way? 

15. Other source(s) of income? ____________________________________ _ 

16. Approx. income/yr: O-sK s-IOK 10-15K ls-20K 
_20-30K _30K+ 

17. Please tell me the sources of your health care over the years 
(e.g., private Drs., health clinics, insurance, HMO, VAMC) 
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APPENDIX D: INTERVIEW PROTOCOL 

Interview * Code * ____________ _ Date ________________ __ ---------
Part A - LIFE/TYPICAL DAY: 

1. How long have you had this disability? _________________________ __ 

2. If there was a known cause, what was it? ______________________ __ 

3. Please describe it in your own words: 

4. How do you feel about having this disability? __________________ __ 

5. Please tell me about the things you like to do (som~ people would 
call it your "lifestyle"): 

6. Tell me about the kinds of help or assistance you need in your 
daily life: 

7. How has your _________ affected your education? 

8. How has it affected your being employed? 

9. How has it affected your social life? 

10. How has it affected your personal life? 

11. Tell me what a typical day is like for you ____________________ __ 

12. Do you think other people with the same disability deal with it 
pretty much the same as you do? YES NO 

13. Tell me some of the things that make you think so 

14. Please describe your general health today: 

15. Approximately how many hospitalizations have you had during your 
life that were related to your disability? 

16. How many hospitalizations for other health problems? 

17. Hospitalizations for what health problems? ____________________ __ 



APPENDIX D - - Continued 

Part B - INTERACTIONS WITH DOCTORS: 
18. I know I asked you when I first contacted you if you have a 

doctor's appointment scheduled for any time soon. Do you? 
__ YES; __ NO When? 

19. Approximately how many times a year do you see a doctor? 
__ 0-3 __ 4-6 __ 7-9 10-l2 13 or more times 

20. Do you have a regular doctor? ____ yES; NO 

21. How long have you been seeing this doctor? 
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22. How comfortable are you with your doctor -- Can you talk with your 
doctor about really personal things? ____ yES; ____ NO 
Explain _____________________________________________________ __ 

23. Are you currently taking any medications prescribed by a doctor? 
__ YES; __ NO 

24. What are they and for what health conditions? __________________ _ 

25. When did you last see a doctor? 

26. For what reason? 

27. Tell me about that visit: ______________________________________ ___ 

28. About how many doctors have you seen over the years? 

29. Tell me about specialists you've seen 

30. Tell me what it's been like to deal with doctors over the years 

31. Tell me what an ideal--or "perfect"--appointment with a doctor 
would be like, from the time the doctor enters the examining room 
to the end of the appointment __________________________________ __ 

32. Is there one doctor you really appreciate? _____ yES NO 

33. Tell me what it's like to be in the same room with that doctor: 
a. the way the doctor acts -----------------------------------b. the way you act __________________________________________ _ 
c. things the doctor says ____________________________________ _ 
d. things you say _____ ---:-___ --:-_____________ __ 
e. what happens during a physical exam~ ______________________ _ 



99 

APPENDIX D -- Continued 

34. What are some of the worst experiences you have had with doctors? 
a. the way the doctor acts 
b. the way you act ________________________________________ __ 
c. things the doctor says ____________________________________ _ 

d. things you say ______ ~----~-----------------------------
e. what happens during a physical exam~ ____________________ __ 

35. Think about a typical visit with a doctor, and then finish this 
sentence: 

"I especially like it when the doctor ____________________ " 

36. What else? Something else? Anything else? 

37. Again, think about a typical visit with a doctor, and then finish 
this sentence: . 

"I don't like it when the doctor II 

38. What else? Something else? Anything else? 

39. Give me an example of what a doctor has said to you that made you 
feel good about yourself ____________________________________ _ 

40. Give me an example of what a doctor has said to you that made you 
feel badly about yourself ______________________________________ __ 

41. During a physical exam, what kinds of things have doctors said 
(and DONE) that make you feel good about yourself? 

42. During a physical exam, what kinds of things have doctors said 
(and DONE) that make you feel badly about yourself? 

43. When you are at a doctor's appointment, how does the doctor talk 
wi th you about: 
a. the problem you came in to talk about (how you are treated 

as a person) 
b. your physical exam ~----~~--~~--~~----~----~~-----
c. what the doctor thinks you have (what's happening with your 

body __________________________________________________ ___ 

d. any treatments (medications, or directions for what you need 
to do) 
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APPENDIX D -- Continued 

WRAPUP OUESTIONS: 

44. While we were talking, were there things you thought of that I 
didn't ask you about that you think would help me understand you 
better? __ YES; __ NO 

45. Let's talk about those things ________________________________ ___ 

46. What about things that would help me understand that situation 
better? 

FOR FOLLOWUP INTERVIEW: 

47. During our first meeting we were talking about 
and I'm not sure that I understand what you meant. Tell me more 
about that ____________________________________________________ __ 
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