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ABSTRACT 

THE STRATEGIC PROCESS AND STRUCTURE 
OF HOSPICE AND PALLIATIVE CARE 

IN THE UNITED STATES AND CANADA: 
A COMPARATIVE STUDY 

February, 1989 

CORNELIA M. DANIEL, B.S., UNIVERSITY OF FLORIDA, GAINESVILLE 

M.R.C., UNIVERSITY OF FLORIDA, GAINESVILLE 

M.S.B.A., UNIVERSITY OF MASSACUSETTS, AMHERST 

Ph.D., UNIVERSITY OF MASSACHUSETTS, AMHERST 

Directed by: Professor A. Elliott Carlisle 

The study compares the strategic processes and struc¬ 

tures of hospice and palliative care as they have emerged in 

the United States and Canada over the past 14 years. How 

have two organizations, born of a single concept conceived 

in Great Britain, evolved and developed, given different 

environmental opportunities and constraints? 

There has been a great deal of research studying the 

affect of environment on strategy and structure (and vice- 

versa) . This study contributes to that literature in a 

special way by looking two organizations with similar goals, 

but in very different environments. Emphasis is given to 

the dominant coalitions (Thompson, 1967; Child, 1972) within 

each organization, and how their perception of the environ- 

vm 



ment affects their decision making. Significant differences 

were found in the nature of the health care environments; 

Canada’s health care environment can be classified as stable 

while the health care system of the U.S. can be classified 

as turbulent. Significant differences were also found in 

the nature of the dominant coalitions. The power groups in 

the U.S. have been politically oriented while the power 

groups in Canada have been oriented more towards education. 

The findings show significant differences in structures 

of hospice within the U.S. and palliative care within Canada. 

The structures have significantly impacted on the processes 

of hospice and palliative care delivery. 

Palliative care in Canada began as part of the health 

care system, and has largely remained within that system. 

In contrast, hospice in the United States was begun as a 

grass-roots movement outside of the system, but is sub¬ 

sequently becoming a part of the health care system, due 

largely to the efforts of the dominant coalitions within 

hospice. The environment was seen as more malleable by the 

dominant coalitions within the United States, so while Cana¬ 

dian programs have primarily worked to change their internal 

environments, the hospice movement in the U.S. has focused 

on changing the external environment. 
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CHAPTER 1 

INTRODUCTION 

The dissertation compares both the strategic processes 

and the structures of hospice and palliative care services 

as they have emerged in the United States and in Canada over 

the past 14 years. It shows how two industries, born of a 

single concept, are evolving and developing differently (or 

similarly), given different environmental opportunities and 

constraints. Structure, in this dissertation, will be de¬ 

fined as the design of the organization through which its 

program is administered. Strategy will refer generally to 

the "determination of the long-term goals and objectives" of 

the organization, and the "adoption of courses of action and 

the allocation of resources necessary for carrying out these 

goals (Chandler, 1962)." 

Overview 

More specifically, the dissertation examines and com¬ 

pares the strategic processes of two sets of organizations as 

defined by the following four characteristics: 

1) goal formulation: this concept includes the forma¬ 

tion of long-term goals and objectives, and can be thought 

of in terms of the organization's mission (Schendel and 

Hofer, 1978; Porter, 1980); 
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2) environmental analysis: this refers to an organiza¬ 

tion's forecasts or assumptions about the environment 

(Schendel and Hofer, 1978); 

3) strategy formulation: this will be considered 

those courses of action decided upon to achieve the goals 

(Bower and Doz, 1979), and can be thought of as "intended 

strategy" (Mintzberg, 1979); 

4) strategy implementation: Schendel and Hofer ex¬ 

plain this as essentially an administrative task. While the 

first three characteristics are analytical (and in some 

cases unconscious), strategy implementation is the actual 

carrying out of plans to accomplish the goals of the organi¬ 

zation. This can also be thought of as "realized strategy" 

(Mintzberg, 1979). The above processes are examined in the 

context of relevant structural and environmental variables. 

The research on the interactions between environment 

and an organization's strategy and structure will be 

examined in Chapter 2 to demonstrate the importance of this 

research study, and to place it within an appropriate con¬ 

text . 

This area of research has taken on particular impor¬ 

tance since the seminal work of Alfred Chandler, Strategy 

and Structure. written in 1962. Chandler's is a comparative 

study of four large firms within a single environment. He 

states that "while each thought its problems were unique and 

its solutions genuine innovations," there were, neverthe- 
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tion. One of his major findings was that patterns of growth 

reflect the changes in the overall American economy. 

Chandler's reality-based theory will be used in 

modified form. That is, it will be extended by the theories 

of Child (1972) and Weick (1969). Both Child and Weick say 

that decision makers have the ability to "enact" or create 

their environment, and that structures are determined in 

part through the enactment process. The degree to which 

enactment occurs depends to a large extent on the perceptual 

process. For Child, strategic decisions, the result of 

choices perceived as available in the environment, and 

chosen by a dominant coalition (those who have actual, even 

if not legitimate power), are the ultimate determinants of 

organizational structure. 

Significance of Research 

This study is significant because it tries to under¬ 

stand two nearly identical industries in terms of goals 

and philosophies, born of a single concept, but nurtured in 

two very different environments. 

What can researchers and practitioners gain from such 

an understanding? It will contribute in a special way to 

the growing theory of organizational response. A compara¬ 

tive study of this magnitude will certainly shed light on 

the complex issue of strategic process by showing both how 



organizations in different environments choose to cC^p- *o 

these environments, and what this adaptation means *t-m 

of organizational effectiveness. Organizationa. 

effectiveness is defined as the degree to which goals er* 

accomplished (Daft, 1986). 

Background -- Hospice and Palliative Cara 

Hospice and palliative care are defined as care vr.cr 

gives the patient and his/her family the s-pport neoeoxar; 

to maximize the quality of time remaining for them - cm 

means the emphasis is on living -- not dying. Patient*: 

receive palliative care pair, and symptom control ao op¬ 

posed to curative treatment. This care is holistic tnat 

is, not only is physical pain relieved hot nospice vorcs to 

alleviate any psychological serial cr spiritual pair tat 

the patient and family may re experiencing. The petient art 

family are seen as a unit cf care. Erspirer is hoot a philo¬ 

sophy and a means cf caring that seeks to restore at: main¬ 

tain dignity to patients who are dying. There ere many 

definitions, and some disagreement about vhether hcapita ns 

a concept or a program cf care, but the amove capnurex tne 

essence of the definitions in both Canada ami the united 

States. 

* The term "hospice will be used when refemnmg mo momn 
palliative care in Caneda and iospi:a 11 the united Ctanex 
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The hospice movement within the United States and pal¬ 

liative care services in Canada both began as a direct 

result of the work of Dame Cicely Saunders, M.D., founder of 

St. Christopher's Hospice in England. While there were 

people in both Canada and the United States who were dis¬ 

satisfied with the treatment of the dying, and while a few 

isolated places (hospitals, nursing homes) offered special 

care to the dying, there was no organized effort in either 

country to bring about change in this area. 

Both hospice and palliative care services have sought 

the same end, and while not alone in their efforts, two 

people in particular, Dr. Balfour Mount, a physician in 

Montreal, and Florence Wald, the Dean of Nursing at Yale 

University in Connecticut, are credited with introducing the 

hospice concept into their respective countries. In both 

cases interest began in the 1960's when word of Saunders' 

work began to have an impact. 

Palliative care services began in Canada in 1975 as a 

part of the Royal Victoria Hospital in Montreal. In 1984, 

64 formal Canadian palliative care services were identified. 

In 1986 the number of palliative care services grew to 359. 

Hospice became a reality in the U.S. with the founda¬ 

tion of the Connecticut Hospice, Inc. in 1974 as a home care 

program. By 1981 there were 440 hospices in the U.S. and in 

1986 a survey by the National Hospice Organization identi¬ 

fied 1683. 
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Palliative care services in Canada and hospice in the 

U.S. began with different structures. In Canada, palliative 

care was begun within the existing medical framework. Its 

services came under the auspices of the public hospital, 

primarily large teaching hospitals, and reimbursement was 

through the national health care and provincial health care 

systems through the hospital global budget. 

The Hospice of Connecticut, Inc. was developed along 

the lines of St. Christopher's in England as an independent, 

private hospice. It began by providing home care in 1974, 

but subsequently built a free standing inpatient unit in 

1980 to offer inpatient care to dying patients. It received 

funding primarily through gifts and both federal and 

private grants. 

Research Assumptions and Questions 

The following assumptions were the starting point for 

the research and the basis for the initial hypotheses set 

forth in Chapter III. These include: 1) Both palliative 

care services in Canada and hospice in the United States 

have been influenced significantly by the hospice movement 

in England, as defined by Saunders, and articulated by 

Saunders, Wald, Mount and other early pioneers of the hos¬ 

pice and palliative care movements. The general assumptions 

and principles agreed upon by this group, known as the 



International Work Group in Tenth snd 5erenve-ent are 

as follows: 

Assurrtiers 

1. The care of the dying is a process involving 
the needs of the patient farily and caregivers. 

2. The problems of the patient farily facing 
terminal illness include a wide variety of issues: 
psychological, legal,, social, spiritual economic 
and interpersonal. 

3. Dying tends to produce a feeling of isolation. 

4. It has been the tradition to train caregivers 
not to become emotionally involved but in termi¬ 
nal illness the patient and family need to 
experience the personal concern of those taking 
care of them. 

5. Health care services customarily lack ooordi- 
nat ion . 

6. A supportive physical environment contributes 
to the sense of veil being of patients* of family 
and of caregivers. 

t'T iiu'ii'lrs 

1. The interaction of these three groups of indi¬ 
viduals must constantly be assessed with the aim 
being the best possible care of the patient. This 
Cannot be accomplished* however, if the needs of 
family and/or caregivers are neglected, 

2. Care requires collaboration of many disci 
plines working as an integrated clinical team, 
meeting for frequent discussions and with common 
ness of purpose. 

3. All that counteracts unwanted isolation should 
be encouraged ? social events and shared woxk, 
inclusive of all involved, should be arranged so 
that meaningful relations Can be sustained and 
developed. 
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4. Profound involvement without loss of objecti¬ 

vity should be allowed and fostered, realizing 

this may present certain risks to the caregiver. 

5. The organizational structure must provide 
links with existing health care professionals in 
the community. 

6. The environment should provide adequate space, 
furnishings that put people at ease, the 

reassuring presence of personal belongings and 
symbols of life cycles (Mount, p. 1281, 1979). 

[The work group also developed patient-oriented, family- 
oriented and staff-oriented assumptions and principles. See 
Appendix A] 

2) Both palliative care services in Canada and 

hospices within the United States have similar goals and a 

similar mission. This is reflected in the assumptions and 

principles which were jointly created in 1979 by the foun¬ 

ders of hospice in Britain, Canada and the United States who 

are members of the International Work Group in Death, Dying 

and Bereavement. 

3) A greater degree of change has occurred within the 

hospice movement in the United States as compared with 

palliative care services in Canada. 

Using the methodolgy briefly described below and in 

more depth in Chapter III, this dissertation seeks to under¬ 

stand the total response of the industry to its environ¬ 

ment. The overall questions are: 1) how have these two 

industries developed; 2) what have been the critical 

variables in their development; 3) how have these variables 
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been critical; and 4) what have been the results in terms of 

an organization’s ability to achieve its goals? 

The research has attempted to understand how percep¬ 

tions of persons in a position to affect change are 

reflected in the organizations' strategies and structures, 

and what the results are in terms of their effectiveness. 

This is measured through the perceptions of those hospice 

and palliative care directors who participated in the survey 

(see Appendix C) and who were interviewed in depth, as well 

as through the in-depth interviews of those in national and 

regional leadership positions in hospice and palliative 

care. 

While research hypotheses have been set forth, it 

is not the purpose of this paper to prove or disprove them. 

Rather, this research is concerned with looking at the 

strategic processes of two similar industries, how they have 

evolved and continue to evolve, and some of the reasons why 

observed differences or similarities have occurred. To 

accomplish this, some of the factors investigated include 

the philosophy of hospice in each country and its origins, 

attitudes toward the health care system and hospice system 

of each country, perceptions of the original mission of 

hospice, perceptions about the direction of the hospice 

movement (within Canada and within the United States), 

feelings about that direction, and perceptions about the 

"best” way to deliver hospice or palliative care services. 
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Methodology -- A Brief Introduction 

By using a Rogerian method of interviewing it was 

expected that other factors integral to the evolution of 

hospice would became evident. 

The basic methodological approach, which will be des¬ 

cribed in more detail in Chapter III, has been that of the 

ethnographer. Ethnography, a method of research used fre¬ 

quently in anthropology, seeks to understand the meaning of 

actions and events as understood by their participants. The 

approach (which will not be followed strictly) always 

implies a theory of culture (Spradley, 1979). This is an 

appropriate method when dealing with a comparison of organi¬ 

zations within two different cultures. Culture, in this 

context, refers to "the acquired knowledge that people use 

to interpret experience and generate social behavior 

(Spradley, p. 5)." 

The hypotheses, then, can be thought of as a starting 

point. This approach is appropriate because new terrain is 

being studied. Most of the prior research in hospice care 

has been concerned with aspects of delivery of care rather 

than organizational evolution. Little is known and less has 

been written about how and why the strategic processes of 

hospice and palliative care services have evolved as they 

have. 
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While a true ethnographic study would generate no hypo¬ 

theses until data were collected, the listing of hypotheses 

does not violate the tasks involved in ethnography. The 

research steps in an ethnography are: 1) selecting a 

problem; 2) collecting cultural data; 3) analyzing cultural 

data; 4) formulating hypotheses; and 5) writing the ethno¬ 

graphy (the process of analysis). The hypotheses at least 

partially define the problem selected. 

What will happen in the final analysis is two-fold. An 

understanding of how the strategic process has and is evol¬ 

ving from the perspective of those who are the caregivers is 

set against available criteria for organizational effective¬ 

ness. Most often these criteria are perceptual.* 

The interviews from the qualitative research were analyzed, 

and one additional hypothesis was generated; two inappro¬ 

priate hypotheses were dropped. From the interviews, a 5- 

point Likert type questionnaire was developed to determine 

how a sample of hospice administrators perceive hospice 

development, the critical components which have shaped it, 

and the interviewees' attitudes. This has added depth to 

the qualitative material collected, and has served to either 

verify or to raise questions about the interview material. 

Analysis of variance is used to analyze the data. 

* Very little objective criteria are available to determine 
effectiveness, most evident in Canada, but also true in the 
United States. 



CHAPTER 2 

REVIEW OF THE LITERATURE 

Introduction 

This dissertation seeks to understand the strategic 

process and associated structures of hospice and palliative 

care programs in the United States and Canada. The theore¬ 

tical base of the dissertation lies in the management theo¬ 

ries of strategy and strategic process, in the theories on 

the constructs of structure and environment, and in the 

theories and studies which examine the inter-relationships 

of these constructs. 

A basic assumption is that the strategic development of 

an organization is the product of a planning process (on 

some continuum between informal planning and formal strate¬ 

gic planning) which is influenced in varying degrees by the 

environment, existent and surrounding structures and the 

relevant dominant coalition(s) (Child, 1975). 

This chapter will seek to clarify meanings, first of 

the critical contextual factors, structure and environment, 

and then of strategy and strategic process. It will close 

with a review of some of the relevant models and theories of 

the relationships between all three constructs -- environ¬ 

ment, structure and strategy (and/or strategic process). 

12 
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Environment 

It is generally taken for granted that some boundary 

separates organizations from their environment (Miles, Snow 

and Pfeffer, 1974; March and Simon, 1959; Thompson, 1962). 

However, it is never entirely clear just where that separa¬ 

tion is. The best a researcher can do is be very clear 

about how the constructs are defined, and proceed from 

there. 

While "the need to consider environmental forces is 

obvious," actual measurement is difficult, and a complete 

description is "prohibitive" (Downey, Hellreigal and Slocum, 

1975) . 

Miles and Snow (1978) also speak of the difficulties 

inherent in defining it: 

Theorists are still attempting to develop descrip¬ 
tions of the environment that are flexible enough 
to permit meaningful comparisons of different 
kinds of organizations and yet precise enough to 

be analytically useful (p. 252)." 

There are several ways of dealing with this problem of 

definition, and the way chosen will depend a great deal on 

both the purpose of the study and the methodology. 

As Miles and Snow (1978) comment, 

...every organization is embedded in a network of 

external influences and relationships which can be 
labeled as its environment... the environment is 

not a homogeneous entity but rather is composed of 

a complex combination of factors such as product 
and labor market conditions, industry customs and 

practices, governmental regulations and relations 

with financial and raw material supplies (p. 18). 
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Each factor influences the organization -- its strategy 

and its structure — in unique ways. It is this research 

into environment and its interrelationship with strategic 

process that help us as strategic management researchers to 

understand both how and why strategy is formulated and 

implemented in organizations. Starbuck (1965) reinforces 

this view when he states: 

Clearly, environmental effects are ubiquitous. 
One can say nothing about an organization without 

also saying something about its environment, and 
an organization's need for satisfactory interac¬ 

tive relationships with its environment is inesca¬ 

pable (pp. 467-468). 

In terms of dealing with the environment, Starbuck 

quotes Dill, saying: 

...our best strategy for analyzing the environment 

is probably not to try to understand it as a 
collection of systems and organizations external 

to the one we are studying. We seldom have enough 
data to do an adequate job of this. Instead, we 

can view the environment as it affects the organi¬ 

zation which we are studying. We treat the 
environment as information which becomes available 

to the organization or to which the organization, 

via search activity, may get access (Dill, 1962, 

p. 96 ) . 

The question, then, is how should environment be de¬ 

fined, and on what should it be based? 

Thompson (1967) speaks of environment from several 

different perspectives. He states that the "notion of 

environment turns out to be a residual one"; it refers to 

"everything else (p. 27)." This sort of definition has very 

little meaning in terms of theory, so Thompson adopts Dill's 
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(1958) concept of the "task environment" to denote parts of 

the environment which are relevant or potentially relevant 

to goal setting and goal attainment. This task environment, 

Thompson says, is composed of four major sectors: 

1. Customers (both distributors and users); 

2. Suppliers of materials, labor, capital, equipment 

and work space; 

3. Competitors for both markets and resources, and 

4. Regulatory groups, including governmental agencies, 

unions and interfirm associations. 

Thompson does not discard the remaining environment. 

He points out that patterns of culture influence organiza¬ 

tions in important ways, and that the environment beyond the 

task environment may constitute a field of interest to the 

organization at some future time. 

Thompson suggests that what environment is. can act as a 

constraint, and that this can vary from organization to 

organization. He gives some interesting examples of these 

differences: 

1. Governmental units that must survive on financial 

inputs provided by legislative units; 

2. Prisons that have no options regarding clientele; 

and 

3. Hospitals, whose domain is constantly redefined as 

medical technology and methods of reimbursement change. 

Other constraints would include such factors as raw 
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material inputs, manpower inputs, and the cost of both 

transportation and communication. 

According to Child (1972), organizational environment 

can only be defined in terms of what S. Levine and P.E. 

White (1961) have termed "organizational domain"; that is, 

"the specific goals which organizational decision-makers 

wish to pursue and the functions which they cause an organi¬ 

zation to undertake in order to implement these goals (pp. 

8,9)." 

Aldrich and Pfeffer present two different conceptions 

of the environment. The first approach treats an organiza¬ 

tion's environment as the flow of information perceived by 

members at the organization's boundaries (Dill, 1958; 

Weick, 1969; Duncan, 1972). The second approach sees the 

environment as a pool of available resources, and more or 

less ignores the process by which that information is 

introduced into the organization (Pfeffer, 1972; Aiken and 

Hage, 1968) . 

Tosi and Slocum (1984) argue in similar fashion to 

Thompson that because the relationship of the organization 

needs to be precisely framed, any theory of relationship 

must include "the array of environmental sectors with which 

an organization interacts and the attributes of specific 

sectors (p. 14)." Their perspective is systematic and the 

sectors they specify are: 1) users of output; 2) input 

sources; and 3) external regulators. For example, for a 
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business organization, specific sectors might include custo¬ 

mers, capital sources and raw material suppliers. 

Weick (1969,1979) sees environment, in its relationship 

to organization, as "enacted"; that is, "the external envi¬ 

ronment literally bends around the enactments of people... 

(1979, p. 130)." While perception is a more passive way 

of viewing the environment, enactment 

...captures the more active role that we presume 
organizational members play in creating the envi¬ 
ronments which then impose on them (Weick, 1977, 
p. 130) . 

He describes the environment of an organization in terms of 

information, and agrees that perception plays an important 

role in processing information. He accepts March and Si¬ 

mon's (1957) notion of "bounded rationality": 

...individuals have perceptual as well as informa¬ 
tion processing limits, and even though they may 
intend to act rationally, they can do so only in a 
limited fashion (1969, p. 8). 

This does not necessarily mean, however, that a person 

reacts to an environment as perceived. 

Instead of adapting to a ready-made environment, 
it is entirely possible that the actors themselves 
create the environment to which they then adapt. 

Rather than talking about adapting to an external 
environment, it may be more correct to argue that 
organizing consists of adapting to an enacted 
environment, an environment which is constituted 
by the actions of interdependent human actors 
(1969, p. 27). 

This enactment, which is in a sense control of or power 

over the environment (Jacobs, 1974; Blau, 1964), "is a 
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phenomenon put there by the actors within the organization 

and by no one else (1969, p. 28)." 

Along with Child (1972) and Hall (1977), Weick suggests 

that the degree of enactment can vary according to the level 

of the person (access to power) within the organization. 

A good description of enactment comes from Levin 

(1980), who describes the enactment process as it occurs in 

health associations: 

Basically, the members of different health asso¬ 
ciations seek to achieve through legislation what 
they cannot achieve in a competitive market, name¬ 
ly, a monopoly position with respect to the sale 
of their services (p. 8). 

Health associations actively and directly engage their 

external environment, and become a part of the change pro¬ 

cess . 

Child (1972), who accepts the notion of enactment, 

nevertheless sees environment both as a source of constraint 

and as a pool of necessary resources. He describes environ¬ 

ment through three characteristics that seem most important: 

1. Environmental variability; 

2. Environmental complexity; and 

3. Environmental illiberality (which refers to the degree 
of threat that faces environmental decision makers in 
the achievement of their goals -- this could include 
external competition, hostility, or indifference). 

He states that some degree of environmental selection 

is open to most organizations, and that for larger organiza- 
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tions what he calls "environmental manipulation" is even a 

possibility. 

He comments on the important distinctions between the 

"reality" of the environment and its evaluation. It is this 

distinction which explains why organizational decision 

makers in practice may not react to observable environmental 

changes. 

Child's view of the environment really falls between 

perception and enactment. While perception is inevitable, 

enactment occurs through the choice of the "organizational 

domain." He describes the environment of an organization as 

having several boundaries, each proceeding outwards from the 

organization, with those circles closest having the most 

immediacy in terms of goals and functions. 

This distincting [sic] of several environmental 

boundaries ... implies that organizational decision¬ 
makers do take positive steps to define and mani¬ 

pulate their own corners of the environment (p. 

9) . 

Even the distinction — "the inner boundary of the 

environment" -- is determined by the goals and actions of 

the organizational decision maker(s). This boundary is 

something that varies over time, and is dependent to an 

extent on choices made by decision makers, both past and 

present. 

Child agrees that decision makers may well have some 

power to "enact" their organizations' environment but the 

extent to which this is possible is dependent on what he 
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terms the "dominant coalition," (Cyert & March, 1963; Thom¬ 

pson, 1967) and the use of strategic choice — a concept 

which will be discussed in greater detail in the last 

section of this chapter (p. 43). 

Stemming from the concept of enactment introduced into 

organizational studies by Weick, and through Child’s work on 

the concept of strategic choice, Miles and Snow (1978) argue 

that organizations act to create their environment through a 

series of choices regarding markets, products, technologies, 

size, etc. They say "environments which are enacted are 

theoretically limited only by man's imagination (pp 5-6)." 

But theory is not what is generally practiced. Miles 

and Snow set forth two significant limitations to this 

infinity of environments: 

1. Existing knowledge of alternative organization 

forms, and 

2. Managers' beliefs about how people can and should 

be managed. 

Astley (1984) contributes two alternative views of the 

environment -- first, the more traditional view of environ¬ 

ment as an exogenous variable which limits what is possible, 

and second, environment as that which is socially con¬ 

structed, and thus not exogenous. 

In his view, the environment is 

...neither faceless or intractable, but (is) con¬ 
stituted by specific interest groups or "stake- 
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holders" with whom organizations may strike fa¬ 

vorable bargains and thereby shape the basic na¬ 

ture of their operating domains (p. 526). 

Astley (1984) goes on to say that organizations do not 

so much confront the traditional threats and opportunities 

of business policy as they create them. Resources aren't 

discovered -- they're produced. 

The boundary between organizations and their envi¬ 

ronments begins to dissolve. Organizations are to 
be viewed as being part of their environments in 

the sense that their formulation of collective 
actions with other organizations is what esta¬ 

blished the very dimensions of their environments 

(p. 533). 

Astley believes that organizations are not independent 

of their environments, but are actually components of them. 

Perception of Uncertainty 

Clearly, the organization will ultimately be vic¬ 

timized by perceptions which ignore or distort 
crucial environmental elements (Miles, Snow and 

Pfeffer, 1978, p. 249) . 

March and Simon point out that "the distinction between 

internal and external relations for an organization is fre¬ 

quently a cloudy one (p. 131)." While never specifically 

defining environment, they speak of cognitive limits and the 

discovery and selection of satisfactory alternatives among 

choices. March and Simon state that "humans... behave ra¬ 

tionally only relative to some 'given' characteristics of 

the situation"... knowledge that may be more or less com¬ 

plete. In addition, much of the knowledge obtained comes 
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from "in-group communication"—which means with an accom¬ 

panying bias or melding of biases. 

The vast bulk of our knowledge of fact is not 

gained through direct perception but through the 
second-hand, third-hand, and nth-hand reports of 

the perceptions of others... 

these perceptions of the environment are biased 

even before they experience the filtering action 

of the frame of reference of the perceiver (pp 
152-153). 

This perception, whatever the degree of its correctness, is 

reinforced, March and Simon say, through in-group communica¬ 

tion. A rough boundary of sorts exists around an organiza¬ 

tion. On this boundary are places where 'selective fil¬ 

tering' takes place. The type of filtering, its extent, 

and the subsequent content and context of the perception are 

thus directly dependent on individuals at those pivotal 

points. 

When Dill (1958) defined task environment, he said that 

it consisted of inputs of information from external sources. 

By "task" he meant "a cognitive formulation consisting of a 

goal and usually also of constraints on behaviors appro¬ 

priate for reaching the goal." 

He further stated that a great deal of environmental 

pressure somehow gets internalized, and thus the person 

feels that he or she is responding to internal choice rather 

than to external pressure. 

Miles, Snow and Pfeffer (1974) say there is no really 

convenient way to categorize managerial perceptions, so they 
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end up being discussed in global terms or are ignored. 

Nevertheless, it is evident to them and to other researchers 

that perceptions have a strong influence on organizational 

response to environment. 

Uncertainty - The "Objective" Reality 

Thompson (1976) states that coping with uncertainty is 

the central problem that organizations face. Thompson's 

notion of the importance of task environment was discussed 

earlier, but it takes on a new perspective when linked with 

uncertainty. Unable to absolutely evaluate the environment, 

the organization must settle for a relative evaluation (p. 

89). Coping with uncertainty becomes "the essence of the 

administrative process." 

He sees uncertainties from three perspectives: 

1. generalized uncertainty (lack of cause/effect 

understanding in the culture at large) ; 

2. contingency perspective (where the outcomes of 
organizational action are in part determined by the 

actions of elements of the environment - not in the 

control of the organization); and 

3. interdependence of components (which is an internal 

source of uncertainty) (p. 159). 

As March and Simon (1957) have pointed out, when 

dealing in uncertainty, it often becomes easier not to deal 

with it, but rather to rely on preformulated programs. 
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Structure 

This section will briefly review some general defini¬ 

tions of structure, and will then look at more specific 

definitions which have either been operationalized for quan¬ 

titative research or that have been described through 

typologies or continuums. 

General Definitions 

Chandler (1962) defines structure as 

the design of the organization through which the 

enterprise is administered (p. 13). 

This design includes both the lines of authority and of 

communication in an organization and the data that flow 

through these lines. 

Chandler's thesis is that structure is the result of 

strategy; he adds that changes in strategy, which call for 

changes in structure, are primarily responses to the oppor¬ 

tunities and needs created by: 1) changing populations, 2) 

changing national incomes, and 3) technological innovations. 

While technological innovation certainly occurs within a 

firm, generally all three of Chandler's factors are consi¬ 

dered to be external to the organization. A major determi¬ 

nant of the firm’s strategy and structure of a firm is the 

firm’s environment. 

According to Miles, Snow and Pfeffer (1974), organiza¬ 

tional structure refers to the subunits of the organization 



and the interrelationships between and among them. They 

add: 

...structure includes such major organizational 
[as opposed to individual] variables as complexi¬ 

ty, formalization, centralization and administra¬ 
tive intensity....It exists to control and coor¬ 
dinate the technology and serves as a buffer 

between the technical core and the environment (p. 
256) . 

Weick (1969) is unable to discuss structure apart from 

process. He says a dual emphasis on structure and process 

"is unavoidable if one is to understand the working of an 

organization (p. 16)." He says that organizing and the 

consequences of organizing "are actually inseparable." 

The same things are involved and we can call them 
organizing or organization depending on how broad 

a portion of time we observe (p. 16). 

Miles and Snow (1978) define structure in terms of 

technology, which in turn is defined as the combination of 

skills, equipment, and relevant technical knowledge needed 

to bring about desired transformations in materials, infor¬ 

mation or people. 

According to Thompson (1967), structure is the "inter¬ 

nal differentiation and patterning of relationships (p. 

51)." He says that the key to a consideration of structure 

is that we are involved with a sociotechnical system -- that 

is, a system containing both human and non-human resources. 

Our basic assumption is that structure is a funda¬ 
mental vehicle by which organizations achieve 
bounded rationality. By delimiting responsibili¬ 
ties, control over resources, and other matters, 



organizations provide their participating members 
with boundaries within which efficiency may be a 

reasonable expectation (p. 54). 
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Structure As Evolving 

Weick (1969) states that structure (as that which con¬ 

trols) is really a "pattern of alliances" in the group; 

thus, structure is not something that can be separated from 

the processes that occur within structures. 

According to Chandler, organizations do not change 

their structures until they are provoked to do so by ineffi¬ 

ciency. This is consistent with Cyert and March's thesis 

(1963) that structure is often taken as a given. "Organiza¬ 

tions have memories in the form of precedents, and indivi¬ 

duals in the coalition are strongly motivated to accept the 

precedent as binding (p. 34)." 

It is difficult to separate structure from process. 

Structural contingency theory addresses this issue and asks 

what are those variables that determine how structure 

becomes and changes in time and over time. 

Ford and Hegarty (1984) in particular point to decision 

maker's beliefs about the causes and effects of structure: 

On the one hand, such beliefs act as filters on 

how decision makers see the world by serving to 

explain the how's and why's of events (i.e., cog¬ 
nitive orientation). Beliefs rationalize a deci¬ 

sion maker's understanding of the world and in¬ 

fluence perceptions by focusing attention on par¬ 
ticular events and providing an interpretation for 

these events (p. 272). 
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Decision makers may misinterpret the context in which 

their organization is situated and thus fail to really 

effect a fit between structure and context. 

Child (1972) sees three main sources of structural 

variation. The first stems from the environment. As men¬ 

tioned previously, he sees several environmental boundaries 

around the organization which proceed 'outwards,' with the 

closest circle having the most effect. Child argues that 

different environmental conditions and different types of 

relationships with outside parties will require different 

types of organizational structural accommodation for a high 

level of performance to be achieved. 

The second source of variation involves performance. 

He sees this as having an interactive effect and states 

that.... 

...a theory of organizational structure would 

posit structural variables as depending upon deci¬ 

sions which were made with reference to some stan¬ 

dard of required performance as well as to some 

prediction of the effects of structural alterna¬ 
tives upon the performance achieved (1972, p. 11). 

An intervening variable between structure and perfor¬ 

mance is that of effectiveness (achievement of goals). For 

structure to be influenced, it must be evident (at least as 

perceived by the decision maker) that the alignment will 

achieve organizational effectiveness (of some degree). 

Child's third source of structural variation is the 

result of what he terms the 'dominant coalition' (Thompson, 
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1967) — those who have the power to take initiatives on 

such matters as organizational structure. This concept, in 

Child's words, "provides a useful antidote to the sociologi¬ 

cally unsatisfactory notion that a given organizational 

structure can be understood in relation to the functional 

imperative of ’system needs' which somehow transcend the 

objectives of any group of organizational members (p. 16)." 

Child’s theory closely parallels Chandler’s insight that 

there exist critical variables of determination. 

An important consideration is the effect of organiza¬ 

tional cultures on organization. According to Tosi and 

Slocum, 

Organizational cultures are antecedents and conse¬ 

quences of particular designs. The dominant 

values of top management are reflected in the 
choice of the general form of structure (p. 21). 

They say that the choice of design, which comes from 

personal values, will in turn "reinforce certain values and 

behaviors more strongly than others." 

Strategy 

As with environment and structure, strategy, too, is a 

construct that can be defined in many ways and from a multi¬ 

tude of perspectives. Some of the more general definitions 

will be examined, followed by a brief examination of a few 

of the strategic typologies and taxonomies found in the 

literature. Finally, this section will examine some of the 



ways that researchers understand strategy as process, 

including strategic choice, shared values, bounded 

rationality and cognitive limits, and management style. 
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General Definitions 

One of the more prominent definitions, and the one used 

in this dissertation (in tandem with other related and 

consistent definitions and thus in modified form), comes 

from Chandler (1962). He states that strategy is... 

....the determination of the basic long-term goals 

and objectives of an enterprise, and the adaptation of 

courses of action and the allocation of resources 

necessary for carrying out these goals (p. 13). 

Miles and Snow state: 

Strategy is a pattern or stream of major or minor 
decisions about an organization's possible future 

domains. Futhermore, these decisions take on meaning 
only as they are implemented through the organization's 
structure and process. 

Porter (1980) talks specifically about competitive (or 

business) strategies, and places his arguments within the 

"key structural features of industry that determine the 

strength of the competitive forces and hence industry profi¬ 

tability (p. 4)." The goal of competitive strategy is for 

business to find a position in the industry where the 

company can compete most effectively. The key for creating 

strategy is to "delve below the surface and analyze the 

sources of each of the competitors." 
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Porter talks about two strategies relevant to this 

particular research. The first is termed "competitive stra¬ 

tegy in fragmented industries," and is described as an 

industry where no firm has a significant market, nor can 

strongly influence industry outcome. The unique feature of 

the industry is the absence of market leaders with any real 

power to shape industry events. One important consideration 

is that an industry can be fragmented because it is new. 

The skills and resources have not yet been developed "to 

command a significant market share (p. 200)." One possible 

way to overcome fragmentation is through consolidation. "If 

a firm can develop a threshold share, it can begin to reap 

any significant advantages of scale." 

Some of the reasons for becoming "stuck" in this stra¬ 

tegy are a lack of resources or skills, or the tendency to 

be myopic or complacent (p. 205). 

A second relevant strategy is the "competitive strategy 

in emerging industries." As Porter defines it, "Emerging 

industries are newly formed... created by technological 

innovations,...emergence of new consumers needs, or other 

economic and sociological changes that elevate a new product 

or service to the level of a potentially viable business 

opportunity (p. 215)." 

The essential characteristic of the emerging industry 

is that there are "no rules of the game." Some of the 

common structural characteristics include: 1) technological 
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uncertainty; 2) strategic uncertainty; 3) high initial costs 

but steep cost reductions; 4) first-time buyers (where the 

market task is one of inducing substitution); 5) subsidy 

(where early entrants are subsidized, but the subsidy adds 

instability and uncertainty to the industry.) 

"Industry evolution takes on critical importance for 

formulation of strategy," Porter says, and adds that one way 

to analyze evolution is to determine if any changes are 

occurring that will affect any elements of the structure 

(pp. 156-157). 

Porter adds that one of the most common forces leading 

to structural change is a change in the long-run industry 

growth rate. He identifies five important external reasons 

to account for long-run industry growth change: 

1) demographics, which could include change in the 
distribution of age groups; 

2) trends in needs, which could be affected by changes 

in philosophies and social conditions; 

3) change in the relative position of substitutes, 

which could include a rise in the price of substitutes; 

4) changes in the position of complementary products; 

and 

5) penetration of the customer group, which results in 
a demand for replacement, such as hospice in place of cura¬ 

tive care (pp 164-167). 

He adds one internal change, product change, which can 

allow the product "to serve new needs (pp 168-169)." 

Once the corporate strategist has assessed the 

forces affecting competition in his industry and 
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their underlying causes, he can identify his 

company's strength and weaknesses (Porter, 1979, 
p. 143). 

Some of the problems that constrain industry develop¬ 

ment include 1) the absence of an infrastructure, 2) custo¬ 

mer confusion (which results from the presence of a multi¬ 

plicity of product approaches), and 3) regulatory approval, 

where red tape can cause delays in being recognized and 

approved by the regulatory agency. 

According to Porter, "the overriding strategic issue in 

emerging industries is the ability of the firm to shape 

industry structure (p. 230)." 

Typologies 

Thompson (1967) sees strategy (decision making) as the 

outcome of two factors or dimensions -- (1) beliefs about 

cause/effect relations and (2) preferences regarding pos¬ 

sible outcomes. Four types of decision issues result in the 

following four parallel types of strategies: 

Programmed (Computational) Strategy: Where there is cer¬ 

tainty regarding both causation and outcome preferences; 

Judgmental Strategy: Outcome preferences are clear but 

cause/effect relationships are uncertain; 

Compromise Strategy: There is certainty regarding 
cause/effect but uncertainty regarding outcome preferences; 

Inspirational Strategy: Where there is uncertainty on both 

dimensions (if there is to be any decision, it will be 

inspirational) (pp. 134-135) . 
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Another perspective on strategies (incorporating the 

concept of structure) comes from Thompson and McEwen (1958), 

Thompson (1967), and from Pfeffer and Salancek (1978). 

Power should be incorporated within the strategy in a cer¬ 

tain structure so that interdependencies with other organi¬ 

zations might be managed. The strategies fall into two 

basic categories, competitive strategies and cooperative 

strategies. Cooperative strategies are further subdivided 

into bargaining, co-optation, and coalition. 

Competiton "refers to that form of rivalry between two 

or more organizations which is mediated by a third 

party.... [who] may be the customer (p. 118)." Bargaining 

refers to the negotiation of an agreement for the exchange 

of goods or services between two or more organizations. Co¬ 

optation is defined as the process of absorbing new elements 

into the leadership or policy-determining structure of an 

organization as a means of averting threats to its stability 

or existence, and coalition refers to a combination of two 

or more organizations for a common purpose (Thompson and 

McEwen, 1958, pp 120, 121). 

The Strategic Process 

As Hambrick and Mason (1984) point out, the strategic 

process "typically is viewed as flows of information and 

decisions, detached from the people involved." Logic alone 
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suggests that this is not realistic. The next few pages 

will explore some of the studies relevant to this disserta¬ 

tion that have looked beyond these objective flows of 

information and examined the strategic process more 

holistically. 

Hambrick and Mason (1984) take what they term "a top- 

sidely macro view...about the psychological processes of top 

management (p. 193)." They propose a theory of how the 

characteristics of the "upper echelon" become reflected in 

organizational outcomes. Relying on prior research of Cyert 

and March (1963) and March and Simon (1958), Hambrick and 

Mason find that bounded rationality and the subsequent ten¬ 

dency to "satisfice," combined with the concept of strategic 

choice (which cannot but embody the idiosyncracies of 

decision makers and of their personal perceptions of a given 

situation), produce a final choice which is anything but 

uniformally predictable. The following diagram depicts 

just what choice, when viewed sequentially, is all about. 

The background characteristics (functional, demographic 

characteristics, education, career, etc.) of this upper 

echelon (dominant coalition) provides an essential under¬ 

standing of choice, as opposed to psychological dimensions 

that are not as easy to measure, although there is a close 

correlation between one's background and subsequent psycho¬ 

logical dimensions, according to Hambrick and Mason. Again, 
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STRATEGIC CHOICE UNDER CONDITIONS OF BOUNDED RATIONALITY 

(p. 195) 

Figure 2.1. Strategic Choice under Conditions of 
Bounded Rationality 

a chart might provide the easiest way to understand this 

(see page 36). 

Some of the more interesting and relevant propositions 

they present include: 

P2: Firms with young managers will experience greater 

growth and variability in profitability from industry ave¬ 

rages than will firms with older managers; 

P10: Years of inside service by top managers will be nega¬ 

tively related to strategic choices involving new terrain 
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The Objective 

Situation 
(external and internal) 

Ugrer Echelon Characteristics 

Psychological Observable 

Cognitive base 

Values 
Age 
Functional tracks 

Other career experiences 

Education 
Socioeconomic roots 

Financial position 
Group characteristics 

%¼� 
Strategic Choices 

Product Innovation 
Unrelated/related diversification 

Acquisition 
Capital intensity.... 

...etc. 

Performance 

Profitability 

Growth 
Survival 

(p. 195) 

Figure 2.2. The Upper Echelons' Perspective of Organizations 

These insights interestingly coincide with that of the 

great Zen Buddhist teacher, Suzuki Roshi, who said in one of 

his lectures. 

In the beginner's mind there are many possibili¬ 

ties, but in the expert's there are few (Shunryu 

Suzuki, 1983) . 
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The strategic choice approach of Child (1972) has been 

widely accepted within the field of organizational studies. 

Miles and Snow's (1978) approach to the issue is particu¬ 

larly clear. They argue that the effectiveness of organiza¬ 

tional adaptation is dependent on the dominant coalition's 

perception of environmental conditions, and subsequent deci¬ 

sions based on these perceptions. 

They emphasize: 

1) Dominant coalition: Every organization has a group 

of decision makers whose influence on the system is 

greatest; 

2) Perceptions: This dominant coalition enacts or 

creates the organization's relevant environment, and this 

relevant environment is largely what management perceives it 

to be. What is not perceived cannot be acted upon; 

3) Segmentation: The dominant coalition is responsible 

for partitioning the environment and assigning these compo¬ 

nents to subunits. Resources are then allocated according 

to strategic importance (as perceived); 

4) Scanning activities: It is the dominant coalition 

that assesses what is most critical to/for the organization 

in the environment; assessment can be reactive or proac¬ 

tive; and 

5) Dynamic constraints: Adaptive decisions by the 

dominant coalition are constrained by past and present stra¬ 

tegy, structure and performance. New strategies can remove 



38 

or alter old constraints, but will have their own sets of 

constraints. 

The strength of the strategic choice is related to the 

capability of the planners and decision makers who process 

and use the information, and as Barnes (1984) says, this is 

really the "critical element in the strategy process." One 

of the problems Barnes identifies is whether or not the 

subjective judgments by decision makers will be trusted by 

those responsible for implementing the strategy. 

As pointed out by Weick (1969), people have the 

tendency to choose people with whom what he terms a "collec¬ 

tive structure" can endure. To a great extent the problem 

of trust is removed by mutual regard. 

Aldrich and Pfeffer (1976) both agree with and expand 

on this idea. Firms, they say, tend to have a "common 

perception" because of the tendency to hire those who think 

as we do. Perceptions have a tendency to become "homo¬ 

genized" because organizations tend to hire from within the 

same industry. The result is a great deal of "imitation and 

borrowing," and the development of a "common frame of 

reference" within an industry, often referred to as an 

organization's culture. 

Managers and staff are sent to the same institutes 
and training institutions and various types of 

coalitions depend on shared perceptions for the 
coordination of interorganizational behavior (p. 

95) . 
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Such common perceptions allow for uniform competitive 

advantage in a placid environment but can wreak havoc in a 

turbulent environment when deviant organizations that do not 

share the common misperceptions may prove most competitive 

and take over the niche. 

In the same article Aldrich & Pfeffer note some limits 

to the concept of strategic choice. They state that while 

environments are selected by decision makers, there are con¬ 

straints : 

1) Potential environments may be excluded by law be¬ 

cause of funding restrictions or legal barriers to entry, 

such as 

a) economy of scale barriers when an organization's 

unit production costs remain higher than those of 

competitors until the organization accounts for a 

substantial share of the market; 

b) absolute cost barriers, when a new firm's costs are 

higher than those of existing firms; 

c) product differential barriers, when 
established firms have achieved high visibility and 

their brands have gained wide recognition. 

The idea of choice does not exist in the utopian 

form that many authors imply. The search (let alone the 

choice) for new ways of doing things - new strategies -- 

occurs only when the organization faces major problems, 

crises or new opportunities when existing programs cannot be 

utilized. 

Another perspective comes from Weick (1969): 

The basic raw materials on which organizations 
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operate are information inputs that are ambiguous, 
uncertain, equivocal (p. 40). 

It takes equivocality to remove equivocality, he states, and 

adds: 

If an orderly process is applied to a chaotic set 

of information inputs, then only a small portion 
of these inputs will be attended to... The major 

portion of the equivocality in the input will 

remain outside the control of the system (p. 40). 

In other words, the equivocality of the processes must match 

the equivocality of their informational inputs. Weick gives 

the example of the psychiatrist with a complex mind dealing 

with a simple person -- . 

Weick summarizes the essence of bounded rationality: 

The essence of this notion is that individuals 
have perceptual as well as information processing 

limits, and even though they intend to act ra¬ 

tionally, they can do so only in a limited fashion 
...(which) consists of acting on the basis of 

sufficient knowledge (satisficing) rather than 
complete knowledge (p. 9). 

With these ideas comes a parallel notion of uncertainty 

absorption (March and Simon, 1958). This 

occurs when inferences are drawn from the 

phenomonenon 

information at 

hand, and the inferences, not the information, are then 

communicated. As March and Simon state, there can be a 

number of successive "editing steps." They add that "the 

recipient of this type of communication is severely limited 

in his/her ability to judge its correctness... both the 

amount and the locus of uncertainty absorption affect the 

influence structure of the organization (p. 165)." 
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Choice for March and Simon can best be understood by a 

theory of rational choice, which incorporates two fundamen¬ 

tal characteristics: 
$ 

1) Choice is always exercised with respect to a 

limited, approximate simplified "model" of the 
real situation. We call the chooser's model his 
"definition of the situation." 

2) The elements of the definition of the situa¬ 
tion are not "given"—that is, we do not take 

these as data of our theory—but are themselves 

the outcome of psychological and sociological 

processes, including the chooser's own activities 
and the activities of others in his environment 
(p. 139). 

Rationality, then, is at best "subjectively" rational. 

From a phenomenological viewpoint we can only 

speak of rationality relative to a frame of refe¬ 

rence ; and the frame of reference will be deter¬ 

mined by the limitations on the rational man’s 

knowledge (p. 139). 

The Strategic Process -- An Integration of Concepts 

This section looks at a limited number of models and 

hypotheses which explore the interaction and relationships 

between and with the realities or perceived realities of 

environment, structure and strategy. 

Chandler, in his comparative study of four firms, found 

a great deal of similarity in the process of each firm's 

adaptation. He found that the creation of a new, decen¬ 

tralized administrative form was possible only with an 

accurate assessment of the firm's previous organization; 

that changes in organizational structure were directly 
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related to the ways the organization expanded; that the 

patterns of growth in these organizations reflected changes 

in the over-all American economy, and that re-organization 

was influenced by the "state of the administrative art (p. 

3) 

Chandler speaks of the influence of the key person of 

the enterprise -- the entrepreneur (similar to Child’s idea 

of the dominant coalition). He comments that one of the 

reasons that structure is so long in following strategy is 

that the formulator of the strategy — the entrepreneur -- 

is rarely the creator of the organization’s structure. 

Chandler states that "clearly differences in training, 

temperament and business experience played their part (p. 

309)." He also found that structural innovation was 

impeded by day-to-day activities, 

The experience of all four firms makes very 

clear how concentration on operational activities 

interfered with and inhibited long-term planning, 
including the designing of a new structure to meet 

the administrative needs of a new strategy (p. 

309) , 

and through a general unwillingness to change. He states: 

one of the primary reasons structure was slow to 

follow strategy was that the existing management 

was unable to change its ways (p. 320). 

Economic inefficiencies were the ultimate cause of structu¬ 

ral change. 

Child (1972) develops a model in response to what he 

sees as "simple theory." He states that previous theory is 
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incomplete because it fails to include "the agency of choice 

by whoever has the power to direct the organization (p. 2)." 

Despite three influential variables which help explain 

variation in organizational structure: environment, techno¬ 

logy and size, Child, embracing Weick's theory of enactment, 

says that decision makers may well have the ability to 

"enact" their environment. He says that structure may be 

determined in part by the enactment process. Thus, we have 

strategic decisions, emanating from environmental enactment, 

bearing on the ultimate choice of organizational structure. 

Child recognizes that the structure of choice will subse¬ 

quently affect future strategic decisions, basically because 

of the types of communication patterns inherent in the 

structure. 

The important point to consider, Child says, is that 

there is a group with power that makes decisions. This group 

is not necessarily the formal "holders of authority," and it 

is possible to have more than one dominant coalition at a 

time. 

The dominant coalition(s) have the power to make 

choices, but as mentioned above, it is likely that both 

environmental conditions and organizational size will affect 

the kinds of "strategic choice" (a point later elaborated on 

by Aldrich and Pfeffer, 1976). Nevertheless, the direct 

sources of variation in structure (which is recognized as a 

vehicle for strategy) are the "strategic decisions of those 
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who have the power of structural initiation — the dominant 

coalition (p. 16)." 

A model focusing on decision points (strategic choice) 

is presented by Miles, Snow and Pfeffer (1974). The 

question is posed, "To what extent are organizations shaped 

by their environments?" Are there organizational charac¬ 

teristics (strategies, technologies, structures, processes) 

which are appropriate for one environment but spell failure 

in another? The authors state that... 

...efforts to answer such questions have been 

muddied from one study to another .... In part, 

this confusion concerning what is and is not known 
about organizational responses to environmental 

demands and the linkages among technology, struc¬ 
ture, and process can be attributed to the usual 
set of definitional and measurement problems which 
plague research in all areas of organizational 

behavior ... (p. 246). 

In their view, any study of organizational adaptation 

should focus on what they term "intertwined decision 

points." 

These include: 

1. The decision to select part of the total environ¬ 

ment (domain) and the choice of basic strategy for managing 

it ; 

2. The decision of choosing the technology for imple¬ 

menting the basic operating strategy; 

3. The decision by which the organization creates a 

structure of roles and relationships to control and coor¬ 

dinate technology and strategy; and 
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4. The decisions made to assure organizational con¬ 

tinuity — the capacity to survive, adjust and grow. 

Four years later Miles and Snow (1978) and Miles, Snow, 

Meyer and Coleman (1978) presented a revised but "tentative" 

model, which is really a theoretical framework in which to 

analyze an organization as an integrated and dynamic whole, 

taking into account the interrelationships among strategy, 

structure and process. It is a general model of the process 

of adaptation which specifies the major decisions needed by 

the organization to maintain an effective alignment with its 

environment. The model is based on three key ideas. 

Briefly, these are 1) Organizations act to create their 

own environments (Child, 1972; Weick, 1969,); 2) Manage¬ 

ment's strategic choices shape the organization's structure 

and process; and 3) It is accepted that current structure 

and process constrain new strategies (Chandler, 1962; March 

and Simon, 1958; Cyert and March, 1963). 

Their model is rich in descriptive concepts, and looks 

at the organization from a gestalt perspective, both in how 

it acts within its environment, and with a keen sense of the 

different internal contexts of the organization and its 

members. 

Based on the three ideas presented above and a great 

deal of research into organizations, the authors describe 

four alternative ways of moving through what they call the 
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"adaptive cycle." They are labeled strategic types and 

include 1) the defender, 2) the analyzer, 3) the prospector, 

and 4) the reactor. A firm's strategic stance fits into one 

of the four types depending on its own internal and external 

actions. 

The strategy (any of the four) implies three problems, 

or ways of dealing with adaptation, and is the basis of the 

model: 

1) The Entrepreneurial Problem - how an organization 
defines it's domain; 

2) The Engineering Problem - the creation of a system 

to put into operation management solutions to the entrepre¬ 
neurial problem; and 

3) The Administrative Problem - with a focus on how to 
reduce uncertainty within the environment, and of stabili¬ 

zing those activities which have already successfully solved 

problems. 

Miles and Snow state that adaptation (the process of 

maneuvering an organization strategically toward goals) 

often occurs by moving sequentially through the three pro¬ 

blem phases. The cycle can be triggered at any point. 

A final construct of the model is that "adaptive deci¬ 

sions made today tend to harden and become aspects of tomor¬ 

row's structure (p. 28)." 

The environment, as mentioned above, is a matter of 

strategic choice, even if this choice is constrained by lack 

of knowledge, prior decisions, perceptions of the dominant 

coalition, etc. It is this aspect of enactment which 

brings about the four "types" of strategic orientation, and 
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it is the strategic response which most critically impinges 

on type of structure. 

Miles and Snow used field interviews and questionnaries 

"to test the ability of their model of strategic types to 

both explain and predict different configurations among 

managerial perceptions, organizational adaptation, manage¬ 

ment theory, and decision influence (p. 245)." 

Their study showed that the perceptions and choices of 

the dominant coalition about both the organization and ex¬ 

ternal conditions played a crucial role in linking the 

organization to its environment, and that it was possibly a 

useful tool in predicting organizational configuration 

(i.e., strategic type). 

Strategic 
Type 

Structure 

Defender tend to rely on functional organi¬ 
zation structures; extensive division 

of labor; high degree of formalization. 
(pp. 43-44) 

Strategic 

Choice 

Prospector must be willing to alter its 
organizational structure to facilitate 

rapid response to env. change; 
resources localized to facilitate 
utilization; "product organization" 
(entrepreneurial and engineering 
activities decentralized); less 

extensive division of labor (so that 
individuals can shift from one project 

to another); low degree of structural 

formalization. (pp 61-62) 
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Strategic 

Type 
Structure 

Analyzer Some form of matrix structure to 

accommodate both stability and change, 
managerial responsibilities divided 

according to stability or flexibility. 

(p. 72) 

Reactor structure improperly linked to strategy, 
clear strategy is lacking; structure is 
inertic [sic] or outmoded. (pp 81-82) 

Summary 

A Note on Chandler1s theories on Strategy and Structure and 

Their Relation to Later Theories 

Chandler's theories of strategy and structure are seen 

as foundational to the research and clearly support the 

other theories and thoughts presented in this chapter in the 

three areas of strategy, structure and environment. 

Chandler presents a clear-cut definition of strategy, but 

does not mean it to be taken in the literal sense in which 

many business policy texts have presented it. He preceeds 

and follows his definitions with several caveats. First, he 

states they are "oversimplified," and later says that while 

structure follows strategy, changes in structure are often 

delayed because "the executives involved were unaware of new 

needs (p. 14)." He says awareness (or perception) is depen¬ 

dent on "the training and personality of individual execu¬ 

tives (p. 15)." 
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It may seem initially incongruous to say that Chandler 

and Weick or Chandler and Child have much in common; yet 

while the emphasis or ultimate point of their theories might 

differ, there are many elements in common. Chandler doesn’t 

talk about enactment, but he does speak of "the truly crea¬ 

tive response" which results in "creative innovation (p. 

299)." The two terms cannot be equated, yet Chandler's 

notion of "creative innovation" is an idea which moves 

toward the idea of "enactment." "Dominant coalition" is not 

a term used by Chandler, but he does speak of those whom 

Child would classify as members of a dominant coalition -- 

General Wood of Sears for instance, or a committee of young 

executives at du Pont who... 

became conscious of the inadequacies in their own 

units...[and who] soon became convinced that 

organizational difficulties transcended and were 
indeed the underlying cause for the marketing 
difficulties. The committee then took the time to 

study thoroughly ways and means to improve the 
organization in order to meet the problem (p. 304). 

Conclusion 

This chapter has attempted to set forth the literature 

that will act as a framework for the analysis of the empiri¬ 

cal data collected during the study. 

In the many theories examined here, several seem to 

converge into a continuum of thought. An extrapolation of 

their meanings produces the following conclusions. 
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1) Strategy is the "determination of long-term goals and 

objectives...and the adaptation of courses of action and the 

allocation of resources necessary for carrying out these 

goals (Chandler)." It isn't a single act, however, but a 

"stream of decisions" intracately bound up with the current 

structure of the organization and the environment, particu¬ 

larly as perceived by those with the power to make 

decisions. 

2) Structure is "the design of the organization 

through which the enterprise is administered (Chandler)," 

but it isn't something which can stand apart from process 

(Weick) or from the environment. Structure is acted upon by 

both the decision makers, who determine its effectiveness in 

terms of design, and the environment. Decision makers can 

properly interpret the context of their organization, thus 

creating an environment wherein effective structures exist 

and where strategies can be conceived and acted on to pro¬ 

duce effectiveness, or they can misinterpret it and have a 

poorly designed structure which in turn may lead to ineffi¬ 

ciency (Ford and Hegarty; Chandler). 

3) Environment is a difficult concept to define, but 

can generally be taken as the "network of external 

influences and relationships" which act on an organization 

(Miles and Snow, 1978). The environment can range from 

malleable to inflexible; from stable to turbulent. Given 

the decision maker's perception of environment, another 
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continuum is created from ability to change the environment 

to the need to adapt to the environment (Weick, Child, Miles 

and Snow). This third continuum may seem to parallel the 

first, but only to the extent that a decision maker's 

perception of the environment is accurate. 



CHAPTER 3 

MAJOR ENVIRONMENTAL FACTORS 

This Chapter will briefly summarize the major environ¬ 

mental factors affecting palliative care and hospice pro¬ 

grams. These include the health care environments of Canada 

and of the United States, a brief note on the attitudes of 

North Americans toward death and dying in the latter part of 

the 20th century (the time of the introduction of hospice 

and palliative care to this continent), and the hospice 

concept as it emerged in England in the 1960's. This last 

variable is significant because of its impact on hospice and 

palliative care in the United States and Canada (see Ch. 5). 

Health Care - Canada 

Thirty years ago there was little difference between 

the health care systems of Canada and the United States. 

According to a report by the New England Journal of Medicine 

(1986) , 

[Both systems] were dominated by solo fee-for- 
service practitioners and non-profit community 

hospitals and financed through a multiplicity of 

private, often inadequate insurance schemes, out- 

of-pocket payments, and minimal government support 

(Inglehart, 1986a, p. 204). 

Out-of-pocket payments are "amounts paid directly by the 

individual or family member exclusive of any part paid by 

insurance, other person, or agency (Donabedian et al, 1986, 

p. Ill) . " 

52 
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In 1988 the two systems stand in stark contrast to each 

other. The divergence dates back to the early 1900's, but 

it only began to take on substantive shape in 1946 with a 

hospital insurance plan developed by the Provincial govern¬ 

ment of Saskatechwan. The plan, which covered hospital 

expenses for the entire population of the province, could 

not be implemented with the limited supply of beds in the 

province. More hospitals had to be built. The plan also 

included a form of hospital reimbursement which later came 

to be known nationwide as "global budgeting." In effect, 

the global budget is a set budget per hospital, out of which 

all expenses must come. If a hospital exceeds its global 

budget, a deficit occurs. If it can stay within the global 

budget, or if extra funds are raised through private dona¬ 

tions, the hospital can keep this extra money without a 

subsequent reduction of the global budget in the following 

year (Roemer, 1985). 

The Saskatchewan plan caught on, and after World War 

II, the federal government, which has little power over 

provincial decision making in many areas, offered to under¬ 

write part of hospital insurance plans to encourage other 

provinces to create such plans. It wasn't until 1961, 

however, that all ten provinces were offering hospital 

insurance plans for each resident of each province, with the 

federal government paying half the tab (Inglehart, 1986a). 
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The next logical step was to provide universal health 

coverage for physicians’ services, again a step initiated by 

Saskatchewan in 1962. This plan was popular with voters and 

politicians, and by 1966 the S.C. (Statutes of Canada) 1966- 

67, Ch. 64, commonly known as the Medical Care Act, or 

Medicare, passed on a federal-provincial matching basis. By 

1971, the plan was adopted by all ten provinces. 

Services were to be comprehensive and access to 
them 'reasonable,' coverage by the program had to 

be universal (rather than based on occupation, 

age, or income), and benefits had to be transfer¬ 

able among the provinces. Finally, the program 

had to be administered by a public agency accoun¬ 

table to the provincial government. Private in¬ 

surance for services covered by public programs 

was effectively outlawed (Inglehart, 1986a p. 206). 

A key difference between the U.S. and Canada is that in 

the U.S., negotiations which will affect the states do not 

occur between the states and the federal government. 

Rather, such negotiations occur between the executive and 

legislative branches, two federal branches. The legislative 

branch, while federal, is made up of constituents from each 

state. In Canada, the critical dialogues are between the 

federal ministries and their 10 provincial counterparts. 

Certainly, the real power, at least in terms of health care, 

is with the provinces. While the federal level can endorse 

ideas, "unless endorsed provincially, it's only so many 

words (Inglehart, 1986a)." Provinces are not obligated to 

accept the guidelines of the federal government, and so 

despite the significant contribution (50% prior to 1977) of 
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the federal government to health care costs, if a province 

disagrees with the basic tenants of the Act, it can forego 

the government contribution, but continue to provide health 

care as it sees fit. 

By 1977 the federal government in Canada was becoming 

concerned about the rapid increase in health care costs. In 

effect, through the Medical Care Act of 1966 the federal 

government had agreed to an open ended financial contribu¬ 

tion to each of the ten provinces. It was in that year that 

Parliament enacted S.C. 1976-77, Ch. 10, known as the 

Federal-Provincial Fiscal Arrangements and Federal Post- 

Secondary Education and Health Contributions Act. This law 

abandoned the 50-50 cost-sharing arrangement and began a 

system of block grants to the provinces. 

In essence, the new arrangement linked the 
annual increase in the federal contribution to 

provincial insurance plans to the growth of the 
GNP. The result was that provinces absorbed a 

greater share of health care costs when aggregate 

outlays for health care costs grew at a faster 

rate than the economy as a whole (Inglehart, 

1986a, p. 207) 

One of the key results of the health care system as it 

evolved in Canada was an emphasis on hospital care, and 

particularly on acute care. As recently voiced in the New 

England Journal of Medicine, 

A serious problem faced by most of the provincial 
plans is the health care systems’ emphasis on 
acute care facilities at the expense of chronic 
care facilities, home care, and other services 

that provide care at lower intensity (Inglehart, 

1986b, p. 780). 
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It is important for later discussion (Chs. 5 & 6) to 

realize that in both the U.S. and Canada, specialists 

command higher fee schedules than do general practitioners. 

Fees are not determined by the amount of time spent with a 

patient, but rather according to the category within which 

that service falls. Prior to 1984 some physicians billed 

beyond the reimbursement fee, but this was stopped in 1984 

with the passage of S.C. 1983-84, Ch. 6, known as the Canada 

Health Act, enacted unanimously by parliament. The law bans 

extra billing and extra hospital user charges to patients. 

While power over health care lies with the provinces, 

failure to comply with this act means a decrease in federal 

grants to the provinces, dollar for dollar, in proportion to 

such extra charges. 

An insight into Canada’s health care system (and into 

the U.S. system) and a critical variable in this disserta¬ 

tion is presented by Evans (1984): 

...the Canadian health care system (like most 
others) has not developed a satisfactory way of 
dealing with the really fundamental question of 
life and death. The official position is that all 

"needed" care is to be provided, without 
charge...yet technological change is steadily 
shifting the resource/health status relationship 
to increase the economic significance of the ethi¬ 

cally much more difficult questions of the 
"pulling the plug" sort. And politicians find 
open confrontation of the life and death question, 

the decision not to invest resources in prolonging 

life, extremely dangerous to their political 

health (p. 347) . 
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Health Care - United States 

The U.S. health care system is complex, and serves over 

225 million people at differing levels of care, depending on 

economic status and insurance coverage, and at a cost in the 

hundreds of billions of dollars (Raffel, 1984; Kronenenfeld 

and Whicker, 1984). More than $425 billion goes for health 

care expenditures each year, 90% of which is paid by private 

insurance, Medicare and Medicaid (Stamas, 1987). This 

review will focus primarily on health care as administered 

by Medicare, because (as will be seen in Chapters 5 and 6) 

it is this component which is most relevant to the delivery 

of hospice and palliative care in the United States. 

As compared with Canada, the health care system in the 

United States has a more market-oriented approach. It is a 

business, and as such, "places an overriding emphasis on 

price in the decision to purchase care (Inglehart 1986a, p. 

205)." 

An apt description of the formulation of health policy 

in the United States comes from Marshall Raffell (1967b): 

We are a wheeling and dealing society because we 
are a diverse nation with conflicting desires and 
interests which are the result of our historical 
development, differing cultures and regional life 
styles, regional economic imperatives, religious 
and social persuasions, and even the sometimes 
inexplicable behavior of politicians. As a conse¬ 
quence there are frequently strong disagreements 
over perceived needs and priorities. We are rare¬ 
ly able to attain a national consensus on health 
policy issues. To the extent that we have a 
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national health policy, it is, in the words of 

Emily Friedman, 'forged by social tensions' (p. 
223) . 

The U.S. health care system contrasts sharply with 

Canadians' social beliefs that all people, regardless of 

economic status, have the right to health care, which is 

virtually free at the point of delivery. This is not a 

social belief which has found expression in U.S. 

governmental decisions. Nearly 40 million Americans, more 

the entire population of Canada, are without any kind of 

health insurance. 

In addition to being partially hidden, the uncom¬ 

pensated care problem has been a victim of the 

first law of political reality: Government acts 

only when interest groups bring concentrated eco¬ 

nomic and political pressure to bear. Those who 
would benefit from increased governmental finan¬ 

cing are relatively powerless and are perceived as 
nonvoting, ... in effect nonentities. (Cohodes,p. 

3 1987, p. 227) . 

It is important to clearly grasp this basic difference 

between health care in Canada and the United States. 

According to Hatcher, Hatcher and Hatcher (1984), 

Democracy in Canada includes not only political 

equality but equality in providing for common 
human needs as a public service 'on the same terms 

and conditions' for all, without a demeaning test 

of income or need (p.104). 

The same kind of equality does not exist in the United 

States, and according to Kronenfeld and Whicker (1984) : 

Related to the definition of equity is whether or 
not U.S. society regards health care access as a 
basic human right. While most other industrial 
societies have answered this question with a "yes" 
by creating either national health insurance or 



national health delivery systems, Americans have 
not yet reached the same conclusion (p. 153) . 

Another critical variable in a consideration of the 

59 

American health care system is the cost of health care and 

the resulting emphasis on cost containment (this notion of 

cost containment has direct relevance to the dissertation 

because cost containment has been a major factor in the 

legitimization of hospice in the United States). 

Medicare, Title XVIII of the Social Security Act of 

1965 (Public Law 89-97), passed by the 89th Congress, was a 

program designed to provide health care to the elderly. 

With its implementation a new era began in the health care 

field. While both Medicare and Medicaid (Title XIX of the 

Social Security Act, Public Law 89-97, a program providing 

health care for those under the poverty line) were designed 

to improve access to the health care system, they also 

"opened the floodgates of cash" to health care providers 

(Easterbrooke, 1987). Reimbursement was based on a cost for 

services basis, and health care costs surged to the point 

where within a decade, cost containment of health care 

became a major issue. As Easterbrooke points out, 

when conceived, Medicare contained a huge flaw: 
payment was pass-along. Hospitals forwarded their 
invoices to Washington, physicians claimed their 
'customary* fee, a phrase that came to mean almost 
anything a doctor wanted it to mean. The more the 
health-care system ran up the bill, the more it 
could profit. Everybody charged whatever they 
wanted (p. 43). 
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The number of hospital operations increased from 15.8 

million in 1971 to 26.2 million in 1983. 

Intensive care, which was designed for temporary 
use, soon was extended to the terminally ill and 
the declining old--the kind of patients who, doc¬ 
tors say, "will never leave the hospital." A 
painful dynamic was created in which the number of 
people who survived other stages of affliction, in 
order to reach the terminal stage and be hooked up 
to machines, increased with each new advancement 
in technology (pp 43,44). 

With health care expenditures increasing at an average 

rate of 13% per year in the late 1970's, and Medicare costs 

growing around 20% per year through this same period, the 

focus of concern went from health care to cost containment 

of health care. 

Figure 3.1 Health Care, Percent of GNP, 1965 and 1980 
(Davis, 1982, p. 53) 
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(in billions of dollars) 
70 

1965 1981 

Figure 3.2. Federal Expenditures for Personal Health Care, 
1965 and 1981 (Davis, 1982, p.54) 

Medicare 

Private Ins 
29% 

Other Public 
15% 

15% 

Medicaid 
11% 

Direct Out of Pocket 
30% 

$ 247 Billion 

Figure 3.3 Total Health Care Expenditures, 1980 
(Davis, p.54) 
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(in billions of dollars) 

Figure 3.4 Medicare Expenditures, 1967 and 1980 
(Davis, 1982, p. 55) 

Davis (1982) suggests three factors which have 

accounted for Medicare's fast growth: 

--amendments to the law have opened coverage to 
new groups; 

--our population of elderly persons has grown 
dramatically; 

—and the price of health care keeps going up 
rapidly (p. 54). 

In 1982 the Tax Equity and Fiscal Responsibility Act 

(TEFRA), Public Law 97-248, was passed by the 97th Congress. 

This bill contained new provisions for reimbursement of 

Medicare patients, commonly termed DRG's (Diagnostic Related 

Groups). In essence, a DRG is a single payment for an 

illness which falls within a diagnostic group, regardless of 
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level of care. Thus, if a patient is kept alive, exceeding 

the reimbursement rate, the hospital will incur a loss for 

that patient. 

Summary 

There are key differences between the health care envi¬ 

ronments of the United States and Canada, and in the politi¬ 

cal systems which have been instrumental in creating their 

health care systems. In the United States, representatives 

of each state "feed" into one national body, the Congress. 

While states continue to have certain powers, most decisions 

pertaining to health care remain at the national level. 

This is in sharp contrast to the Canadian system, where 

health care is administered provincially. Certainly the 

federal government of Canada has both influence and power to 

persuade provinces, but as previously mentioned, the federal 

government has little control over ultimate provincial 

decisions. 

It is important to note the culture within which these 

systems are set. Canadians believe it is the inherent right 

of each person within Canada to receive good health care. 

In the U.S. health care is considered by many a privilege 

rather than a right. As a result there are approximately 

40 million people with no insurance in the United States. 
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A Note on Attitudes toward Death and Dying In North America 

Prior to the 20th century, 

Americans perceived a continuity between life and 
death. They saw life as preparation for death. 
Thus, life and death were viewed as integral parts 
of the human experience (Martocchio, p. 21). 

Death rates were high and epidemics common. There 

were few families that did not lose a member at a young age. 

Death occurred at home with family, friends, and 
children in attendance. It was a sad and usually 
unwelcomed event and, yet, it was not seen as 
something separate from life, something tabooed 
and unmanageable both for the individual and for 
society (Martocchio, p.21). 

This sense of death changed dramatically in the 20th 

century for a number of reasons. The nature of death 

changed. Epidemics, with the expection of AIDS, are no 

longer common, and even the major killers of twenty years 

ago are no longer endemic. Medical treatment is more sophis¬ 

ticated and available to more people, particularly with the 

advent of Medicare and Medicaid. 

One of the initial impacts of Medicare in the United 

States was the availability of money for research. This was 

at least one of the significant factors which led to 

advances in medical technology which brought about the 

change in causes of death (Davis and Rowland, 1986, pp 14, 

15). Mortality rates for both heart disease and strokes 

decreased significantly between 1968 and 1980, and are 
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expected to continue to decrease. On the other hand, death 

from cancer for the same time periods shows an increase. 

With the advance of high-tech medicine "death became 

largely a phenomenon of the elderly (Munley, 1973, p. 12)." 

These changes in the rates and the causes of death 
have been accompanied by massive changes in social 
and cultural responses to death. Today's system 
of health care segregates death, no longer allow¬ 
ing it to occur close to the daily life of the 
people. More than seven out of ten deaths take 
place either in a hospital or in a nursing 
home...(pp 12, 13). 

Munley continues: 

Whatever its efficacy in terms of cure, the bu¬ 
reaucratic biomedical model has a vast potential 
for dehumanization. When a dying person is 
treated as a thing, a machine, a guinea pig, a 
problem, an inferior, or an isolate without 
options in impersonal, sterile environments, one 
is robbed of human dignity, of the freedom to die 
in one's own way and in communion with one's fel¬ 
lows. When individuals, in one of the crucial 
experiences of life, become alienated from society, 
a death becomes more than an individual problem; 
it is a manifestation of a social problem in need 
of a solution (pp. 13,14). 

Death is not just a problem for the old. A young nurse 

who was dying wrote: 

...for me fear is today and dying is now. You 
slip in and out of my room, give me medications 
and check my blood pressure. Is it because I am a 
student nurse, myself, or just a human being, that 
I sense your fright? And your fears enhance mine. 
Why are you afraid? I am the one who is dying! 
(Kubler-Ross, 1975, p. 26). 

Health Care, both in Canada and in the United States, 

has as its focus "cure." Death is not acceptable. Even 

Medicare in the United States, a health care program whose 
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entire membership will die while a part of the program, has 

as its focus acute care. 

...home health care is provided as a follow-up to 
an acute illness episode [with Medicare) rather 
than as a chronic care benefit (Rowland, p. 226). 

In the words of Elisabeth Kubler-Ross (1969), "death 

has become depersonalized." She adds "If we cannot deny 

death we may attempt to master it (Kubler Ross, 1969, p. 

12)." Medical technology has created an atmosphere of trust 

that somehow we will be kept alive. 

I think that with rapid technical advancement and 
new scientific achievements men have been able to 
develop not only new skills but also new weapons 
of mass destruction which increase the fear of a 
violent, catastrophic death. Man has to defend 
himself psychologically in many ways against this 
increased fear of death and increased inability to 
foresee and protect himself against it. In our 
own unconscious we cannot perceive our own death. 
(Kubler-Ross, 1969, pp 13,14). 

Kubler-Ross says that in addition to the unconscious belief 

in our own immortality has come the belief that "suffering 

has lost its meaning." Woven throughout this is an inherent 

fear of death and avoidance of it, probably most visible in 

the medical profession. Death is often seen as their per¬ 

sonal failure. 

Hudson (1988) talks of an incident Kubler-Ross had 

early on in her research on death and dying. 

[When she] was seeking to interview dying persons, 
heads of hospitals and clinics approached 
protested, "Dying? But there are no dying here 
(p. 27) ! " 
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Kubler-Ross' research began to move people from a 

societal view of death toward a realization of the indivi¬ 

dual as a person who is dying. 

In Kubler-Ross’ biography, Gill (1980) presents this 

description: 

In the modern hospital the patient who cried out 
his fears or who pleaded for rest or dignity 
rarely found anyone to listen to him. He was 
likely to be surrounded by physicians, nurses, and 
technicians giving him infusions, transfusions and 
sedatives, and wiring him up to electronic 
monitoring devices when his deepest need was to 
find a compassionate person to stop by his bed, 
perhaps simply to hold his hand. 

To her students Elisabeth stressed her conviction 
that modern medical techniques and efficiency- 
necessary through they were--often smothered the 
true art of healing (p. 284). 

Her book touched thousands of people and the conviction began 

to gradually surface that it was possible for one to live 

while dying (Munley, 1083). 

Those who have the strength and the love to sit 
with a dying patient in the silence that goes 
beyond words will know that this moment is neither 
frightening nor painful, but a peaceful cessation 
of the functioning of the body. Watching a peace¬ 
ful death of a human being reminds me of a falling 
star—one of the million lights in a vast sky that 
flares up for a brief moment only to disappear 
into the endless night. To be with a dying 
patient makes us conscious of the uniqueness of 
the individual in this vast sea of humanity, aware 
of our finiteness, our limited lifespan. Few of 
us live beyond our three score years and ten, yet 
in this brief time most of us create and live a 
unique biography, and weave ourselves into the 
fabric of history (Gill, 1980, p. 288 from Kubler- 
Ross , 1975). 
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Hospice in England 

Specialized care for the dying is not new. St. Lukes 

hospital in London was founded in 1893 as a home for the 

dying poor, and it was here that Saunders first learned pain 

control techniques (Mor, 1987). In 1905 the Irish Sisters of 

Charity founded St. Joseph’s Hospice in Hackney, near 

London, England, where Saunders also worked with the dying. 

There are numerous other examples of particular programs for 

dying patients, many of them created specifically for the 

dying poor. 

The modern concept of hospice, as it is generally known 

today, was conceived by Saunders. Her idea of hospice 

evolved as she worked, first as a nurse, and then as a 

physician, with dying patients. After a significant rela¬ 

tionship with a dying patient, David Tasma, she felt 

compelled to work with other dying patients. It was at this 

point that she made the decision to become a physician. A 

physician friend of hers told her that she would only be 

frustrated if she continued her work as a nurse. 

Go and read Medicine, he said. It's the doctors 
who desert the dying (duBoulay, p. 63). 

David Tasma is a central figure in the whole evolution 

of hospice. Saunder's biographer, duBoulay explains it: 

Here was someone in real need, a need so great and 
so poignant that it overshadowed even the tra¬ 
gically sick and lonely patients she had already 
come across. He was separated from his own coun¬ 
try and from his own family, he was in real 
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physical pain, he was desperately lonely (Cicely 
was virtually his only visitor) and he was dying 
after an unfulfilled life. Together they talked 
about what could be done for other people in his 
situation. As they talked it was overwhelmingly 
borne in on Cicely how acute the need was, how 
dreadful the despair of so many people. Gradually 
an idea began to take shape, that perhaps she, 
Cicely Saunders, could do something about it (p. 
57) . 

When he died he left Saunders 500 pounds. "I'll be a 

window in your home," he said to her. 

In addition to her medical training, Saunders was a 

deeply religious person who had gone through a personal 

journey from evangelical Christianity to more personal 

spirituality. This was to play a critical role in the 

formation of the first "modern" hospice, St. Christopher's, 

established near London in 1967, and in the evolution of 

hospice in North America. 

Hospice, as Saunders conceived of it, was to be legally 

both a medical and a religious foundation, with a focus not 

just on the patient, but on other people important to that 

person's life. The medical dimension included not just 

care, but research into ways to better care. 

In England hospice initially arose as a part of the 

National Health Service (NHS), a comprehensive socialistic 

health program for all residents of England. It became not 

an alternative, but a component of the health care system 

a part of the continuum of health care. Saunders, however. 
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felt there was more of a need then could be provided through 

NHS . 

We moved out of the National Health Service, with 
a great deal of its interest and support, in order 
to build around that window [see above re David 
Tasma]. We moved out so that attitudes and know¬ 
ledge could move back in...(Saunders, 1981, p. 4). 

With this in mind, the movement, independent of NHS, 

sought to establish close links with NHS. 

The hospice movement in this country [England] is 
made up of groups which are largely independent. 
Their common aim has been to fill the gaps in 
existing services for the dying by establishing — 
and I stress the word — a complementary local 
service (Young, 1981, p. 2). 

The combination of the basic hospice philosophy as 

espoused by Saunders, the growing indignation of North 

Americans about treatment of dying patients, and Saunders 

own charisma, inspired a wave of thought and activity. 

Mount, one of the forerunners of palliative care in 

Canada, said of Saunders: 

What separates Cicely from everybody else who went 
before was first of all she had the vision and 
then had the strength of will and leadership 
ability to produce the first centre focusing in an 
academic way on terminal care. And by academic I 
mean equal emphasis on patient care, research and 
teaching. Others had concerned themselves with 
patient care before but St. Christopher’s unique 
contribution was on all three fronts that's 
what makes St. Christopher's historically signifi¬ 
cant. Her amazing contribution has been to take 
an academic model and apply it to terminal care 
(duBoulay, p. 225). 

The connection between Saunders' work and the growth of 

the hospice and palliative care movements is best understood 
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within the context of Weber's theory of the charismatic 

leader. There is no doubt among those who have heard her, 

who know her, or who have worked with her that she is such 

a leader. 

Charisma knows only inner determination and inner 
restraint. The holder of charisma seizes the task 
that is adequate for him and demands obedience and 
a following by virtue of his mission (Weber in 
Gerth and Mills, 1946, p. 246). 

Chapter Summary 

While hospice and palliative care programs have similar 

goals and philosophies in both the United States and in 

Canada, it seems evident from this brief exploration of 

relevant environmental variables that Saunders' concept of 

hospice entered into two very different worlds. The politi¬ 

cal systems are different, the philosophies of health care 

delivery constrast. While the Canadian health care system 

is complex, it appears comfortably simple next to the intri¬ 

cacies of the system in the United States. 

In a comparative study of this magnitude, it is clear 

that such differences play a vital role in how these two 

industries have evolved and will continue to evolve. 

In a very real sense we are dealing with an adoption 

issue. The nature of hospice and/or palliative care it s 

philosophies and goals — is the innate nature of this new 

child of the health care world. They were twins, born of 
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Saunders' dream. Yet they entered very different families 

...and evidence seems to show that the nurturing has made 

all the difference to this point, and will continue to make 

the difference. 

Things take longer in Canada, and as will become appa¬ 

rent in Chapters 5 and 6, it is something Canadians take 

pride in. 

This is not the case in the United States. Hospice 

grew from one program in 1974 to 1683 programs in 1986. 

In Canada the growth has been slower, and of a different 

nature, both because of environmental differences and 

differing opportunities and constraints. This is not meant 

as a value judgment, but as an observation that will take on 

more substance throughout the analysis in both Chapters 5 

and 6 . 

It is an interesting period to do a comparative analy¬ 

sis because programs in both countries are going through 

tremendous change. Some authors have suggested that hospice 

has reached its maturity (at least in the U.S.). But the 

current struggles seem more indicative of the teenage years. 



CHAPTER 4 

RESEARCH METHODOLOGY 

Introduction 

The objective of the study is to understand what the 

critical factors have been, both in terms of strategic 

process and of resulting structures, of hospice and pallia¬ 

tive care in the United States and Canada. The study seeks 

to identify the key variables that have influenced the 

development of hospice and palliative care, as measured 

through analysis of the perceptions of those involved in the 

organizations. 

The research has two basic purposes. The first is to 

to understand how the two industries have developed, and 

why. This is theory building versus theory testing. The 

second purpose is to understand how perceptions, and resul¬ 

tant actions influence effectiveness. Because both indus¬ 

tries are relatively new, and because in most cases objec¬ 

tive data do not exist, the ability to test for effective¬ 

ness with objective measures has not been possible. At this 

point in time, especially in Canada, but also within the 

United States, members' perceptions provide the best yard¬ 

stick of their own programs' effectiveness. 

While hypotheses were proposed and are presented below, 

the purpose of the study was neither to prove nor disprove 
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them, but to use them as a starting point for the research. 

Thus, as the study progressed and reached completion, one 

additional hypothesis was added, while two others were de¬ 

leted because it became clear that they were inappropriate 

to the present study. 

The hypotheses were formulated to reflect similarities 

or differences in structure and process. Hypothesis 1 deals 

specifically with issues of structure and strategic process. 

The remaining hypotheses focus on specific dimensions aimed 

at understanding more fully these differences or 

similarities in structure and process. 

Hypotheses 

HI: There are significant differences between palliative 
care services in Canada and hospices within the United 
States. 

Hla: A significant difference exists between the structures 
of palliative care services in Canada and hospices in the 
United States. 

Hlb: A significant difference exists between the strategic 
process of palliative care services in Canada and the 
strategic processes of hospices in the United States. 

H2: The largest single influence on the evolution of pal¬ 
liative care services in Canada has been Canada's national 
health care system. 

H3: The largest single influence on the evolution of hospice 
in the United States has been the Tax Equity and Fiscal 
Responsibility Act of 1982, which allows for Medicare reim¬ 
bursement of hospice care by certified hospices. 

H4: Hospice administrators within both Canada and the United 
States perceive that Canada's palliative care services have, 
in practice, upheld the philosophical integrity of hospice 
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care to a greater degree than have hospices within the 
United States. 

H5: The increasing level of competition within the hospice 
industry in the U.S. is perceived by hospice administrators 
in the United States to be a cause of erosion in philosophi¬ 
cal integrity within hospices in the U.S. 

H6: The increasing level of competition within the hospice 
industry in the U.S. is perceived by palliative care service 
administrators in Canada to be a cause of erosion in philo¬ 
sophical integrity within hospices in the U.S. 

H7: Canada's palliative care services fall predominantly 
into the category of "defender" (Miles and Snow, 1978) in 
terms of strategic process. 

H8: Hospices in the United States show representation in 
all four strategic types, "analyzer," "prospector," ""defen¬ 
der," and "reactor" (Miles and Snow, 1978). 

H9: Canada's palliative care services fall predominantly 
into the bargaining category of Thompson and McEwen's (1958) 
set of organizational responses to obtain needed resources. 

H10: U.S. hospices show more significant representation 
than do Canadian palliative care services in all three 
cooperative modes of organizational response to obtain 
needed resources, bargaining, cooptation and coalition, and 
in the competitive mode, as set forth by Thompson and McEwen 
(1958) . 

Hll: A greater degree of effectiveness is being achieved by 
U.S. hospices in providing hospice care in patients' homes 
than is being achieved overall in patients' homes within 
Canada's palliative care services. 

H12: A greater degree of effectiveness is being achieved by 
Canadian palliative care services in their hospital inpa¬ 
tient care component as compared overall with inpatient care 
of hospice patients within the United States. 

Operational Definitions 

Organizational effectiveness is defined as the degree 

to which goals are accomplished (Daft, 1986). Philosophical 

integrity is defined as the degree to which a hospice 
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adheres to the hospice philosophy as defined by the Interna¬ 

tional Work Group on Death and Dying (see Appendix A). 

Qualitative Research Techniques 

Introduction 

The first stage of the research is qualitative. From 

the interviews described below, questions were drawn up and 

formulated into a questionnaire. The questionnaire was 

first pre-tested in both Canada and the United States, 

subsequently revised, and then sent to 100 programs in 

Canada and 100 programs in the United States. Programs that 

considered themselves hospice or palliative care were chosen 

at random, stratified by structure and geographic location. 

Interviews were conducted in both Canada and the United 

States. Members of ten hospices in the United States and of 

20 palliative care services in Canada were interviewed. In 

many cases this consisted of multiple interviews with 

members of a single program, and in some, one interview with 

multiple members of the organization. 

In addition, the leadership of both national organiza¬ 

tions, the National Hospice Organization (United States) and 

the Palliative Care Foundation (Canada) were interviewed. 

The Palliative Care Foundation, it should be noted, was 

forced to close on October 31, 1987 due to lack of funding. 
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Finally, early founders of programs within both countries 

were interviewed. 

An earlier study was conducted by this researcher in 

1984 in the United States when the impact of the Medicare 

hospice benefit was significant; this will be referred to in 

the analysis. During this study six hospice administrators 

were formally interviewed for their reaction to the legisla¬ 

tion. In addition, the researcher was able to discuss the 

current state of hospice in the United States in nine infor¬ 

mal conversations with program directors throughout the 

United States at the National Hospice Organization conven¬ 

tion in November, 1984. While this cannot be considered a 

part of the formal research, it nevertheless allowed for 

insights into the feelings of hospice leaders at a signifi¬ 

cant time in the history of hospice in the United States. 

There has been no legislation in Canada to reimburse 

palliative care as such through federal or provincial pro¬ 

grams, except in individual cases, and usually only for a 

limited time period. While the researcher developed a great 

deal of awareness about the hospice movement in the United 

States beginning in 1984, this was not the case for her 

examination of the movement in Canada. Every possible 

opportunity, however, was taken to observe and to speak with 

persons associated with palliative care in Canada (and for 

this reason the researcher conducted twenty interviews in 

Canada as opposed to ten in the United States.) 
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Interview Method 

All interviewing followed the basic principles set 

forth by ethnography (as outlined by Spradley, 1979). Eth¬ 

nography, as a methodology, seeks to understand a way of 

life from the perspective of the "native." 

Ethnography starts with a conscious attitude of 
almost complete ignorance. 

The essential core of ethnography is concern with 
the meaning of actions and events to the people we 
seek to understand (Spradley, pp 4,5). 

A crucial distinction of this method is that it seeks 

to understand a culture from the insider's point of view 

rather than from the researcher's perspective. 

Spradley defines culture as "the acquired knowledge 

that people use to interpret experience and generate beha¬ 

vior (p. 5). 

Ethnographic research goes beyond behavior "to inquire 

about the meaning of that behavior." Spradley states that 

the method has a great deal in common with symbolic interac- 

tionism, a theory which seeks to explain human behavior in 

terms of meanings. 

Spradley quotes Herbert Blumer (1969), who identified 

three basic premises of symbolic interactionism: 

1. "human beings act toward things on the basis of the 
meanings that the things have for them;" 

"meanings of such things is derived from, or arises out 
of, the social interaction that one has with one's 
fellows;" 

2. 



79 

3. "meanings are handled in, and modified through, an 
interpretive process used by the person dealing with 
the thing he encounters (Blumer, pp 6-7, in Spradley, 
pp 2-3). 

Blumer's three premises are an important part of the 

research methodology of this dissertation, particularly 

because it is a comparative study between two countries, 

similar in many respects, but very different with regard to 

their health care systems. 

Each culture provides people with a way of seeing 
the world. It categorizes, encodes, and otherwise 
defines the world in which people live... Whenever 
people learn a culture, they are, to some extent, 
imprisoned without knowing it (Spradley, p. 10). 

In other words, they are "culture bound, living in¬ 

side a particular reality that is taken for granted as the 

reality (Spradley, p. 10)." 

Because hospice and palliative care services are new 

industries and new components of health care (whether consi¬ 

dered an alternative, a part of a continuum, or a movement), 

their emergence in the United States and Canada in only the 

last 14 years presents an opportunity for the researcher to 

develop theory. 

Spradley speaks of what Barney Glaser and Anselm 

Strauss call "grounded theory." 

One alternative to formal theories, and a strategy 
that reduces the ethnocentrism, is to develop 
theories grounded in empirical data of cultural 
description (Spradley, p. 11). 

Ethnography, Spradley states, is one strategy for dis¬ 

covering grounded theory. The ethnographic interview is 
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similar to a friendly conversation, Spradley says. He adds, 

"skilled ethnographers often gather most of their data 

through participant observation and many casual, friendly 

conversations." He emphasizes the difference between "for¬ 

mal interrogation" and the situation where rapport exists. 

At any time during an interview it is possible to 
shift back to a friendly conversation. A few 
minutes of easygoing talk interspersed here and 
there throughout the interview will pay enormous 
dividends in rapport (Spradley, p. 59). 

There are three essential ingredients to the ethno¬ 

graphic interview: 

(1) Explicit purpose - both researcher and interviewee have 

a clear idea about the purpose of the interview; 

(2) Ethnographic explanations - this includes an explana¬ 

tion about the project, how it is being recorded and why, an 

explanation about the language (i.e., the ethnographer 

should encourage the interviewee to speak as she or he would 

to others in their own setting), interview explanations 

(explaining the type of interview that will take place), and 

question explanations. 

(3) Ethnographic questions - there are three main 

categories of ethnographic questions, including descriptive 

questions (could you describe what palliative care is?); 

structural questions (what are the essential components of 

palliative care?), and contrast questions (can you explain 

the difference between hospice and palliative care?). 
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Note that the basic interview style used in this study 

was Rogerian, within the boundaries of ethnography. The 

project was clearly defined, the person interviewed was 

encouraged to freely express feelings about palliative care, 

hospice, the ’’system," or any factor or influence they felt 

was relative to the subject (most often with a promise of 

complete confidentiality). Their expressions - positive, 

neutral, or negative - were recognized, accepted, and clari¬ 

fied. Often, interpretation was used to assure that an 

accurate understanding of the subject from the insider's 

perspective was being obtained (Rogers, 1942). 

Rogerian techniques come out of psychotherapy and coun¬ 

seling, and parallel ethnography. Ethnography seeks to 

understand a culture and psychotherapy concentrates on the 

individual. A critical element in both schools of thought is 

rapport. Spradley describes rapport as a process which goes 

through a sequence of stages: 

Apprehension—> Exploration--> Cooperation—> Participation 

He adds that rapport can fluctuate back and forth. 

Spradley recommends using descriptive questions at the 

beginning, thus allowing the individual to open up and talk 

freely. 

When an informant talks the ethnographer has an 
opportunity to listen, to show interest and to 
respond in a non-judgmental fashion (p. 80). 

The second state, exploration, holds three important 

principles: 
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(1) explanation of the purpose, many times if required; 

(2) restating what "informants" say; restating embodies the 

nonjudgmental attitude which contributes directly to rapport 

(p. 81). 

According to Spradley there is a significant difference 

between restatement and reinterpreting (Rogers, 1946): 

Reinterpreting prompts informants to translate; 

restating prompts them to speak in their own or¬ 
dinary everyday language (Spradley, p.81). 

(3) don't ask for meaning, ask for use. 

There is a need to describe Rogerian techniques in 

response to some of these ethnographic methods. In some 

instances it was possible to restate, to ask for use, and 

thus to clarify. There were other times, however, mostly 

because of time constraints, when it seemed important to ask 

for interpretation, particularly when it became apparent 

very early in the interview that the same words were being 

used in many different ways. It was critical to understand 

their interpretation in order to understand their reaction 

and subsequent actions. 

The quality of the interview was seen as critical in 

this study, and quality here parallels the degree of rapport 

present in an interview. Rogers (1967) said: 

...it is the quality of the interpersonal encoun¬ 

ter with the client which is the most significant 

element in determining effectiveness (p. 89). 

While he was referring to a counseling relationship, it 

certainly holds true for any interpersonal exchange. 
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This whole idea of interpersonal encounter, including 

the friendly interchange and the concept of rapport of 

which Spradley speaks, is fraught with the possibility of 

numerous confounding variables, both by the researcher and 

the interviewee. This, of course, must be acknowledged. 

Included in this are attitudes, (conscious or unconscious), 

pre-conceived notions, the effect of the environment, 

(whether it is pleasant or unpleasant, quiet or noisy), the 

effects of body language and fatigue, and the presence of 

other individuals. Was the interview sandwiched between 

social activities? Has there been an opportunity to get to 

know the person before the interview. If so, what is the 

effect of familiarity? Does the interview generate 

familiarity, such that social activities follow the inter¬ 

view? What is the effect of this form of familiarity on the 

research? 

Certainly a greater degree of trust was established in 

interviews unconstrained by time. Many interviews lasted 

up to 3 hours. This degree of trust was not established to 

the same extent in interviews constrained by time, or where 

there was constant interruption. 

During the research, an aunt of the researcher was 

admitted to a palliative care unit in Canada. This 

seemed to make a difference in interviews where this know- 
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ledge was known, and certainly facilitated rapport. It 

seemed to legitimize the researcher's interest in the study. 

As stated at the beginning of the chapter, the re¬ 

searcher starts with a conscious attitude of almost complete 

ignorance. Each person interviewed was informed of this 

basic premise, but many people also knew of the researcher's 

previous work in hospice.* In many cases it was necessary 

to reveal this information, especially during a time con¬ 

strained interview to avoid the basic explanations and delve 

directly into perceptions and interpretations. Also, by 

revealing this information, a certain degree of trust and 

rapport was established. Again, it seemed to legitimize the 

researcher's interest in the study. 

Rogers (1967) would call this "congruence." People who 

are playing a role are said to be exhibiting incongruence. 

We do not reveal ourselves too deeply to such 

people...on the other hand each of us knows indi¬ 

viduals who we somehow trust, because we sense 

that they are being what they are, that we are 

dealing with the person himself, and not with a 

polite or professional facade (p. 91). 

Making the Ethnographic Record 

A tape recorder was used in half of the interviews. In 

all cases the person interviewed was asked if this would 

prove disturbing. In addition, an explanation was given for 

*The researcher had been a consultant for several hospices 

in the United States, beginning in 1984. 
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the tape recording. "By not taking notes I will be able to 

listen more carefully to you." Even where a tape recorder 

was used, notes were taken of points that seemed particu¬ 

larly important. In the other half of the interviews, only 

notes were taken during the interview, and again, an expla¬ 

nation was made of the recording process. Whatever the 

method of recording, most individuals were promised complete 

confidentiality. In six of the interviews, confidentiality 

was not promised. This was either because the person being 

interviewed was a significant spokesperson for hospice or 

palliative care, or because the person said that confiden¬ 

tiality did not matter. 

As noted, in both cases additional notes were taken, 

including impressions, feelings, and questions raised 

because of the interview. This last item was helpful in 

preparing for the next interview, and in preparing the 

questionnaire. 

In ethnography, the researcher's inferences are not 

only based on what people say, but on how they act. In 

addition, when observation was possible (usually social, 

but sometimes in meetings), what had taken place in the 

interview took on a broader perspective. This was particu¬ 

larly evident in Canada for several reasons. It was 

necessary to stay in Canada for several days on each trip. 

On three of the five occasions, the trips consisted of 
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interviews intermingled with social activities and meetings. 

One valuable experience was the opportunity to spend consi¬ 

derable time as a participant observer with people involved 

in significant ways in palliative care. Ethnographers often 

use participant observation as a strategy for both listening 

to people and watching them in natural settings (Spradley, 

p. 32) . 

Participant observation allowed for a better under¬ 

standing of how Canadians perceive palliative care and the 

issues surrounding it. In one instance the researcher was 

invited to attend a regional meeting of palliative care 

providers who were discussing an issue of mutual 

concern. Later, the researcher was able to interview 

approximately half of these people, to spend time on a 

palliative care unit, and to have tea with several of the 

nurses in their cafeteria. In a very real sense it balanced 

the data that had been collected continually by the 

researcher in the United States since 1984. While only ten 

hospice administrators (and sometimes their staff) were 

interviewed in the United States for this study, 15 hospices 

administrators had been interviewed in 1984 and 1985. The 

interview techniques used at that time in six of these 

interviews was nearly identical to those employed in this 

dissertation. The purpose of the earlier study was to gain 

an understanding of the response of hospices in the United 

States to the hospice Medicare legislation. As in Canada, 
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there were frequent invitations to attend meetings, or join 

staff at meals. In one case an invitation was extended to 

spend the night in a palliative care unit, thus enabling 

participant observation of the night staff, and their inter¬ 

relationships with one another and with the patients. 

Interviews were not random. A greater geographical 

diversity occurred in the Canadian interviews, and this was 

brought about primarily by the meeting of the Palliative 

Care Foundation, and their introduction of the researcher 

both to the entire assemblage at their national convention 

in 1987, and to key people from across Canada who were 

generous with their time. At least one program director in 

nine of the ten provinces was also interviewed, but almost 

half of the interviews were with members of programs in 

Ontario. This occurred for several reasons. Many of the 

interviews in Toronto and Ottawa were arranged, either by an 

individual familiar with the region (Ottawa), or by the 

Palliative Care Foundation (Toronto), thus reducing the 

number of trips. The second reason is that there are more 

programs in Ontario than in any other province (over 1/3 of 

all Canadian programs). However, this is counterbalanced by 

understanding that 9,114,000 of Canada's 25 million resi¬ 

dents live in Ontario. 

In the United States, the bulk of the interviewing was 

done in the Northeast, three in Massachusetts, one in Maine, 
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three in New York and one in Maryland. Two interviews were 

also conducted with programs in the Chicago area. In addi¬ 

tion, because of significant research in the area of 

hospice by the Joint Commission for the Accreditation of 

Hospitals (JCAH), an interview was conducted in Chicago with 

Barbara McCann, the author of The Hospice Project Report 

(McCann, 1984) , a study funded by the Kellogg Foundation. 

McCann was the former director of JCAH's Accreditation Pro¬ 

gram for Hospice care and a former hospice director of a 

program in New Mexico. An interview was also conducted with 

Don Gaetz, one of the authors of the Medicare hospice legis¬ 

lation (TEFRA), a former president of the National Hospice 

Organization, and founder of hospices in Florida, Texas and 

Chicago. 

Appendix E describes how the interviews were analyzed. 

Quantitative Research Techniques 

Introduction 

A questionnaire, consisting of 97 statements and 

several essays, was created using the information obtained 

in the interviews. Each question was associated with a 5 

point Likert-type scale (Appendix C). This was followed by 

questions about the organization, including demographic 

information, information on program changes, budget, and 

various other statistics. The questionnaire was then sent 
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to 100 Canadian programs and 100 programs in the United 

States . 

Method of Analysis 

The data was analyzed using the t statistic, which is 

used in drawing inferences about the central tendency of 

populations. The t test provides a means for testing 

whether or not the difference between the two sample means 

is significant. Comparisons were then drawn between organi¬ 

zations in Canada and in the United States from several per¬ 

spectives which were determined by categorizing survey ques¬ 

tions according to hypotheses. This enabled the researcher 

to compare perspectives with regard to strategic process and 

structural differences. In addition, the research allowed 

for an understanding of the factors which the programs 

interviewed in-depth identified as key to their process and 

structure, by asking individual programs to evaluate atti¬ 

tudes on a Likert-type scale. Much of the information 

gleaned from the survey questions was reinforced in the 

answers to the essay questions which followed the Likert- 

type questions. 

It is important to keep in mind that only samples are 

being used. The basic problem is to determine whether or 

not a difference between samples implies a true difference 

in the parent populations. The goal of statistical analysis 
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is to establish whether or not a difference between two 

samples is significant. 



CHAPTER 5 

HISTORY AND ANALYSIS OF THE PROCESS AND STRUCTURE 
OF HOSPICE AND PALLIATIVE CARE 

Introduction 

This chapter presents a critical examination of the 

history of hospice and palliative care in the United States 

and Canada from the perspective of those largely responsible 

for its introduction into North America. It also examines 

the more recent strategic history of hospice from the per¬ 

spective of persons in positions of national leadership in 

both countries through 1988. This history will be followed 

by a critical analysis of the developmental process of both 

countries with emphasis on the factors which have shaped 

each countries' strategies and structures. The purpose of 

the chapter is to frame the research hypotheses within a 

context relevant to those whose perceptions have been sought 

throughout the project. 

History of Hospice and Palliative Care 

Canada 

While the first palliative care unit established in 

Canada in 1974 is at St. Boniface Hospital in Winnipeg, the 

Royal Victoria Hospital in Montreal, which opened only 

months after St. Boniface in 1975, has been the most signi- 

91 
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ficant internal force in the Canadian palliative care move¬ 

ment . 

In an interview in June, 1987, Mount attributed the 

beginning of the palliative care unit at the Royal Victoria 

Hospital in Montreal to "the most remarkable series of 

events." It began in 1973 when Mount was asked to chair an 

adult education meeting at a local church on death and 

dying. From there he decided to do a small study at the 

Royal Victoria Hospital looking at how patients died. 

"As the data came in we became increasing alarmed, and 

I became increasingly interested in what we were finding, 

which was simply that people died badly at our hospital, and 

we just weren’t aware of it." He became aware of Saunders 

through the bibliography of one of Elisabeth Kubler-Ross's 

books, and in a subsequent visit to England visited her 

hospice, St. Christopher's, near London. "It was an extra¬ 

ordinary experience," he commented. "That it was a better 

way to die there is no question (Interview, June, 1987)." 

Mount thought about the number of people dying in 

institutions in Canada and realized there was no funding 

mechanism in Canada to develop separate hospices; so he set 

about trying the concept within a hospital setting. "I 

thought somebody somewhere had to do an experiment to see if 

what Cicely could do at a hospice facility could be done in 

the context of a general hospital. Cicely said it couldn't 
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be done because the orientation was different - a statement 

she now denies (Interview, June, 1987)." 

Mount lobbied for a unit at the Royal Victoria 

Hospital. He was aware that for socioeconomic reasons it 

would have to be a cost-effective system. There were enough 

buildings in Canada, and it would not be feasible within the 

Canadian health care system to create more buildings. 

The hospital "bought" the idea, but said that it had no 

beds; the idea was tabled in 1973, but accepted later that 

year. The first people were hired for the unit in 1974, the 

same year that the Connecticut Hospice began caring for 

patients at home. By 1975 Mount was able to obtain beds and 

the palliative care unit was opened. As one doctor 

explained, "if there wasn’t a Bal Mount and he didn't have 

the right connections with the right people, and if there 

hadn't been a lack of nurses and therefore open beds and a 

need to do something with the beds, etc., etc., nothing 

might have happened, or it would have happened very 

differently." * He added there were other people in other 

parts of Canada who were becoming aware of the British 

Hospice movement, "but none of them had the clout of Bal 

Mount." 

* Where quotations or comments are used without citations, 
they are drawn from the interviews which were confidential. 
In the 30 interviews, over 50 persons were interviewed. 
Only six people were not promised confidentiality. 
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The palliative care experiment, as a result of its 

location at the Royal Victoria Hospital, one of Canada's 

major research hospitals, had great potential to influence 

others. The experiment consisted of a palliative care unit, 

a consultation team (to advise physicians on how best to 

care for their dying patients in other sections of the 

hospital), a home care team, and a research arm. 

"It was all a matter of timing," Mount states. "The 

ground was fertile. Elisabeth Kubler-Ross was awakening 

the world on what was happening with dying people -- very 

little, and Cicely Saunders carried through on a program of 

care. " 

"Cicely Saunders is absolutely extraordinary," Mount 

said, "not because she did something a little different, but 

because she thought it all out so carefully and put all the 

components together (Interview, June, 1987)." 

A physician who worked with Mount at the Royal Victoria 

said of Mount, "he has had to establish a stature so great 

that if the hospital tried to undermine him, the world would 

say, 'what are you doing?'" 

Mount had somewhat of an edge to begin with. His 

father was a prominent physician at the Royal Victoria 

Hospital, and Mount had established his own reputation in 

oncology prior to beginning the palliative care service. One 

physician who worked with Mount described him as "a good 

teacher, dynamic, charismatic." He was asked more and more 
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to speak for "he was quickly seen as a good speaker." There 

was already an interest in death and dying because of the 

work of Kubler-Ross, and the press quickly picked up on this 

new Canadian focus on dying. 

After the service was begun, Mount was asked to give a 

Royal College lecture. According to Mount, "no one under 60 

is ever asked!" He added the lecture gave his program a 

credibility it wouldn’t otherwise have, at least so soon 

after its inception. "It had a lot of really undeserved 

credibility simply because of that Royal College Lecture 

(Interview, June, 1987)." 

The Montreal program, parallel to the British model, 

with the exception of its location within a hospital, 

quickly became well known. It set a pattern for the rest of 

Canada and became the model for the main pioneering services 

in Canada. 

The development of palliative care in Canada has been 

in many ways the product of serendipity. St. Boniface 

Hospital was begun in 1974 by an English geriatrician. Dr. 

David Skelton. It was constituted as part of a grand scheme 

to extend treatment services for the elderly after Skelton 

recognized that the number of chronically ill elderly "lying 

around hospital" was increasing; he wanted an extension of 

services beyond the acute care setting. His concept was to 

construct wings adjacent to hospitals, close to the main- 
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stream of medicine, but deliberately protected from active 

treatment. 

"We don't have an underprivileged social class that 

can't afford hospitals, and in the 1960's we were so rich 

and so exuberant — it was an expansive period for health 

care complexes," a physician in Winnipeg commented. 

Skelton was hired in the early '70's. He brought 

with him a serious interest in Saunder's work. An impact 

document was developed in which Skelton asked for a percen¬ 

tage of the 200 new beds at St. Boniface to be set aside for 

cancer patients. (In both Canada and the United States, over 

90% of patients receiving palliative or hospice care are 

cancer patients). A palliative care unit with 12 beds as 

well as a palliative care consultation team was set in place 

in Winnipeg. 

While the palliative care unit at the Royal Victoria 

Hospital was having an influence at an international level, 

and became the model for palliative care in Sweden, 

Australia and New Zealand, the unit at St. Boniface Hospital 

has had more of a local impact and in most publications is 

not credited as being the first unit in Canada. 

Palliative care developed slowly in Canada, and until 

1983 was almost exclusively a hospital-based service. In 

January of 1983 there were 64 formal palliative care 

services operating out of hospitals, and 27 informal 

services (a service which is not recognized by an institu- 
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tion as a separate service but which delivers palliative 

care). A total of 266 beds were allocated for palliative 

care, and it was estimated that 4,000 patients received 

palliative care in 1982. Ninety-three percent of the 

programs included pain and symptom control as part of their 

program (Ley and Heidemann, 1983). 

By 1986, the number of palliative care services had 

grown to 359, and while palliative care was still pre¬ 

dominantly a hospital-based service, a shift was beginning 

toward community services. This shift was largely the 

result of the inability to obtain funding for palliative 

care services under the global budget within a hospital 

setting because of increasingly tight hospital budgets. It 

is significant that by 1986 the percentage of programs 

providing pain and symptom control had dropped to 74% 

(Heidemann, 1987). Pain and symptom control is the central 

tenet of palliative care. While the number of palliative 

care services is increasing, the scope of the services 

offered is not keeping pace with the growth of palliative 

care in Canada. 

The consultation team, the invention of Mount, 

became the predominant form of delivering palliative care 

because of the inability to fund units. As explained in 

chapter 3, Canadian hospitals are funded through global 

Hospitals are free to act within the scope of the budgets. 
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global budget, but not to create a new line item on a bud¬ 

get, such as a unit, which would add to existing hospital 

services. Such a change would require additional funding 

from the provincial ministry of health on an ongoing basis. 

Number of Programs 

Figure 5.1. The Growth of Palliative Care in Canada 

Currently the ministries of health do not recognize 

palliative care as a specialty, and are reluctant to fund 

additional units. Some units have been funded as pilot pro¬ 

jects and many of the existing 26 units are located in 

chronic care hospitals, where the staff to patient ratio is 

significantly lower than in an acute care hospital. In such 
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cases the hospitals have had to find various ways to raise 

funds to increase staff coverage, including fund raising and 

the use of volunteers. It is generally agreed that persons 

with terminal illnesses require a high staff ratio if care 

is to be effective, but this is expensive. The problem, as 

one palliative care physician explained it, is that "the 

Canadian psyche says health is government and they're not 

willing to give very many extra dollars to health programs." 

The presence of a unit is often the result of unique 

circumstances. For example, in 1981 the Sisters of Charity 

in Ottawa contributed $1,100,000 to renovate a physical 

space for a palliative care unit at the Elizabeth Bruyere 

Health Centre in Ottawa. The donation was dependent, how¬ 

ever, on the promise of operational funds from the Provin¬ 

cial Ministry of Health. Only public pressure released the 

necessary funds in 1982. 

The funding was contingent on an agreement by the Dis¬ 

trict Health Council to produce a plan for regional pallia¬ 

tive care, coordinating all services and integrating this 

care. A formal plan was completed in 1983, and the unit 

became operational on October 26, 1983 with 10 beds. This 

increased to 25 by 1987. 

The infusion of funds from the ministry and the 

involvement of the Ottawa Carleton Regional District Health 

Council is bringing about a sophisticated and complete 

regional palliative care service. Formal strategic planning 
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committees whose members have been part of the planning 
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process. 

Other units have been the result of "pilot projects," 

including the Salvation Army Grace Hospital in Toronto, and 

Hospice Victoria located in the Royal Jubilee Hospital in 

Victoria, British Columbia. Funding a pilot project is a 

great deal different from endorsing a provincial wide pro¬ 

gram, because funding is limited to a specific project, and 

usually for a limited time period. An important point in 

the history of palliative care in Canada is that while there 

was no worry about money in the 1970's, and a lot of hospi¬ 

tals were being built, this changed quickly in the 1980's. 

As in the United States, there is currently a critical 

shortage of nurses, and the flow of funds for health care 

has been sharply curtailed. The result is that palliative 

care units have became less and less financially viable. 

The consultation team as an alternative has been adopted by 

many hospitals. Staff members influenced by Mount and 

Saunders, and convinced of the need for special services for 

patients who are dying have been instrumental in initiating 

these services. It is possible for a hospital to begin a 

consultation team without approval of the ministry, if the 

hospital itself approves the program. Not all hospitals are 

willing, however, because it means taking personnel and 
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resources from one service to place them on a consultation 

team, often without the ability to replace either the 

personnel or the resources. 

Upper-level management and health professionals have 

provided a major impetus for palliative care in Canada. 

This interest by higher-level staff has kept palliative care 

within the mainstream of health care in Canada. The result 

is a continuing effort by hospital personnel to establish 

palliative care services in their hospitals. One hospital 

near Toronto was persuaded to begin a team when the group 

interested in the project promised to support the concept 

'through fund raising. The hospital agreed to cooperate with 

the effort on these terms. 

Consultation teams come in a variety of forms, from a 

single nurse to a full team of physician, nurse, social 

worker, chaplain and volunteers. Generally a consultation 

team is available to consult with physicians about patients 

who are terminal, particularly in the areas of symptom 

control and psychosocial problems. The weakness of this 

form of palliative care service is that the team has no 

control over what eventually occurs with that patient. 

A second weakness is political. The consultation teams 

have not been approved by any ministries of health. 

Officials at the ministry look the other way and allow 

hospitals to add consultation teams, but they aren t bound 

Ministries are reluctant to give financial to fund them. 
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support to services in one place unless they can give the 

same services to the whole province. 

A strength of the consultation team is the increasing 

prevalence of the concepts of palliative care being spread 

throughout the entire hospital and health care systems. One 

physician interviewed stated that to only have units would 

"legitimize not learning how to care for the dying." A 

second physician agreed with this philosophy and said the 

lack of funding which necessitated consultation teams was 

one of the best things that could have happened to pallia¬ 

tive care in Canada, simply because of the educational 

effect it was having on those health care professionals 

whose focus is on cure. "Compassion and pain control," he 

said, "are not the exclusive rights of the dying." A third 

physician also applauded the growth of the consulation team 

concept, but added: 

It still grieves me that I can't write the orders 
specifically on a patient. Nevertheless I think 
we do good work with limited resources. We're 
able to see patients. We're able to support 
patients and families. I think one of the 
challenges of palliative care is to get out there 
and convert people. If we had a unit here I'm not 
sure we would have gotten the oncologists of our 
hospital where now they're calling us in when they 
have difficult pain problems (Confidential inter¬ 
view , July, 1987) . 

All of the persons interviewed who worked on consulta¬ 

tion teams felt their teams were having positive effects, 

but it was the general feeling that a team in combination 
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with a unit and a home care arm would be the ideal situa¬ 

tion . 

Canada's newest wave of palliative care structure 

has been the volunteer community program. The Palliative 

Care Foundation defined palliative care as 

...the active, compassionate care of the 
terminally ill at a time when their disease is no 
longer responsive to traditional treatment aimed 
at cure or prolongation of life, and when the 
control of symptoms -- physical and emotional and 
spiritual — is paramount. It is multidisciplinary 
in its approach and encompasses the patient, the 
family and the community in its scope (Ley and 
Heidemann, 1983, p.l). 

While not stated in the definition, the authors add 

that the setting where palliative care is provided is not 

restrictive, that it can be an institution or a home. 

What is important is that the preference of the 
patient and his family be accommodated....It is 
critical therefore, that such care be available in 
both settings, and that they have the opportunity 
to make a choice (Ley and Heidemann, p. 2). 

The Palliative Care Foundation (PCF) identified 89 

community based programs in 1986. This growth of community 

programs parallels the early years within the United States. 

The programs are largely volunteer. According to the 1987 

report (on 1986) by the PCF, just 9% of the programs had 

physicians associated with them, 52% had a nurse, and 21% 

had a social worker. Among all community-based program 

respondents, 50% said they provided symptom control. While 

the hospital-based programs subscribe to the British model. 
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many of the hospice home care programs have been influenced 

by the hospice movement within the United States. 

According to the PCF, while Canada has pockets of 

"sophisticated home care programs," other areas have almost 

nothing for palliative care in the home. The most frequen¬ 

tly cited reason is the lack of funding — palliative care 

is not recognized as a legitimate home care specialty within 

Canada. Another reason is the geographic isolation of many 

small areas. It is likely that the growth in community 

programs will continue, though funding is a major problem. 

A critical factor in the development of palliative care 

are provincial palliative care associations, but as of 1988 

only two provinces, British Columbia and Ontario, have 

formal provincial organizations to bring together programs 

within the province. Some of the other provinces are in 

varying stages of developing such organizations. In addi¬ 

tion, as noted earlier, the PCF, the national organization, 

ceased to operate in October because of insufficient 

funding. Canadians in palliative care officially recognized 

the critical role that such formal organizations play in 

working toward legitimization of the field and in unifying 

palliative care at their national meeting in October of 

1987. The PCF, in contrast to the NHO, was not a political 

lobbying organization, nor could it be because of a conflict 

in interest as one of its major funders was the federal 

government. 
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United States 

The history of hospice and palliative care in the 

United States is remarkably different, and a great deal more 

complex than its Canadian counterpart. 

As mentioned earlier, Wald first met Saunders in 1963 

when Saunders came to New Haven Connecticut on an essen¬ 

tially social visit. She was asked to speak to a class of 

Yale medical students about her work with the terminally ill 

in Great Britain. A member of the nursing faculty, Virginia 

Henderson, attended the lecture and was "ecstatic" about it, 

as were the usually unimpressionable medical students, who 

gave her a standing ovation. She spoke the next day to a 

group of nursing students and faculty . "The portrait she 

portrayed was so vivid," said Wald, then dean of the school 

of nursing. She said that Saunders had made them understand 

just how medications could be used to make patients more 

comfortable, and of the importance of social and psychologi¬ 

cal supports for the patient and the family (Interview, 

April, 1987). 

Wald describes this impact of Saunders through an 

analogy to the Scotsman in Thomas Hardy's The Mayor of. 

Casterbridqe: 

They began to view him through a golden haze, 
which the tone of his mind seemed to raise around 
him. Casterbridge had sentiment, Casterbridge had 
romance, but this stranger's sentiment was of a 
different quality...he was to them like the poet 
of a new school who takes his contemporaries by 
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storm. Who's not really new, but is the first to 

articulate what all his listeners have felt, 
though but dumbly till then (duBoulay, pp. 221- 
222) . 

"So that is essentially how the spark landed and how it 

landed at Yale. In me it also burned a very warm fire...I 

was so very turned on by what Cicely was doing, and it was a 

turn in my own direction," Wald said in a 1987 interview 

with this researcher. 

Between that lecture and 1968, Saunders visited the 

United States and New Haven often, and at one point a work¬ 

shop was held for 30 people, including Kubler-Ross, Zelda 

Foster (chief of social services at the Veterans Administra¬ 

tion Medical Center in Brooklyn), the Reverend Carleton 

Sweetser, Chaplain of St. Lukes-Roosevelt Hospital Center in 

New York, and others who were to play significant roles in 

the formation of the modern hospice movement in America. 

A group began meeting weekly in New Haven to discuss 

the shape that hospice should take. A two-year research 

project was undertaken by Wald and an associate in a hospi¬ 

tal setting. Once the project was completed the decision was 

made to have a separate and independent facility. This was 

not done to separate from the existing health care system, 

but for local political reasons, and in order to better 

serve the total community. The early planners were aware 

that the two large medical centers in New Haven, Yale, New 

Haven and St. Raphael's Hospital did not work well together. 
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It was also decided not to develop the project under the 

aegis of Yale University, since Yale's policy has always 

been to give birth to a facility and let it go on its own; 

Yale's emphasis is primarily on science based projects. 

In Wald's view, the New Haven hospice was not meant to 

be a model for the country. The original group did not see 

hospice as an entity outside of the mainstream of medicine, 

but rather as a new option within an open system of care in 

which patients would be able to come in and out of the 

hospital, hospice and home. 

The Connecticut Hospice was the first hospice program 

in the United States. The home care program was begun in 

1974, and in 1980 an inpatient facility was opened in 

Branford, Connecticut. The home care program started with 

a core of one registered nurse, three licensed practical 

nurses, a social worker and a secretary. A Medical Advisory 

Committee was also established at that time, and volunteers 

were beginning to be trained. The inpatient facility was 

opened with 44 beds. 

According to Dr. Sylvia Lack, the first Medical 

Director of the Connecticut Hospice, and Buckingham (1978), 

The concept of Hospice home care cuts across many 

boundaries. It challenges the assumption that the 

hospital is invariably the best place for a sick 
person to recuperate — or die. It states that a 

trained, sensitive volunteer can often do more 
good then the world's best surgeon or most expen¬ 
sive machine. It says that even terminal cancer 
patients can experience life without intractable 

pain or drug induced stupor (p. 20). 



108 

The Connecticut Hospice is unique in that it never 

suffered from the financial constraints of many other hos¬ 

pices in the United States. The hospice received substan¬ 

tial grants from anonymous donors, several foundations, and 

from the National Cancer Institute. In addition, the State 

of Connecticut gave the hospice $1.5 million, putting it in 

a viable financial position to construct the free-standing 

hospice inpatient unit in Branford, Connecticut. 

In other parts of the United States, as the hospice 

movement spread, finances were minimal; the swell of the 

movement came primarily from volunteers, both lay and 

professional. 

There is a close link between this volunteer structure 

and the philosophy that many hospice pioneers were adopting 

from the work of Kubler-Ross, whose book On Death and Dying 

(1969) sold millions of copies. There is no that doubt 

Kubler-Ross was the inspiration for many of the small volun¬ 

teer hospices spreading across the country. According to an 

early organizer quoted by Paradis (1985) : 

Lets face it, we didn't know anything... the 
articles we'd read were so appealing. The family 
clustered around the dying patient's bed. A small 

child kneeling, a dog looking in. It was so 
ethereal...the patient had a smile on his face, he 

looked so peaceful. We all read Kubler-Ross 

book and discussed it ... it’s funny. Things 
changed. They became so different once we really 
got started...we realized we had to provide more 

than emotional support. We had to do actual 

patient care (p. 6). 
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As in Canada, the time was ripe for a social revolution 

within the United States in the way of caring for dying 

patients. According to Dr. Williams Lamers, a physician 

involved in the early movements in both Canada and in the 

United States, 

Families who desired to care for their dying 
member had difficulty doing so because of the 

passive resistance of the medical profession 
(Lamers, 1982, p.l). 

Lamers felt this passive resistance was supported by a 

largely unresponsive third-party insurance system in the 

U.S. that sought to contain all health care in institutions, 

regardless of the cost or the wishes of the family. Death 

had become institutionalized, medical care had become high- 

tech, and so support once given in the home was moved to 

hospitals. The family was disenfranchised as the source of 

care. 

Other critical factors that Lamers points out were the 

changes in the structure of the family, including the con¬ 

cept of the family as an extended unit brought about by 

urbanization and increased mobility. Life expectancy con¬ 

tinued to increase, 

and with more potent therapies available to cure 

disease, physicians devoted increasing time to 

those who could be saved and rehabilitated, 
whereas those deemed terminal were passively aban¬ 

doned or used in teaching hospitals as the 
unwilling recipients of the best that modern 
scien-tific medicine had to offer (Lamers, p. 3). 

II 
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Lamers says that as hospital occupancy rates increased, and 

room was needed for patients more likely to respond to 

curative therapy, terminal patients were often transferred 

to "lower level of care" institutions, such as nursing 

homes, where the cost of care was less expensive and less 

intensive. 

And yet as Dr. James Cimino, former medical director 

of Calvary Hospital asserts, care for those who are 

terminally ill is. acute care. "Acute" cannot be equated with 

curative care. According to Cimino, "Acute doesn't mean 

curative — it means something that is active and recent 

rather than stable and long term (Interview, Jan., 1988)." 

Still, hospice, a concept with no standard definition 

until 1983, remained primarily a grass roots movement out¬ 

side of the health care system, and as such was in jeopardy 

simply because of the lack of funds to provide the kind of 

care needed by dying patients. With no standards, hospice 

began to develop in a variety of ways. 

As pointed out by the Comptroller General’s office to 

the Congress in March of 1979, 

There is no standard definition of a hospice, or 
of what services an organization must provide to 

be considered a hospice (p. i). 

The result was that a multitude of hospice programs in 

varying stages of development began to proliferate, from 

strictly volunteer programs with no medical component to 
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sophisticated palliative care units in hospitals, sometimes 

with home care components, in some cases formalized and in 

other situations informal. There were almost as many defi¬ 

nitions of hospice as there were hospices. 

Despite the lack of standard definition, in 1979 the 

U.S. General Accounting Office (GAO) found four basic prin¬ 

ciples which distinguished hospice from the traditional 

health care system: 

--The patient and his/her family, not just the patient, is 

considered the unit of care. 

—A multidisciplinary team is used to assess the psychical, 
psychological, and spiritual needs of the patient and 

family, develop an overall plan of care, and provide 
coordinated care. 

—Pain and collateral symptoms associated with the terminal 
illness and its previous treatment are controlled, but no 

heroic efforts are made to cure the patient. 

--Bereavement followup is provided to help the family to 

cope with their emotional suffering. 
(U.S. Senate Committee on Finance, 1983, p. 1) 

The home health agency and hospital-based hospices were 

able to bill for at least a portion of the services pro¬ 

vided, because they were licensed and Medicare certified 

(not hospice Medicare certified, see p. 184, Ch. 6). 

In the early days most reimbursement came through the Medi¬ 

care program. Private insurance companies and corporations 

usually did not compensate for hospice care per se, and if 

they did, the rate was usually quite limited. It was this 

lack of reimbursement which provided some cohesion for hos¬ 

pices in the United States. As Munley (1983) pointed out, 
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A thread of unity connecting different programs is 

the realization that survival of hospice hinges on 

3rd party reimbursement for hospice services (p. 
277) . 

Munley added that the path to any form of reimbursement 

depended on an accepted definition of hospice, along with 

criteria and standards. 

Paradis (1985) also points out that the 1970's were a 

time when a variety of structures began to appear, from 

small informal gatherings of lay people to support programs 

out of community-based hospitals to formal demonstration 

projects funded by the federal government. The prepon¬ 

derance of programs in the early days, however, were home- 

based, and many of the early hospice organizers were not 

medically trained. They were people who had lost spouses or 

parents or children or friends. Paradis quotes one 

organizer in the early days of the movement: 

'We were all just mad. We sat in my living 
room...like hours. We all had some horror story. 

We were angry at the doctor, the nurse, someone. 
After awhile we realized that our loved one might 
have received better care if he was at home. It 
was the place of care that caused the problem. 

All of us had a bad experience with [the] hospital 

... now we knew what we had to do (p. 6).' 

In the early days most hospice organizers wanted 

nothing to do with the traditional medical system, and this 

came to be how hospice was understood, a meaning that even 

today some hospice people have trouble letting go of. 

There was a certain romance attached to a volunteer-inten- 
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sive, low budget hospice, untainted by a medical system 

viewed with anger and suspicion. Because these programs 

were volunteer intensive, they were often unable to provide 

any type of symptom control, other than emotional support, 

except through advocacy (Paradis, 1985). Today many leaders 

within the hospice movement are saying this is not hospice, 

but handholding. As one leader put it during a 1988 inter¬ 

view, "it's fine — I'm all for it, but it isn't hospice." 

By 1979 three basic hospice structures had emerged: 

1) the volunteer community hospice, many of which 

eventually took the form of the coalition hospice with 

minimal and minimally paid staff and a cadre of volunteers. 

This type hospice informally coordinated a variety of ser¬ 

vices for patients, which could include both hospital and 

home care through home health agencies and other ancillary 

services. Some of these hospices eventually applied for 

home health certification themselves; 

2) the home health agency-based program, and 

3) the hospital-based program. 

Barbara McCann, author of the Hospice Project Report, a 

research project carried out by the Joint Commission for the 

Accreditation of Hospitals (JCAH), former director of JCAH's 

Accreditation Program for Hospice Care and a former hospice 

director in New Mexico, said that "while hospice in the 

United States grew up as a clear rebellion against the 

traditional medical system, it's almost a myth that was 
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created that the original hospices were independent; 

they weren't. The majority of original hospices were hospi¬ 

tal based. It's like a whole part of history is wiped out 

of people's minds." She added in an October, 1987 interview, 

I remember as a new hospice director — we were 
going to find a building to put our patients — 
we weren't going to be part of that hospital 
anymore, and it never happened because it was 
impossible to do, and so we all went home. Those 
that had the relationships with big hospital based 
programs established programs there.... hospice was 
to you and to your community whatever model you 
came from. 

I came from a home based model and I remember 
sitting around listening to a director who came 
from a hospital based model that had an inpatient 
unit. She said the majority of their patients 
died on the unit. Now, to me that was almost 
foreign -- I couldn't imagine that. Because we 
had no control over our oncology units, the 
majority of our patients died at home. 

I don't think hospice ever sat down and really 
said "what is hospice?" I can relate once 
finishing a family conference with some middle 
aged kids, and we all felt wonderful because 
they'd all read Elisabeth Kubler-Ross and Dad was 
going to die at home. Then the old woman stood up 
in front of me and yelled in my face..."Don't you 
understand -- I don't ever want to remember him as 
dead in a bed in my living room..." I can't help 
but wonder many years later how often did we give 
families the idea, indirectly, that for him or her 
to die at home was the place to be — how often 
did we set up expectations of what is 'good' care 
of dying patients without clearly thinking about 
the appropriateness of the setting. 

As a note, a hospice philosophy statement was recently 

received from a home health agency-based hospice during the 

collection of data. The first line of the statement reads: 
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Ask anyone dying where they would like to be. 
Home is always the answer. Hospice has evolved to 
allow terminally ill patients the right to remain 
home. 

As mentioned above, two other prominent structures were 

forming within the movement. Home health agencies, such as 

visiting nurses associations, began forming teams to work 

with dying patients and their families within the hospice 

philosophy. But as mentioned above, there were severe limi¬ 

tations on reimbursement for this category of patient. 

Hospital settings also began designating units or scat¬ 

tered beds for palliative care patients. While Mount's unit 

in Montreal certainly played a role in the formation of such 

units, there were hospitals and chronic care facilities 

providing care to the terminally since the late 19th 

century. Among these was Calvary Hospital in the Bronx (a 

unique structural innovation which will be discussed in 

chapter 6). Their focus was internal — it was not their 

intention to become a model of care, but rather a place to 

care, and as such received little national attention. 

(Calvary Hospital has since set up a palliative care re¬ 

search institute for research and training, both locally and 

nationally). 

More recently, but prior to the opening of the "first 

American Hospice," was the palliative care program at St. 

Lukes-Roosevelt Hospital in New York City, begun in 1971 
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through the influence of Rev. Carleton Sweetser, 

original members of the New Haven group discussed 

There were many other examples, but with the 

the Connecticut hospice, the growth of hospice in 

States has been phenomenal. 

one of the 

above. 

opening of 

the United 

Number of Programs 

The first hospice In the United States 
beoun In 1974. 

Figure 5.2. Growth of Hospices in the United States 

According to Wald (1986): 

We caregivers thirsted for ways to give comfort, 
to restore civility and to be compassionate. 
Eager as we were, the public was even more so. 
The hospice movement spread through the United 
States quickly — too quickly (p. 25). 

In 1978 The GAO identified 59 operational hospices 

including 5 freestanding facilities, 24 hospital based, 1 in 
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a skilled nursing facility, 2 associated with Health Mainte¬ 

nance Organizations, and 27 hospices with no inpatient 

facilities (which could include community volunteer programs 

or programs operating out of home health agencies). 

Of the 59 programs, 63% directly provided pain control 

through medication, 7% through surgery and 7% through radia¬ 

tion (there is no indication if either of the above 7% are 

part of the 63% or separate). Another 22% made referrals to 

other agencies for pain control. Only 4% of the programs 

had paid physicians, and of the total number of volunteers 

in the 59 hospices, 6% were physicians (GAO, 1979). 

By 1983 a study by JCAH estimated there were 1066 

operational programs, with 79 more in the planning stage. 

Of these, 499 reported they provided, either directly or 

through agreement, both home care and inpatient services. 

The other 567 were categorized as "unknown provider status." 

In terms of structure, 470 were independent community 

based, 437 were hospital programs, and 210 were home health 

agency based. 

According to data published by the NHO in February of 

1988, the number of operational hospices had grown to 1683. 

in 1986 as compared with the 369 in Canada in 1986.* 

* The population of the United States (1986) was 241,078,000 
as compared with Canada's population which numbered 
25,354,100 (1986). The population of the United States is 
nearly ten times that of Canada. 
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Approximately 1000 of these provided comprehensive hospice 

services, and approximately 492 were hospice Medicare cer¬ 

tified. Forty-two percent of the organizations were iden¬ 

tified as independent, community-based organizations, 27% 

were identified as hospital-based programs; and 22% were 

home health agency-based. The remaining 9% were coalition 

or nursing home-based programs. Within the burgeoning 

hospice movement, several things were happening simul¬ 

taneously which resulted in the beginnings of regulation 

and reimbursement for hospice. 

A critical player in the new direction hospice was to 

take is Don Gaetz, former President of the National Hospice 

Organization, and a hospice organizer since 1976. Gaetz was 

heavily involved in the Florida hospice movement in the 

1970's. 

In Florida in order to be Medicare certified as a home 

health agency a Certificate of Need (CON) is required. Home 

health agencies abound in that state, and for a newly formed 

hospice to obtain certification as a home health agency to 

take advantage of Medicare reimbursement was almost an 

impossibility. 

Gaetz, Hugh Westbrook, both of Miami, Michael Rosen of 

Methodist Hospital hospice in Jacksonville, and others began 

to lobby the Florida legislature to license hospices so that 

they could be certified, not as home health agencies, but as 
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hospices to take advantage of the home care reimbursement. A 

Florida law was passed granting hospice licensure in 1979. 

Westbrook, Gaetz, Rosen and others felt similar legislation 

was needed on a national level. Gaetz commented: 

there was a small handful of people who thought it 
could be done, and a larger group of people 
willing to support it, but still believing it 
couldn't be done. The first time there was ever a 
meeting of hospice people to talk about 
legislation, NHO would not even put it on the 
agenda — instead we were permitted to have a room 
off to the side — and only one person showed up 
(Interview, June, 1988). 

Nevertheless efforts to legitimize hospice as a reim¬ 

bursable health care alternative for the terminally ill were 

initiated. Gaetz personally felt no doubt that it could be 

done. 

I came from a small town of prairie politicians 
and populists. I guess as a child and as a young 
man I saw enough policies being made, enough laws 
being passed by ordinary human beings who were 
able, by the stroke of a pen, to change a rivulet 
of history. It didn't seem all that impossible to 
me that one could rewrite the laws of the land. I 
stand in awe before the simplest treatment 
procedure done by a hospice physician or nurse, 
whereas I didn't stand in awe before the 
congressional process or the legislative process 
(Interview, June, 1988). 

In 1979 the Health Care Financing Association (HCFA), 

at the request of Congress, began a demonstration project to 

gather data on the costs, use and quality of care provided 

by hospice organizations and to determine which models best 

incorporated the hospice concept. It was called the National 

Hospice Study, and Brown University was chosen as the prin- 
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cipal investigator. According to a background report pre¬ 

pared for the Committee on Finance of the U.S. Senate 

(1983), "The ultimate objective of this study is to assess 

the cost-effectiveness of providing hospice care to 

terminally ill Medicare and Medicaid beneficiaries (p. 12)." 

Twenty-six hospice programs were chosen to participate 

in the program, and out of these, twenty-five were used to 

collect data. Fourteen were home health agency-based and 

eleven were hospital-based. 

Before those particular data were ever analyzed, the 

hospice Medicare bill was passed as part of the Tax Equity 

and Fiscal Responsibility Act of 1982 (TEFRA). It seemed 

clear to politicians from earlier studies that hospice was 

both a humane alternative to persons with terminal 

illnesses, as well as a cost-efficient alternative. 

An early study that had particular impact on the 

passage of the bill was one funded by the Warner-Lambert 

Foundation at the request of the National Hospice Education 

Project (NHEP), an NHO project organized by Gaetz. Health 

Policy Alternatives, Inc. (HPA) conducted the study looking 

at potential users of hospice care, the average Medicare 

costs for patients with terminal illness treated in acute 

care settings ($5,981 per patient, 1980 costs) and the 

average cost as calculated in a National Cancer Institute 

Study of hospice patient care ($3,660 per patient, 1980 

costs). 
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Its conclusion was that the projected potential Medi¬ 

care cost saving ranged between $13.6 million to $49.6 

million in 1982, and from $29.6 million to 131.3 million in 

1986. The proposed legislation, it concluded, would re¬ 

sult in substantial aggregate dollar savings for the Medi¬ 

care program. 

NHEP circulated this study to Congress. "Its introduc¬ 

tion in evidence at a House Ways and Means Subcommittee on 

Health hearing in March 1982 helped persuade lawmakers that 

hospice could be financially as well as philosophically 

attractive (Rosen, 1985, p. 196)." 

A number of other studies showed similar conclusions: 

In a July 22 Senate session, literally hundreds of 
other attempts to amend TEFRA were being defeated 
on the floor as Democratic and Republican leaders 
united against 'non-germaine'amendments. However, 
to the surprise of virtually all observers except 
NHEP leaders watching from the Vice-President's 
Family Gallery in the Senate Chamber, the required 
two-thirds plus one of the Senate’s membership 
voted to, in effect, suspend the rules and allow 
Heinz to introduce the hospice bill as an amend¬ 
ment . 

Even in cynical Washington it was a moment of high 
drama. The Senate halted its tax and budget de¬ 
bate at nearly midnight allowing Heinz, Chiles, 
Glenn, and other Senators to rise before a packed 
Senate floor and urge extraordinary parliamentary 
action on behalf of the terminally ill and their 
families. The year of methodical vote-gathring by 
NHEP paid off. The support was there and the 
legislation passed by a simple voice vote... On 
August 19 the hospice Medicare benefit passed both 
the House and the Senate as section 122 of the Tax 
Equity and Fiscal Responsibility Act of 1982 
(Rosen, p. 204) . 



122 

Medicare reimbursement for hospice care was the only 

new human services benefit passed by the Ninety-seventh Con¬ 

gress (Fraser, 1985). 

The Hospice Medicare Benefit 

The hospice Medicare benefit has created tremendous 

division within the hospice movement in the United States. 

It set a minimum standard of what hospice should be, defined 

it, gave it a structure within certain malleable boundaries, 

and gave it validity as a legitimate component of the health 

care system. 

Briefly, the Medicare hospice benefit gives Medicare 

recipients with a life expectancy of six months or less, as 

certified by a physician, the option to elect Hospice Medi¬ 

care in lieu of most other "regular" Medicare A benefits for 

up to two periods of 90 days each plus an additional period 

of 30 days. The Catastrophic Health Bill passed in July of 

1988 adds another 4th period of indefinite duration. 

The hospice benefit covers nursing care, physical and 

occupational therapy, speech-language pathology, medical 

social services under the direction of a physician, home 

health aide services, medical supplies (including drugs and 

biologicals), physician services, short term inpatient care, 

and counseling. Hospices must also provide bereavement 

counseling for the family, even though this is not a reim¬ 

bursable cost under the hospice benefit. 
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The law requires that the aggregate number of inpatient 

days not exceed 20% of the aggregate number of days of 

hospice coverage provided to Medicare hospice patients in a 

single year, and that the other 80% be home care or respite 

days ( 80/20 rule) . 

To be eligible for Medicare certification, the hospice 

must be primarily engaged in providing hospice services, and 

such services must be provided on a 24 hour basis. The 

hospice itself must provide directly the following core 

services: nursing care, medical social services, physician 

services, and counseling services. The remaining services 

may be either provided directly or through contract arrange¬ 

ment, but in the case of contracts, the hospice must main¬ 

tain professional management responsibility, including inpa¬ 

tient care. 

The hospice must have an interdisciplinary group, which 

includes at a minimum a physician, an RN, a social worker, 

and at least one pastoral or other counselor. The task of 

this group is to draw up and implement a holistic care plan 

for the hospice patient. 

Other requirements include: 

— maintenance of central clinical records on all 

patients; 

— agreement not to discontinue care because of the 

inability of the patient to pay for care (if the 210 day 

limit or the cap is exceeded; 
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the use of volunteers, the maintenance of 
records on the use of volunteers and the cost savings and 
expansion of care and services achieved through volunteers; 

compliance with state licensure, where it exists. 

HCFA, who was responsible for determining method and 

amount of reimbursement, chose a prospective reimbursement 

system, with a "cap amount" per beneficiary, per year, 

applied on an aggregate basis. The initial cap was set at 

$6500 (raised to $7391 in 1987), but actual payment is 

determined by type of service to patients on a day-to-day 

basis, with the following rates: 

1983 1987 

1) routine home care $ 53.17 63.17 
2) continuous home care 8-16 hrs. 155.98 

16 - 20 hrs. 233.97 
20 - 24 hrs. 285.96 368.67 

3) inpatient respite care 61.65 65.33 
4) general inpatient care 271.00 281.00 

Originally the bill contained a three-year "sunset 

clause," which meant the legislation was temporary for three 

years. However, the benefit was made permanent in 1986. In 

additional, a Medicaid benefit was passed in 1986; however, 

as of June, 1988, HCFA had not yet completed writing the 

regulations for this particular benefit. 

Reaction of Hospice and Palliative Care to Medicare Bill 

Initially many hospices had tremendous hope that the 

Medicare hospice bill would save them financially. The 

conditions for participation, however, and the cap amount 
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caused many hospices severe problems. Many hospices felt 

they could not give up their contracts with nursing agencies 

in order to comply with the core nursing requirements. They 

felt it would cause "bad feelings" and "would duplicate 

existing services." Others feared the cap amount was insuf¬ 

ficient to cover actual costs and feared bankruptcy, parti¬ 

cularly in lieu of the legislation that hospice care must 

continue even if the patient survived the 210-day limit. In 

addition, many hospices had calculated that even with a 210 

day limit, any patient who survived over 100 days with 80% 

of that time spent in routine home care and the other 20% in 

general inpatient care would exceed the cap amount. This 

caused a great deal of panic, and the cap rate was assumed 

to be reached even sooner with patients who required conti¬ 

nuous home care. Much of the planning done at this stage 

(1983 and 1984) was done in a state of anxious anticipation, 

often with little understanding of the provisions of the 

hospice Medicare bill. Even in conversations with hospice 

directors as recently as 1987, there was a great deal of 

misunderstanding of aggregates, and in some cases no aware¬ 

ness that the reimbursement rate was an aggregate. 

One hospice director interviewed in 1984 stated that 

her hospice could not possibly apply for Medicare certifica¬ 

tion because Medicare would only pay if and when the patient 

died (clearly not true). Not all hospices were so naive, 

and many made the decision that any reimbursement was better 
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than no income beyond what could be garnered through fund¬ 

raising . 

Since the passage of the legislation, opinions on the 

legislation continue to range on a continuum from acceptance 

to complete rejection, with many leaning toward acceptance 

with the passage of time and the changes in legislation. 

According to Gaetz: 

Hospice people who may have resisted the whole 
notion of reimbursement have accommodated them¬ 
selves to it, not because they have changed their 
minds about reimbursement, but because they found 
out that it was the only way we were going to be 
able to get the wherewithal to do what they wanted 
to do, which was to take care of people. They 
accommodated themselves to reimbursement because 
grant money dried up; because they demanded of 
themselves more clinical efficacy that they 
couldn't produce without having people on the 
payroll. 

So I don't see a series of road to Damascus 
experiences on the part of the people in the 
hospice movement, including myself. I rather see 
people who have had their eye on one vision that 
hasn't changed since I became involved in hospice 
in 1976...it's always been form following function 
instead of the other way around (Interview, June, 
1988) . 

On the opposite side of the continuum are persons such 

as Joan Brown, executive director of the Hospice for McHenry 

County in Woodstock, Ill. In a letter to the editor of the 

American Hospice Journal (Jan/Feb 1988), Ms. Brown observed: 

In just four years, the vision of hospice has been 
distorted and reduced to a strategy of payment for 
final medical care. The Medicare Hospice Benefit, 
adopted in 1983, produced a model for care that 
was virtually untried. Its values are profoundly 
different from the historical and traditional 
hospice. 
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The distortion, which occurs with Medicare reim¬ 
bursement, narrows the focus to physical care for 
the dying patient. The Medicare model implies 
that the needs of the dying and their families are 
met with equipment, medication, and nursing skills 
(p. 4) . 

According to Jay Mahoney, president of NHO, Medicare 

reimbursement has been a problem for volunteer intensive 

programs who had never received any form of reimbursement. 

"They have concerns about it, and so they don't use it." 

In other cases hospice or palliative care unit direc¬ 

tors felt Medicare certification would be beneficial, parti¬ 

cularly for the patient, but could not get their boards to 

make the move. In several cases in hospital based programs 

the board felt that the hospital had good relations with the 

community home health agencies and did not want to disturb 

that relationship. The problem in the case of a hospital 

that makes this decision is that with the onset of Diagnos¬ 

tic Related Groups (see chapter 3), a person with a terminal 

illness may soon cost a hospital more than the reimbursement 

received for the particular diagnosis grouping. Without the 

hospice benefit in place, there is, in effect, no second 

reimbursement stream to fall back on. Unless the hospital 

refers the patient to a hospice (which many will do), the 

hospital will incur the unreimbursed cost. 

Some hospices have recognized this as an opportunity to 

either form joint ventures, create mergers or contract with 

hospitals for inpatient hospice beds. Still others see the 
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benefit as exclusionary, and as Inge Corless (1985) has 

commented, "The hospice benefit as currently developed is an 

example of the Matthew principle —giving to him who hath." 

This refers to the implied need for a primary care giver for 

the hospice patient, because the kind of care mandated by 

the legislation assumes that a caregiver will be in the home 

and primarily responsible for the patient. The other point 

Corless refers to is the 80/20 homecare/inpatient rule (see 

pp. 123-124). There are patients who are simply too sick to 

remain at home. 

Another area of concern is the requirement of a progno¬ 

sis of 6 months or less by a physician. According to 

McCann, Medicare adopted six months or less because a recent 

study showed the majority of spending for terminally ill 

patients occurring in the last six months of life. The six 

months or less criterion excludes many "diagnostic groups we 

could be taking care of -- all of those chronically ill 

people who are terminal, but who can't stay at home, and who 

just don't have spouses who can keep it up seven days a 

week, 24 hours a day." 

McCann went on to say: 

"for a lot of the field, Medicare certification 
was not real, and in 1982 the fact that you would 
ever need money to support your hospice program 
was not real...and not understanding national 
policy or politics, they didn’t realize that this 
small group [Gaetz, etc.] would then come to dic¬ 
tate reimbursement for an entire nation (Inter¬ 
view, October, 1987)." 
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However, with meetings and workshops and national con¬ 

ferences, hospices leader began to see that certified hos¬ 

pices were not going bankrupt; once the sunset clause was 

lifted and rates increased, more hospices began to take an 

interest, and in many cases serious planning was begun on a 

community or regional basis. 

Theoretical Analysis of Historical Process 

Introduction 

When the hospice was transferred to North 
America... the basic organizational vehicle for 
providing hospice care began to change quite 
markedly (Torrens, 1985, p. 69). 

As noted earlier, in Canada the first palliative care 

program was located in a ward in a hospital. The first 

hospice in the United States had no inpatient facility for 

six years, and began as a home care program. 

Despite these structural variations, it was the intent 

of hospices in both countries to carry out the hospice 

philosophy as practiced by Saunders. In a statement on the 

founding philosophy, Saunders notes (1981): 

In the hospice movement we continue to be 
concerned both with the sophisticated science of 
our treatments and with the art of our caring, 
bringing competence alongside compassion (p. 4). 

The extent to which either country has succeeded in 

this cannot be measured completely. To a great extent it is 

a judgment call on the part of those who are caregivers. To 



130 

the degree that quality assurance programs are successful, 

the patient and his or her family can be questioned, but as 

Mount (1976) has noted, patients are often reluctant to 

criticize their caregivers, and thus measurement of good 

pain and symptom control is not always valid or reliable. 

There is no measure for compassion, and thus must be a 

seriously assessed on an ongoing basis by the caregivers. 

The political and health care environments have been 

described thoroughly in Chapter 3 and at the beginning of 

this chapter, and to some extent, the reasoning and reasons 

behind the events. 

The health care systems in both countries had in 

essence abandoned dying patients, to the point where Calvary 

Hospital in the Bronx, an acute care hospital for the 

terminally ill, adopted as its basic philosophy the prin¬ 

ciple of non-abandonment. Health care had unconsciously 

created a boundary, separating terminally ill patients from 

the mainstream of health care. Death had become "invisible" 

(Hudson, 1988). 

According to Chandler (1962), organizations do not 

change their structures until they are provoked to do so by 

inefficiency. In this case there was no perceived 

inefficiency because caregivers closed their eyes to the 

dying. Ford and Hegarty (1984), in a discussion about 

structures, say that: 
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Beliefs [which act as filters] rationalize a 
decision maker's understanding of the world and 
influence perceptions by focusing attention on 
particular events and providing an interpretation 
of these events (p. 272). 

In other words, hospitals had created a structure whose 

purpose was cure. As mentioned in Chapter 3, when Kubler- 

Ross asked if she could interview dying patients, the heads 

of hospitals and clinics said, "Dying? But there are no 

dying here (Hudson, 1988, p. 27)." With such a focus on 

cure, and no conscious perception of what was happening to 

dying people, there was no need to change structure because 

there was no perceived inefficiency. 

Compared with Canada, the United States health care 

environment was and is much more complex and turbulent, and 

as Miles and Snow (1978) point out, each factor within an 

environment influences organizations, their strategies and 

structures in unique ways. Thus, it stands to reason that 

hospice in the United States has undergone a great deal more 

turbulence in its history than has Canadian palliative care. 

The sheer size of the U.S. health care system, its 

complex layers and components, and hi-tech developments have 

created a health-care process whose aim is to get people 

better and keep them better. March and Simon (1958) speak 

of limited rationality, and, as mentioned above, this seems 

to be part of what was and is happening within the health 

care field in terms of the medical profession's ability to 

work effectively with the terminally ill. Thompson's (1967) 
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notion of the environment acting as a constraint on strate¬ 

gic process is apt, for in both Canada and the United 

States, dollars continue to be spent for acute curative 

care. In the United States today there is essentially no 

reimbursement mechanism (other than the Medicare Hospice 

Benefit) for a person with a terminal illness. Unless that 

person lives near a Medicare certified hospice, is certified 

to have a prognosis of six months or less by a physician, 

and "elects" hospice Medicare coverage that person has no 

entitlement to care under within the U.S. health care 

system. In addition, the patient must acknowledge that he 

or she has a terminal illness with a likely prognosis of six 

months or less. 

In Canada every person is entitled to health care. 

Palliative care, however, is a limited resource in Canada 

(as it is in the United States), and is not defined through 

national or provincial standards. Even if a person receives 

palliative care, what that means in terms of process varies 

dramatically from service to service (also true in the 

United States to a great extent). 

Child's (1972) theory of structure and strategy becomes 

reality in the early days of hospice. Wald, Mount, Gaetz 

and others took on the environment and not only became 

change agents, but began to create, to enact, a new environ¬ 

ment (Weick, 1969; Miles and Snow, 1978). In the United 
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States the change has primarily influenced the external 

regulatory environment (which subsequently resulted in 

internal changes). Canada's primary focus of change has 

been the internal environment. Rather than changing the 

shape of the health care system through a political process, 

Canadians in palliative care have sought to create change 

within the health care system to create an atmosphere where 

the philosophy of palliative care can co-exist with the 

curative philosophy. Through the work of Saunders they saw 

what was possible, and each, within their different environ¬ 

ments, sought to create their visions. 

Canada 

Clearly, Mount felt that a palliative care movement 

could only succeed within the existing health care system of 

Canada. But as Tosi and Slocum (1984) point out, the choice 

of design is often the product of the personal values of 

those with the power to create new structures. Mount is a 

prominent physician and it is likely that he felt that the 

existing health care system was the proper place for a new 

component of health care. 

Child talks a great deal about strategic choice, and 

particularly about choice as exercised by the dominant coa¬ 

lition (Thompson, 1967); there is no doubt that Mount leads 

the dominant coalition within Canada. 
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There were, as mentioned, other factors, political and 

economic, which led to the choice to proceed within the 

institutional framework, but from conversation with Mount, 

the constraint which Mount finds "most problematic" is "the 

failure [of palliative care] to develop academic credibility 

(Interview, June, 1987)." He sees this as the reason pallia¬ 

tive care is so slow in becoming a genuine part of the 

Canadian health care system, and one of the underlying 

reasons that funding for palliative care remains a major 

problem. These concerns have been echoed by other leaders 

across Canada. 

It appears evident that palliative care is a somewhat 

fragmented industry, particularly when viewed nationally 

(Porter, 1980). This can be attributed to several factors, 

including the lack of significant palliative care "trade" 

associations in Canada, and of the lack of academic credi¬ 

bility, which many Canadians believe must be remedied before 

palliative care programs can expect significant governmental 

funding. Within a fragmented industry, "no firm has a 

significant market share," nor can firms strongly influence 

industry outcome (p. 191). 

Porter adds: 

The essential notion that makes these industries a 

unique environment in which to compete is the 

absence of market leaders with the power to shape 

industry events (p. 191). 
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Mount as a leader has created a vision and set a 

pattern for the formation of palliative care in Canada and 

across the world, but he has not chosen to take a national 

political role; he has chosen to be an educator. His role 

is more properly characterized as that of the charismatic 

leader (Weber). He has the power to shape the visions of a 

nation, but is so far without the political power to "shape 

industry events." There is no doubt that Mount has played a 

crucial role in initiating what will eventually be an 

emerging industry, and which can be clearly classified 

currently as "emerging" in some areas of Canada. However, 

as of yet, there is no single leader with the power to see 

that palliative care receives the funding it needs to become 

a significant force in health care. 

Porter talks about industries that are stuck, and while 

there are indications that palliative care will move from a 

fragmented to an emerging industry, it will first have to 

become "unstuck." An industry is stuck for a number of 

reasons, including lack of resources, myopic vision, and 

lack of attention by outside organizations (Porter, 1980, p. 

205). These reasons hold true in Canada's palliative care 

industry. It currently lacks the resources, and the proper 

attention from the government and from the medical community 

as a whole. 

One of the big problems keeping Canada from overcoming 

fragmentation is. the overall lack of funding for palliative 
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care. In addition, in some parts of Canada such as 

Toronto the units and consultation services seem "emo¬ 

tionally tied to traditional industry practices [in this 

case health care] that support the fragmented structure or 

otherwise are unable to perceive opportunities for change 

(Porter, 1980, p. 205) 

The Toronto region has more palliative care units 

(five) and consultation services than any other area of 

Canada. Yet there is little communication or cooperation 

between units. Another aspect of the problem may be 

cultural. Compare Toronto with Hamilton, Ontario, where 

there is a regional palliative care program which operates 

with a great deal of cooperation among hospitals, home 

health-agencies and the community. According to one 

Toronto-area physician, lack of interest by the University 

of Toronto Medical School has affected the Toronto area 

palliative care programs. 

The medical school in Hamilton tends to be a 
little more avant guard in its whole approach to 
medicine. That isn't true in Toronto. Toronto 
[the medical school] is very staid and conserva¬ 
tive, with an intricate power structure... and more 
traditional values (Interview, June, 1987). 

He said the result is that newer programs, such as 

palliative care, have a hard time getting going, despite the 

presence of so many units and consultation teams. "Each 

hospital does its own thing. There is very little communi- 
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cation or sharing of information, and a great deal of compe¬ 

tition . " 

According to one physician interviewed in Toronto, 

there really is no power within the palliative care move¬ 

ment, and as a result, the Ontario Ministry of Health has no 

policies regarding palliative care in Ontario (where there 

are 143 programs, 40% of all the programs in Canada). He 

organized what is called the Toronto Work Group, bringing 

together representatives from programs in the Toronto area. 

For the first time in May, 1987, the Palliative Care Founda¬ 

tion brought together its own advisory board and leaders in 

palliative care. 

What we can do is organize provincially and 
locally around the Palliative Care Foundation as 
a national organization that can advocate for us. 
We have to come together with an approach. We 
haven't had that before (Interview, June, 1987). 

This physician is really talking about breaking away 

from the introspection that has caused palliative care, at 

least in the Toronto area, to be fragmented. 

Another issue in Canada is the lack of standards for 

palliative care. At the National Palliative Care Foundation 

meeting in October 1987, it was a topic that was fiercely 

debated. One of the panelists, Dr. Larry Librach, said that 

as he understood a standard, it was the basis of an approved 

model. He contended there could be no approved model when 

no common philosophy of palliative care existed. 
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Librach took issue with Canadian programs' lack of 

consensus on such basic issues as symptom control and physi¬ 

cian participation. He does not view reaching consensus as 

establishing "minimum, meaningless standards." He proposed 

that many of the supposed principles of palliative care were 

no more than "sacred cows," such as bereavement follow-up, 

and "more worshipped than actually done." 

We have a long way to go toward proving that some 
of our principles actually work before we enshrine 
them in standards somewhere for all to see. 

Librach's ideas coincide with Porter's concept of an 

emerging industry, in which there are no rules of the game, 

there is a great deal of strategic uncertainty, and no 

"right" strategy has clearly been identified. Different 

groups are groping with different approaches (Porter, p. 

217) . 

Clearly, those portions of the palliative care industry 

that are emerging (as opposed to those portions of the 

industry that are fragmented) can be viewed as effective 

organic systems whose characteristics include the "contri- 

butive nature of special knowledge and experience to the 

common task," commitment beyond job description, and lateral 

rather than vertical direction of communication (Burns and 

Stalker, 1961, pp 119-122). 

Of significance in the organic structure, and certainly 

true of palliative care and hospice, is that a set of shared 

beliefs about the values and goals of the organization are 
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developed. When viewing this organic structure from Weick’s 

(1969) perspective, the evolution of palliative care in 

Canada takes on more meaning. Weick states that structure 

is really a "pattern of alliances that exists in the 

groups." Thus, structure is not something that can be 

separated from the processes within emerging structures. 

Alliances were begun in communities in both Canada and 

the United States where the need for better care for dying 

patients was identified. Such alliances, where serious, 

could only lead to structures, but structures constrained by 

politics, funding, the existing structure of the health care 

system, and the existing knowledge and perceptions of possi- 

bilties of the members of the alliance (Child, 1972, March 

and Simon, 1958, Aldrich and Pfeffer, 1971, Thompson, 1967). 

Another issue raised by Porter (1980) and faced by both 

countries almost equally is that of subsidies. 

In many emerging industries, especially those with 
radical new technology or that address areas of 
societal concern, there may be subsidization of 
early entrants... Subsidies often add a great 
degree of instability to an industry, which is 
made dependent on political decision that can be 
quickly reversed or modified (pp. 219-220). 

A few of the more prominent palliative care programs 

began as pilot projects through provincial grants, but pilot 

projects generally have limited life spans, in terms of a 

continued flow of funds. This contributes to a great deal of 

uncertainty, particularly when there has been no 
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acknowledgement of palliative care as a discipline, either 

by the federal government or the provinces. 

The Palliative Care Foundation, in a 1986 survey, found 

the most prevalent form of funding was from the global 

budgets of hospitals (64%). The other 36% of the programs 

reported that they depended on donations. Some of the 

problems connected with being part of a global budget has 

been the absence of statistical figures on what palliative 

care costs, and how many patients are served within pallia¬ 

tive care. Without such across-the-board statistics (a few 

hospitals have begun to keep statistics), it will be diffi¬ 

cult to justify palliative care as a discipline with a need 

for designated funding. As one physician put it, "the full 

credibility of palliative care is jeopardized by the lack of 

funding... and contributes to uncertainty within the field." 

Librach stated: 

We have been politically naive in expecting 
governmental support without making a lot of 
effort to prove both the need for and the efficacy 
of our method of care (1985, p. 6). 

Astley (1984) says that resources aren't discovered, 

they're produced. Clearly, because of the limited numbers 

of staff in palliative care programs and the structural 

arrangement of many programs, it is difficult to collect 

statistics that will prove efficacy, but for palliative care 

such statistics are a resource that could provide the basis 
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for governmental support which would enable palliative care 

services to create strategies to grow to full potential. 

As Barnes (1984) says, it is a "critical element in the 

strategy process" that the planners and decision makers have 

the capability to understand and use available information 

in order to make strategic choices. In Canada, many pro¬ 

grams are failing to do this, and it would seem that this is 

largely due to what March and Simon call a person's "defini¬ 

tion of the situation." In other words, many programs 

define their situation by what they see as available 

resources, and one of these resources is time. Time is 

needed to care for patients, and little time appears to be 

diverted to convincing a reluctant government and often a 

reluctant health care system that palliative care deserves 

to be recognized as a legitimate part of health care, and as 

such deserves its share of health care dollars. 

United States 

When the "spark" which provided the impetus for the 

modern hospice movement in the United States landed, many 

fires began to burn. The vision of hospice spread quickly, 

but the concept had different meanings for different people. 

As Weick (1969) has noted, "instead of adapting to a ready¬ 

made environment, it is entirely possible that the actors 

themselves create the environment to which they then adapt." 
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This has been the case throughout the modern hospice 

movement in the United States, from the opening of the first 

hospice home care program to the present day. There have 

been dominant people and many dominant coalitions throughout 

the years who made and make strategic choices which have 

gone beyond vision making into the realm of environmental 

enactment (Cyert and March, 1963; Thompson, 1967; Child, 

1972; Weick, 1969) . 

Up until 1982 hospice clearly fell into the category of 

a fragmented industry. While there were significant events 

taking place within the country, there was also a great deal 

of fragmentation, the result of the newness of hospice and 

the lack of resources (Porter, 1980). 

The Connecticut Hospice had a similar role to that of 

Mount's unit in Montreal in the early days of the U.S. 

hospice movement. It was and is inspiring, but the costs 

associated with the Connecticut hospice are prohibitive to 

most hospices, and as a structure it is not feasible for 

the majority of hospices. 

According to Miles and Snow (1978), "environments which 

are enacted are theoretically limited only by man's imagina¬ 

tion (pp 5-6)." This idea is reflected in the numbers and 

models of hospice programs created across the United States. 

As mentioned in the first half of the chapter, there were 

probably as many models of hospice as there were hospices. 
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Decisions on how best to structure hospice most often 

came out of individual experience, which had become interna¬ 

lized to the point where each hospice had a perception of 

how best to deliver hospice care (Starbuck, 1976; Dill, 

1978). Certainly, beginning a new health care delivery 

system is fraught with uncertainty, and as March and Simon 

(1957) have pointed out, when dealing in uncertainty, it 

often becomes easier not to deal with it, but rather to rely 

on preformulated programs. The result was a series of 

structures growing out of the current, familiar structures 

to those people founding hospices, as was the case in 

Canada. 

It appears from the research interviews and the hospice 

literature that whatever the structure, the determination to 

begin a hospice program was usually a very personal choice. 

Some examples are given in the first section of this chapter 

for the volunteer intensive independent model. The same 

sorts of things were happening in home health agencies and 

hospitals. One Visiting Nurses Association (VNA) reported 

that it began its hospice at the encouragement of a board 

member whose spouse had suffered a difficult death from 

cancer. She urged the VNA to take on this task to keep 

other people from suffering the same fate as her husband. 

In a hearing before the U.S. Senate Special Committee 

on Aging (May 24, 1982), the Medical Director of a Pallia- 
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tive Care Unit in Pennsylvania, Earl S. Shope, M.D., testi¬ 

fied : 

I remember beginning practice roughly 10 or 12 
years ago and walking down a hospital corridor. I 
would hear cancer patients writhing in pain and 
dying a very horrible and horrendous death. It 
became pretty obvious to me at that time, even 
though I was not practicing cancer therapeutics, 

that this was a generation that was vastly 

affected by society and by medicine in general 

(p. 8). 

In 1977 Shope instituted a hospital-based palliative 

program with a home-care component and with an inpatient 

unit (opened in 1981). 

There were people within the hospice movement in the 

United States who believed that hospice could be recognized 

as a legitimate component of the health care system and 

reimbursable as hospice; that what Mount had done in 

Montreal could be done on a national level in the United 

States. 

Thompson (1967) had as a basic assumption that: 

...structure is a fundamental vehicle by which 
organizations achieve bounded rationality. By 
delimiting responsibilities, control over 
resources ... organizations provide their partici¬ 

pating members with boundaries within which effi¬ 

ciency may be a reasonable expectation (p. 54). 

There was a dominant coalition within the U.S. that 

believed a structure could be created in order that hospice 

-- a specific definition of hospice -- could be achieved. 

Such achievement is equivalent to Thompson's idea of effi¬ 

ciency . 
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Much of the history of hospice has already been 

recounted at the beginning of this chapter. What is signi¬ 

ficant is that there were people who believed control of 

critical resources (dollars and specific hospice standards) 

could be attained. 

At the same hearing at which Shope testified, Philip 

Decker, director of Hospice St. John in Kingston, Pa., and 

the only person who attended the meeting organized by Gaetz 

to discuss hospice legislation (see p. 120), quoted Dennis 

Rezendes, founder of the National Hospice Organization: 

The single greatest obstacle to the progress and 
even the survival of the hospice movement in 

America is the current health insurance and reim¬ 

bursement system (p. 3). 

It was the aim of this particular dominant coalition 

(the National Hospice Education Project), not only to get 

legislation passed which recognized and reimbursed hospice, 

but which also defined what hospice in the United States 

must look like to meet the conditions of participation set 

forth in the proposed legislation. 

It was not the aim of this group to reach consensus. 

Indeed, not one hospice in America fit the requirements for 

certification when the hospice Medicare bill passed. 

As Gaetz recounted in an interview in June, 1988: 

The Medicare hospice benefit was simply a 
product of political negotiation. Happily we got 
virtually everything we wanted. Happily we did 
not have to water down hospice. Happily, when we 
passed the Medicare benefit into law, on the day 

it passed not a single American hospice met the 
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standards that were written into the law; not 

one, happily, because that meant we would all have 

to be better and we would all have to do more in 

order to earn the reimbursement that we had only 
in theory secured for ourselves. 

When the legislation was passed and hospice groups 

became aware of what the legislation meant in terms of their 

own programs, there was a tremendous outcry that hospices 

had been "sold down the river," "betrayed by a few ruthless 

people within the National Hospice Organization, who turned 

around and began a chain of for-profit hospices." (Gaetz 

and Westbrook began a chain of proprietary hospices in 

Florida, with other locations in Texas and Illinois). 

Looking at 1982 to 1984 from the present, it appears 

that many people within the hospice movement saw the legis¬ 

lation as carved in stone, and in a stone that could be 

hurled into the sunset after three years. As mentioned 

above, as legislated, no hospice in the United States was 

eligible for certification under the standards resulting 

from TEFRA. There was a tremendous amount of uncertainty 

surrounding the legislation, and of hospices' ability to 

comply with it, survive financially, and maintain the hos¬ 

pice philosophy. In addition, to make such drastic program 

changes when the legislation could die after three years 

caused a great deal of concern. 

In the midst of this pervasive fear were voices that 

continued to prod the hospice movement on and to give those 

within it hope. One such voice was that of Robert J. 



147 

Canney, involved in the hospice movement since 1969, and who 

recently died of cancer: 

In order for hospice to both survive and continue 
to grow, we accept the need for standards and 

regulations which have evolved within the past few 

years. In such an environment, one is tempted to 
conclude that hospice in our country is a proven, 
fully established, and defined part of the health 

care system. However, in looking at the present 
state of the American Hospice movement, one must 
conclude that hospice is still very much a 

developing organism. One is reminded that in 
times of rapid growth, such as in adolescence, 
both individuals and programs must be opened to 
many possible futures without neglecting the roots 
and experiences of the past (1984, p. 7). 

This experience of the past is something mentioned by 

several persons in both Canada and in the United States, 

especially in terms of "task environment" (Dill, 1958; 

Thompson, 1967). The task environment is that which is 

relevant or potentially relevant to goal setting and goal 

attainment, and is composed of four major sectors: (1) 

customers; (2) suppliers of material, labor and capital; (3) 

competitors; and (4) regulatory groups.. 

Thompson (1967) suggests that environment can act as a 

constraint. This is true for the hospice experience; again 

and again leaders within the hospice movement have ques¬ 

tioned the nature of the task environment for hospice. 

Unless we get back to this issue of who we will 

serve, all we're going to have is money for one 
little group of people and we've locked ourselves 
into a corner (Interview with Barbara McCann, 

JCAH, October, 1987). 
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There are many who feel that the legislation has 

defined the task environment too narrowly. O'Connor and 

Kaplan (1987) quote a HCFA comment found in the final rules 

for hospice Medicare in the December 16, 1983 Federal Regis¬ 

ter : 

Hospice is not expected to provide the type of 

services associated with primary caregivers but, 
rather, that they [hospices] are expected to 

supplement the care provided by family members and 
others (p. 36). 

This has become a discriminatory factor, they say, 

because while the presence of a primary caregiver is not 

legislated, it is implied in the reimbursement rates. They 

also comment that it is clearly of concern to many hospice 

leaders that 

the poor, isolated, and otherwise disadvantaged 

population already underutilizing hospice care, 
may be those patients who need hospice care most 

(p. 40). 

Although a Medicaid benefit has been passed, it paral¬ 

lels the hospice Medicare bill in terms of requirements for 

certification, including the implied presence of a primary 

care person. 

McCann noted that because of the requirement for a 

prognosis of six months or less and the 20% inpatient limi¬ 

tation, "we are excluding all the other diagnostic groups 

[other than cancer] that we could be taking care of — all 

of those chronically ill people who are terminal, but who 

can't stay at home, and who just don't have spouses who can 
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keep it up seven days a week, 24 hours a day." She said she 

believes "we have to relook at what is the appropriate role 

for inpatient hospice care." 

Porter (1980) speaks of customer confusion as a problem 

constraining industry development. It would appear 

reasonable to extend this concept to include the confusion 

of hospice providers with regard to the Medicare (and Medi¬ 

caid) benefit. 

Fraser's study focused on some of the perceived con¬ 

straints of the benefit. She quotes one non-certified home 

health agency: "In order to take our staff and create a 

certified hospice, we would have to force them to act 

against their philosophy (p. 570)." Fraser comments that 

"the legislation prescribes an organization and a way of 

operating which many hospices see as inflexible, expensive, 

and foreign to their central philosophy (p. 571)." 

Despite the constraints of the legislation, 498 hos¬ 

pices are now Medicare certified. It became clear through 

interviews with hospice directors that becoming hospice 

Medicare certified did not mean "buying into" a less than 

ethical or unhospice-like philosophy. 

Clearly, with the passage of the Medicare bill, hospice 

is becoming an emerging industry (Porter, 1980), despite the 

discontent of many hospice leaders with the direction that 

the industry seems to be taking. As one director put it: 
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We are deeply disturbed at the threat of the loss 

of the internal substance of the hospice spirit as 
the external abundance increases... At the same 

time we can choose to involve ourselves in the 
changing process and exercise the influence that 
is ours (Brenner, 1984, p.5). 

He added that despite the constraints, there were 

"gifts," including a consistent source of income, and a move 

toward minimal standards "which measure excellence, ensure 

consistency from program to program, and engender public 

confidence in hospice as a care system." 

Leaders in the hospice movement seem aware of the 

contradictions within the movement and its involvement with 

national reimbursement mechanisms. According to McAnn, 

Hospice Medicare was a critical mistake because 

essentially the conditions of participation have 

become the policy, ...the way that hospice care is 

provided. 

Gaetz sees this as something good: 

Hospice is nothing less than the standards of 
participation through the Medicare hospice 
benefit. The word "hospice" has to mean something 
when the market for hospice are people who have 
only a few weeks or months to live. So there's a 
truth in advertising issue here, an ethical issue, 
because hospice has to mean something from a 

national perspective. 

Gaetz continues, in reference to those persons who continue 

to fight the benefit, and who believe it is inflexible. 

We [the hospice movement] need to take 
responsibility for the patient who needs inpatient 
care, or the patient who needs a place to live 
in effect a step-down form of inpatient care. I 
think the hospice movement needs to take responsi¬ 
bility for that and develop a residential care 

approach. 
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He spoke of the elderly without primary care givers, and 

of AIDS patients, and said that public policy with regard 

to terminal care in this country is still evolving and has 

evolved considerably since the passage of TEFRA in 1982. 

"Right now we have legislation on the books which has to be 

improved upon." 

As Porter (1980) has said, 

If the emerging industry is outside a tradi¬ 
tionally regulated sphere, regulation sometimes 
comes abruptly and can slow the industries prog¬ 
ress (p. 224) . 

This is reflected in the growth of hospices in the beginning 

years of Medicare certification. Initially, only a few 

hospices took the risk. 

Formulation of strategy in emerging industries 
must cope with the uncertainty and risk of this 
period of an industry's development. The rules of 
the competitive game are largely undefined [and] 
the structure of the industry unsettled and 
probably changing...(Porter, 1980, p. 229). 

Porter adds that this is probably also the period when the 

strategic degrees of freedom are the greatest and the 

leverage from good strategic choices is the highest in 

determining performance. 

Many of the hospices interviewed that have become Medi¬ 

care certified, particularly at the early stages of Medicare 

certification, did so within the context of innovation. 

That is, they saw reimbursement as a source of funds, but 

went beyond the conditions of participation in creatively 

designing their hospice programs. In some cases this led to 
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mergers of hospice with hospice, of hospice with home health 

agencies, or hospice with hospitals. 

Fund raising has continued almost universally, and 

while some hospices admitted they are careful in their 

selection process (in not taking too many "expensive" pa¬ 

tients), others comment that money is not an issue. Most 

often, however, money is less of an issue with hospices 

associated with home health agencies or hospitals that can 

subsidize the hospice. The interviews indicated that there 

are likely to be more stringent selection criteria for 

admission into Medicare certified hospices. 

As previously mentioned, in a study by Kaplan and 

O'Connor (1987), Medicare certified programs required a 

primary care person for admission at a ratio of nearly 2:1 

compared with non-Medicare programs. A primary care person 

is defined as a family member or friend who will take 

primary responsibility for the patient in the home setting. 

Another perspective comes from hospices that have 

determined not to become medicare certified. An example is 

the Hospice of Frederick County in Frederick, Maryland, a 

coalition model hospice. Director Carol Sheehan states: 

In the model, which is separate from the 
traditional health care community, the hospice 
works in partnership with health care provider but 
does not duplicate their services (Sheehan, 1987, 

p. 6) . 
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The problem with this perspective as explained by other 

hospice directors is that for the sake of reimbursement, 

the hospital could well apply for Medicare hospice status, 

and in effect put the coalition model out of business. 

As Miles, Snow and Pfeffer (1978) have said. 

Clearly, the organization will ultimately be 
victimized by perceptions which ignore or distort 
crucial environmental elements (p. 249) . 

Porter (1980) has said the "overriding strategic issue 

in emerging industries is the ability of the firm to shape 

industry structure." This seems to be happening within 

hospice on one level, primarily through the NHO, which 

continues to lobby with success for hospices. 

Many that are becoming Medicare certified, but with 

reluctance, state they don't have the time at this point to 

voice their concerns about the Medicare benefit, and that 

they are not really sure how to solve that issue. What is 

clear to them is that to survive, they must become Medicare 

certified before another agency decides to make the move. 

As one hospice director put it, "at least we have the hos¬ 

pice philosophy — we don't want to take the chance that 

someone with no concept of what hospice is really about will 

become certified before we do." 



CHAPTER 6 

DATA ANALYSIS AND RESULTS 

This chapter presents the 1) qualitative data obtained 

from the thirty in-depth interviews, and from the essay 

answers on the surveys; 2) the descriptive statistics 

obtained through the survey; and 3) the qualitative and 

statistical analysis of the data as they relate to the 

hypotheses. 

Hypotheses 

HI: There are significant differences between palliative 
care services in Canada and hospices within the United 
States . 

Hla: A significant difference exists between the structures 
of palliative care services in Canada and hospices in the 
United States. 

Hlb: A significant difference exists between the strategic 
process of palliative care services in Canada and the 
strategic processes of hospices in the United States. 

H2: The largest single influence on the evolution of pal¬ 
liative care services in Canada has been Canada's national 
health care system. 

H3: The largest single influence on the evolution of hos¬ 
pice in the United States has been the Tax Equity and Fiscal 
Responsibility Act of 1982, which allows for Medicare reim¬ 
bursement of hospice care by certified hospices. 

H4: Hospice administrators in both Canada and the United 
States perceive that Canada's palliative care services have, 
in practice, upheld the philosophical integrity of hospice 
care to a greater degree than have hospices within the 
United States. 

154 
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H5: The increasing level of competition within the hospice 
industry in the U.S. is perceived by hospice administrators 
in the United States to be a cause of erosion in philosophi¬ 
cal integrity within hospices in the U.S. 

H6: The increasing level of competition within the hospice 
industry in the U.S. is perceived by palliative care service 
administrators in Canada to be a cause of erosion in philo¬ 
sophical integrity within hospices in the U.S. 

[H7: Canada's palliative care services fall predominantly 
into the category of "defender" (Miles and Snow, 1978) in 
terms of strategic process.] 

[H8: Hospices in the United States show representation in 
all four strategic types, "analyzer," "prospector," ""defen¬ 
der," and "reactor" (Miles and Snow, 1978). ] 

H9: Canada's palliative care services fall predominantly 
into the bargaining category of Thompson and McEwen's (1958) 
set of organizational responses to obtain needed resources. 

H10: U.S. hospices show more significant representation 
than do Canadian palliative care services in all three 
cooperative modes of organizational response to obtain 
needed resources, bargaining, co-optation and coalition, and 
in the competitive mode, as set forth by Thompson and McEwen 
(1958). 

Hll: A greater degree of effectiveness is being achieved by 
U.S. hospices in providing hospice care in patients' homes 
than is being achieved overall in patients' homes within 
Canada's palliative care services. 

H12: A greater degree of effectiveness is being achieved by 
Canadian palliative care services in their hospital inpa¬ 
tient care component as compared overall with inpatient care 
of hospice patients within the United States. 

H13: Hospice Administrators and leaders in Canada and the 
United States perceive that AIDS will have a significant 
impact on hospice and palliative care. 

Hypothesis 7 and 8 have been eliminated from the study 

because it is clear that at this stage of the evolution of 

hospice and palliative care involved, such categorization is 

not appropriate. 
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An additional hypothesis (H13) was added concerning 

AIDS. It became apparent during the interviewing process 

that AIDS is having a significant impact on hospice; it is 

generally felt that this impact will increase with time. 

Input to the Data Analysis 

Surveys were sent to 100 programs in Canada and 100 

programs in the United States. The return rate for Canada 

was 53%, and 48% was usable. The return rate for the United 

States was 55%, all usable. In addition, the following 

hospice providers were interviewed in the United States: 

two home health agencies; three hospital-based programs, two 

of which were Medicare certified and one which classified 

itself as a palliative care service; the palliative care 

unit of a public hospital; an acute care hospital for the 

terminally ill; and three community-based programs. 

In Canada, 20 programs were interviewed, including 10 

hospitals. Of these, four had palliative care units; the 

others provided consultation services. Six community pro¬ 

grams were interviewed, three home health agencies, and one 

long-term care facility. 

In all cases in both countries, either the medical 

director, the nursing director or the administrative direc¬ 

tor was interviewed, and in some cases both were inter¬ 

viewed in addition to other staff members, including floor 

nurses, social workers and chaplains. 
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Investigation of Hypotheses 

HI: There are significant differences between palliative 
care services in Canada and hospices within the United 
States. 

Hla: A significant difference exists between the structures 
of palliative care services in Canada and hospices in the 
United States. 

Qualitative Analysis — H1A 

Structure is defined as the "design of the organization 

through which the enterprise is administered (Chandler, 

1962) . 

Canada - Structure 

As discussed in Chapter 5, the predominant structure 

in Canada is the hospital-based program; of the 359 identi¬ 

fied programs, 275 were hospital based (see Figure 6.1, p. 

160). For purposes of this dissertation, programs based in 

a hospital with a community component are classified as 

hospital-based. 

Of Canadian hospital-based programs, 150 have home-care 

components. The reasons for the preponderance of hospital- 

based programs have been discussed extensively in Chapter 5. 

Most of the hospital programs in Canada operate through some 

sort of consultation service. Generally, this means a mix 

of professionals and volunteers (or sometimes a single 
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person, usually an RN) who act as consultants to other 

physicians, nurses, or other professionals who may call on 

them for assistance in working with their patients who are 

terminally ill. 

Structure of Palliative Care Programs 
in Canada 

Number of Programs 

(Heidemann, 1987) 

Figure 6.1. Structure of Palliative Care Programs in Canada 

Twenty-six of the hospitals have palliative care units, 

which means a section of the hospital is physically separate 

and designated for those patients with a limited prognosis 

as certified by a physician. There is more control within 
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such units because the physician can sign orders rather 

than just give advice, and there is stability in staffing. 

The home health agency models are limited in the amount 

of care they are able to provide. Many programs have no 

ability to provide weekend coverage, for example, or conti- 

nous care. The palliative care provided does not come from 

a specialized team, except in rare instances. Any nurse can 

provide "palliative care" if that patient she or he is 

visiting is dying. 

Many community-based services are modeled after those 

in the United States, and provide companionship and/or advo¬ 

cacy for the patient and family with hospitals, home health 

agencies, and other ancillary services. Some have volunteer 

nurses, but they generally do not perform nursing duties. 

In Canada there is more flexibility in dealing with 

patients who are diagnosed as terminally ill because there 

are no standards for palliative care. However, this flexi¬ 

bility is offset more often than not, by the lack of any 

mechanism for statistical record keeping of palliative care 

patients. Records are kept, but palliative care patients 

often are not separated out from other hospital or home 

health agency patients. Most programs interviewed in depth 

frankly admitted that they kept no statistics; part of the 

problem was time. They also commented that the situation 

would have to be rectified in order to gain full credibility 

for palliative care as a discipline. 
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Administrative staff was minimal in all of the Canadian 

programs interviewed; the focus of medical personnel was 

generally on care, not statistics. In the surveys returned 

from Canada, a question that the majority of programs could 

answer was how many patients are currently in a program. 

However, while over 90% of the programs in the United States 

could identify the length of time in a program until death, 

less then 50% of the Canadian programs could provide this 

data. 

United States - Structure 

In the United States the picture is very different. Of 

the 1592 programs identified by the National Hospice Organi¬ 

zation in 1987, 668 were independent, community-based pro¬ 

grams, 429 were hospital based, and 350 were based in home 

health agencies. 

Hospice program in the United States, particularly 

since the passage of the hospice Medicare Bill, have been 

more bureaucratic, with more emphasis on accountability than 

in the early grass roots era of hospice. The NHO survey 

(1987) showed that 1000 of the 1592 programs provide com¬ 

plete hospice services (as outlined by the hospice legisla¬ 

tion) , and that they were keeping statistics, reflecting a 

move toward bureaucratization. 



161 

As one hospice director said, "we're following the path 

of Max Weber."* Although the Medicare benefit does not com¬ 

pletely reflect all the possible varieties of hospice care, 

it does offer a standardized method of care. 

Structure of Hospice Programs 
in the United States 

Number of Programs 

Figure 6.2. Structure of Hospice Programs in the U.S. 

* Where quotations or comments are used without citations, 
they are drawn from the interviews which were confidential. 
In the 30 interviews, over 50 people were interviewed. Only 
six people were not promised confidentiality. 
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As noted by Munley (1983): 

As of 1983, the American hospice movement is on 

the brink of adulthood. A sign of its coming of 

age is its growing sense among hospice advocates 

that to ensure survival of the hospice approach, 

the hospice must become an institutionalized 

component of the national health care system 
(p. 271) . 

And yet in 1988 less than one third of hospices in the 

United States have become institutional components of the 

health care system under the hospice Medicare benefit. 

For the nearly 500 hospices that are Medicare certi¬ 

fied, there are many criteria which must be met before a 

person can be admitted to a hospice program (see Chapter 5). 

Weber is widely known for his writings on bureaucracy, 

which include the concepts of rules, authority, and the 

"methodical provision... for the fulfillment of duties (Gerth 

and Mills, 1946, p. 196). He also states that "the manage¬ 

ment of the modern office is based upon written documents 

(p. 197)." 

Internal Structures - Canada and the United States 

For the most part, both countries identified the basic 

internal structure through which process occurs as the 

interdisciplinary (or multidisciplinary) team, most often 

directly, but sometimes indirectly (as in a community volun¬ 

teer intensive program). It is a concept mandated by the 

Medicare hospice regulations, but one which has its 
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precedence in the historical origins of hospice as adopted 

from Great Britain. 

Typical Canadian brochures read: 

The interdisciplinary team looks at the needs of 
each patient in order to help him/her live this 
phase more fully (Elisabeth-Bruyere Health Center 
Regional Palliative Care Unit, Ottawa). 

Palliative Care is a concept of care. It is a 
multidisciplinary approach to identifying and 
solving the physical, psycholocial, social and 
spiritual problems of the patient and family and 
setting appropriate goals (The Riverdale Hospital, 
Oncology/Palliative Care Unit, Toronto). 

Hospice supplements and co-operates with existing 
services, consulting with the health care team 
involved (Wellington Hospice Care, Guelph, 
Ontario). 

Typical brochures from programs within the U.S. read: 

Patients and families, together with health care 
professionals, work as a team to carry out patient care 
plans (Western Massachusetts Hospital, Palliative Care 
Program) 

...hospice refers to a coordinated interdisciplinary 
program of care and support services for terminally-ill 
persons and their families (Hospice Collaborative, 
Southwood Community Hospital, Norfolk, Ma). 

Because HOSPICE involves the love and mutual commitment 
of patient and family, the Hospice Team treats the 
patient and family as a single unit of care. The team 
attempts to provide comfort... care ... compassion 
(Hospice, Norwich, Ct.) 

Changes in Structure: 1981 - 1988 

Compared with Canada, a significant degree of change in 

structure has occurred with the United States since 1981. 

Of the 55 hospices that responded to the survey in the 
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United States, seven mentioned that they had embarked on 

joint ventures, either with hospitals or with home health 

agencies; one said that a merger was "in the works" with 

either another hospice or a home health agency. Fifteen 

responded that they had signed contracts with skilled 

nursing facilities, home health agencies, pharmacies, 

durable medical equipment suppliers, or hospitals. Thirteen 

programs said that there had been changes in the boards of 

directors. One program had created an operations board of 9 

members and a foundations board of twenty members. Others 

had replaced or added board members to gain broader skills 

and to include more professionals and more fundraisers. 

There had been one change in ownership from a VNA to a 

separate corporation and one hospital based program had 

established hospice as a separate cost center. 

In comparison, only five of the 48 respondents from 

Canada reported changes in boards of directors including one 

board which had completely disbanded; two programs reported 

signing contracts with nursing agencies. Little other 

change was reported in Canadian programs. The biggest 

change was not in existing program structure but in the 

creation of new programs, particularly the wave of new 

community-based programs. 

Most program directors in Canada state that their model 

of palliative care comes out of the British hospice model, 

and many of the persons interviewed had been to Great 
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Britain for training. They see their structure as diffe¬ 

rent, because of the differences in their health care sys¬ 

tems, but consider their programs essentially the same in 

all other respects. While Canada's health care system 

differs from Britain’s, it more closely resembles it than 

does the U.S. system. 

Many of the Canadians interviewed who were familiar 

with hospice in the United States expressed concern over the 

direction hospice in the U.S. is taking. According to Mount 

and Scott (1983), two of the most prominent Canadian 

physicians in palliative care and both interviewed for this 

study, an examination of the American hospice scene 

suggests basic assumptions or program characteristics that 

differ sharply from the initial British hospice model, as 

espoused by Saunders. For example, they take exception to 

the Medicare hospice model in the following five areas: 

1) All patients must have a stated life-expectancy 
of six months or less. 

Since the gift of prophecy is rare, the 
inclusion of the assertion that a patient has 6 
months or less to live as a selection criterion 
for hospice admission can be criticized as being 
founded on fantasy (p. 732). 

2) Hospice patients will have less physician 
involvement. 

..hospice care arose because of perceived 
deficiencies in care, including physician involve¬ 
ment (p. 122). 
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3) Hospice occurs at home so costs will go down. 

..yet for many patients home care may not be 
practical or desirable (p. 733). 

4) All hospice patients must have a primary care 
person. 

This most remarkable of all American hospice 
innovations must surely be condemned.... British 
and Canadian experience has shown such needy 
individuals [as those without family or friends] 
to be among the most grateful hospice patients (p. 
733) . 

5) Hospice selection criterion: patient and 
family must know of the terminal illness. 

To legislate the timing of disclosure of a 
fatal prognosis is to legislate the art out of 
medical practice. Social, cultural and psycholo¬ 
gical consideration not infrequently dictate a 
more gradual disclosure (p. 733). 

As one author put it, 

Perhaps the difficulty in translating the British 
hospice model to the U.S. milieu can be attributed 
to the reluctance or inability of some U.S. 
hospice advocates to appreciate the very real 
differences between the medical-economic charac¬ 
teristics of the two countries' health care deli¬ 
very systems. Hospice care in Great Britian is 
available regardless of the terminally ill 
patients' ability to pay for care (Jackley, 1979, 
p. 51) . 

This concern is being reflected in the Canadian 

decision to move slowly, according to many of the physicians 

and program directors who were interviewed in this study. 

Conclusion 

From the analysis of the qualitative data it seems 

clear that there is little reason to accept the null hypo- 
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thesis of no difference in structures. There is clearly a 

difference in structures of programs in the United States as 

compared with Canada. The structure in the United States 

has become more mechanistic (Burns and Stalker, 1961) . 

There are standards which must be adhered to if a program is 

Medicare certified, and specific criteria for patient admis¬ 

sion. The industry as a whole is evolving into an emerging 

industry (Porter, 1980) (See Chapter 5). 

On the other hand, Canadian programs, while constrained 

financially, are still very organic (Burns and Stalker, 

1961) in that there are no constraints imposed by standards. 

The result in the organic industry is what Burns and Stalker 

term "an emptying out of significance from the hierarchic 

command system;" - what develops in its place is a set of 

shared beliefs about the values and goals of the organiza¬ 

tion. The industry as a whole appears to be largely frag¬ 

mented (Porter), again discussed at length in Chapter 5. 

There is a similarity in structures in that both coun¬ 

tries administer the process largely through teams (where 

that is financially possible). 
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Quantitative Analysis - H1A 

Probability levels * = < .05; ** = < .01; ** 

Survey Questions U.S. 

1=1 Agree Fully; 5=1 Disagree Completely 

x 

#8: The structure of our pro- 2.85 **> 
gram has been determined to a 
great extent by our funding 
sources. (df = 101) 

#10: Our palliative/hospice 2.56 
care program feels that uniform 
standards for palliative care 
and hospice for our country are 
essential, (df = 101) 

#18: The 
tive care 
in which 
vered) has 
nificantly 
Saunders. 

structure of pallia- 
and hospice (the way 
services are deli- 
been influenced sig- 

by Dame Cicily 
df = 101) 

2.07 

#20: The structure of pallia- 2.54 
tive care and hospice (the way 
in which services are deli¬ 
vered) has been influenced sig¬ 
nificantly by Elizabeth Kubler- 
Ross. (df = 101) 

#25: It is essential that pal- 1.53 
liative care and hospice be a 
part of the mainstream of medi¬ 
cal care in order to function 
effectively, (df = 101). 

Rate the extent of influence of 
the following on your program 

* * ) 

1 = Great Degree of Influence; 5 = No Influence 

#69: Medicare Hospice Bill 
(df = 69) 

= < .005 

Canada 

x 

2.02 

2.87 

1.93 

2.83 

1.33 

2.20 ^ * 3.40 
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#70: JCAH Standards for Accre- 2.30 <** 3.20 
ditation (df = 70) 

#71: State licensure of hos- 2.40 <* 3.40 
pice programs, (df = 67) 

#72: Reimbursement through pri- 2.70 3.10 
vate insurance carriers. 

(df = 71) 

#75: Decrease in private 3.10 3.00 
funding sources, (df = 72) 

#78: Palliative care movement 4.10 ***> 2.40 
in Canada (df = 76) 

Conclusion 

Canadians perceive significantly more than do Americans 

(p < .01) that the structure of their programs is determined 

largely by their funding sources. This coincides with the 

qualitative finding that Canadian structures are indeed 

constrained and limited by funding. Programs in the United 

States, on the other hand, have had a significant increase 

in funding sources since the passage of the hospice Medicare 

bill. 

Also of significance is that Canadians perceive Saun¬ 

ders as having an influence on their structure at a much 

more significant level ( p < .01) than do programs within 

the United States. There are two possible reasons for this. 

The first is that while Saunders had a significant effect in 

the United States and in Canada in the early stages, the 

U.S. has evolved away from some of the original ideas of 
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Saunders (see pages 167-168 of this chapter), while 

Canada's programs have remained fairly stable. In addition, 

program staff frequently visit Great Britain for palliative 

training. The second reason is that palliative care per¬ 

sonnel in Canada have been involved in palliative care for 

significant lengths of time, and thus are familiar with its 

origins. In contrast, with the bureaucratization of hospice 

in the United States, there has been a considerable change 

in personnel. Many hospice administrators are administra¬ 

tors, rather than health care professionals. Many of them 

have never heard of Saunders, or are only beginning to hear 

of her as they attend more hospice meetings. 

Canadians did not see the Medicare Hospice Bill, JCAH 

Accreditation or state licensure as important influences on 

programs within the United States. In contrast, programs 

within the United States did, and at significant levels 

compared with the Canadians. The best explanation for this 

is that Canadians in palliative care have little under¬ 

standing of the hospice movement in the United States, an 

idea which corresponds with information obtained from the 

qualitative interviews. In addition, Canadians believe 

that they have had a significant influence on programs in 

the United States. Programs within the United States said 

they they did not perceive any significant influence on 

hospices in the United States from Canadian programs. 
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From the data, it appears reasonable to reject the null 

hypothesis that no significant difference exists between the 

structure of palliative care and hospice programs in the 

United States and Canada. Both qualitative and quantitative 

data support the hypothesis that there is a significant 

difference in structures. 

Hlb: A significant difference exists between the strategic 
process of palliative care services in Canada and the 
strategic processes of hospices in the United States. 

Qualitative Analysis - H1B 

As defined in Chapter I, strategic process includes 

goal formulation, environmental analysis, strategy formula¬ 

tion and strategy implementation (or "realized strategy"). 

It is clear through a survey of the literature, the 

in-depth interviews, and the surveys that the general goal 

or mission of palliative care and hospice programs in both 

countries is the same — to allow persons who are terminally 

ill to live as fully as possible until they die, and to die 

with dignity. It also is accepted that there is basic 

agreement on the original concept of hospice — 

The original concept that drove Cicely Saunders to 
develop hospice was the relief of pain and 
symptoms of persons who were dying a difficult 
death... (Ley, 1985, p. 32). 

The original concept centered around "death from can¬ 

cer," and while hospices and palliative care programs in 
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both the US and Canada primarily treat cancer patients (over 

90% of all patients served in both countries are cancer 

patients), the philosophy (see Appendix A) has been inter¬ 

preted by some to mean those dying a difficult death while 

others interpret hospice as a concept applicable to all who 

are dying (Doyle, 1984). 

As Roy (1986,p. 3) has said, "dying with dignity" means 

dramatically different things to different people, and 

herein lies a significant reason for the diversity of pro¬ 

cess, both between countries and within countries. 

Interpreting a philosophy of care into an actual pro¬ 

cess of delivering care becomes complex when the interpreta¬ 

tion of philosophy is acted out based on perceptions of 

economic and political constraints, structures and processes 

that are already in place, and the orientation of the per¬ 

sons who have the power to administer the process. 

Goal Formulation 

Not only does "dying with dignity" mean different 

things to different people, but the words hospice and pal¬ 

liative care have many meanings as well. The common factor 

is caring for the terminally ill. Beyond this basic founda¬ 

tion are philosophical differences as to methods of delivery 

of care as well as political and economic constraints. 
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Environmental Analysis 

As will be noted in the quantitative section, hospice 

personnel in the United States see the health care environ¬ 

ment as much less stable then do the Canadians in palliative 

care. There has been a great deal of discussion about the 

environment in previous chapters. To summarize, in com¬ 

parison with the United States, the Canadian health care 

system is much more stable and predictable. It is not per¬ 

ceived to be an environment which can be substantially 

altered, and thus innovation has come from within palliative 

care. 

This contrasts sharply with hospices in the United 

States. Within the industry there have been significant 

dominant coalitions (Child, 1972) which have believed in 

"enacting" the environment, and which have done so. Innova¬ 

tion, thus, has come from changing the environment rather 

than in only creating change within programs to fit a given 

environment. The result has been a significant amount of 

legislative activity surrounding the hospice movement in the 

United States as compared with the palliative care movement 

in Canada. 

Strategy Formulation 

A conclusion reached through the research is that the 

strategy formulation process is more complex within programs 
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in the United States than in Canada. This is based on 

several factors: 1) the complexity of the health care system 

in the U.S. as compared with Canada; 2) the options 

available to programs in the U.S. as compared with Canada; 

and 3) the increasing level of competition between programs, 

and between programs and other health care providers in the 

U.S. as compared with Canada. 

Few programs interviewed used the word "strategy." 

Planning, more often in Canada, but also in the United 

States, tends to be short term (less than one year) except 

in hospice Medicare certified programs. 

Canada - Strategy Formulation 

Long and short range plans are more likely to be formu¬ 

lated in institutional settings than in community-based 

programs. In hospital settings, programs report that such 

plans are often part of the larger institutional plan, and 

as such, palliative care personnel have little input in the 

plan. The exception clearly is the palliative care unit, 

which stands structurally on its own. But as mentioned 

above, most hospital based programs in Canada consist of 

some form of consultation team, and might be thought of as a 

thread in the tapestry of hospital care, discernable but not 

separate. 
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The Canadian surveys indicate that of the 30 hospital 

programs that responded, 15 were not aware of their program 

budget. Just as many could not identify specific staff hours 

spent in the palliative care service, primarily because the 

staff in palliative care rotates to other areas of care, 

depending on the perceived need of the institution. 

Of programs within Canadian home health agencies (such 

as the Victorian Order of Nurses), five out of seven could 

not separate out the palliative care budget from the agency 

budget, and four out of the seven could not identify hours 

of staff time devoted to palliative care. 

Heidemann (1987) commented that while there were a 

reported 8,200 admissions to programs in 1985/1986, 12,500 

deaths were reported in palliative care programs during that 

same period. These statistics lend credence to the notion 

that palliative care as an industry in Canada is largely 

fragmented (Porter, 1980). Often there are no official 

"admissions," and in the case of a consultation team, ser¬ 

vice to a patient might take the form of advice given to an 

attending physician in the hallway of a hospital. Such a 

statistic, then, is not so surprising. Note, however, that 

this process of caring for dying patients is largely the 

result of the Canadian health care system. As many physi¬ 

cians in Canada commented, because of the low priority of 

palliative care, units have became more difficult to esta¬ 

blish. The only possible solution for many is the concept 
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initiated by Mount in 1975 as an adjunct of the Royal 

Victoria Hospital unit — the consultation team. Since that 

time, persons who want to deliver palliative care services 

but who are unable to procure a unit began to see this as a 

way of caring for terminally ill patients. For programs 

that have been able to attain a distinct identity, that have 

the funding to be an autonomous program, particularly units, 

the process is generally well defined. They tend to keep 

statistics, and to engage in a formal planning process. 

United States - Strategy Formulation 

The process of hospice care delivery has been the 

result of both dreams and politics within the United States. 

The decision on how best to deliver care was determined 

initially by area need, local innovation, and the ability to 

draw on necessary resources -- dollars, volunteers, and the 

support of those who care for dying patients -- the physi¬ 

cians. This process has evolved dramatically. A pattern or 

structure has emerged within which to formulate strategy. 

That framework includes the passage of the Tax Equity and 

Fiscal Reponsibility Act in 1982 (TEFRA) and Public Law 99- 

272, known as the Consolidated Omnibus Reconcilation Act of 

1985 (COBRA), which made hospice a Medicaid benefit. The 

framework also included the availability of JCAH accredi¬ 

tation of hospices and of state licensure of hospices. The 

guidelines for Medicare hospice are fairly specific (see 
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Chapter 5, pp 123-125), and a great deal of accountability 

is required for programs which choose certification, licen¬ 

sure, and/or accreditation. JCAH regulations differ some¬ 

what from the Medicare regulations, allowing for more flexi¬ 

bility in staffing (contracting of nurses is allowed with 

JCAH accreditation while they must be employed by the 

hospice for Medicare certification). Nevertheless, the main 

required components are the same. 

Strategy formulation becomes a two part task: 1) how to 

function within the guidelines while maintaining the hospice 

philosophy; and 2) how to maintain the hospice philosophy 

within the guidelines and stay afloat financially. 

To accomplish this, some people in hospice have said 

that "a real balancing act” is necessary. Many see innova¬ 

tion as the answer, and these hospice programs are 

formulating or have formulated plans to enter new markets, 

including contracts with long-term care facilities or with 

health maintenance organizations (HMO's). A new innovation 

is the "residential hospice," a facility for persons without 

primary care persons (PCP's). This is of concern not just 

to programs that serve large numbers of persons without 

PCP's, but to hospices that plan to serve large AIDS popula¬ 

tions. To support such innovation may require a great deal 

of strategizing (including lobbying for legislation) because 

at present such facilities are not reimbursable through any 

existing mechanism. 
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Pikes Peak Hospice in Colorado Springs provides one 

example. Its program includes a free-standing hospice 

inpatient unit of five beds, with four additional beds for 

residential care. 

For programs which have chosen not to "hassle with 

Medicare certification," or which have not gone for certifi¬ 

cation because they see the Medicare benefit as philo¬ 

sophically opposed to the hospice philosophy, strategy 

formulation is often constrained by the lack of a budget. 

Certainly Medicare certified programs are constrained by 

budgets, but not to the degree of a program whose services 

are not reimbursable, and that depends completely on dona¬ 

tions, United Way, and fund raising. In addition, there is 

always the threat that a local agency may make the decision 

to become hospice Medicare certified, bringing about an 

unbalanced competitive situation. 

One hospital-based hospice director said that she 

wanted hospice Medicare certification, but her board refused 

to make the move because it would cause bad feelings from 

community home care agencies. Since that interview in 1984, 

a community agency has begun a Medicare certified hospice 

program in that community. The hospital continues to 

deliver inpatient "hospice care." 

A great deal of the strategy formulation talked about 

in the United States focuses on issues of bureaucracy. 
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While approximately one-third of American hospices are 

currently certified, it is likely that this number will 

increase. Off the 55 U.S. respondents to the survey, 23 

were certified. Twenty-five percent of those not Medicare 

certified said they were in the process of becoming certi¬ 

fied, and another 5% said they were considering certifica¬ 

tion . 

This leaves 28% of the programs that call themselves 

"hospice" and yet feel they cannot become Medicare certi¬ 

fied. Many are in rural areas, and while there is provision 

for certification of hospices in rural areas, many don't fit 

the provisions either because they live too close to large 

urban areas or because of some other stipulation in the 

rural waiver for core services. A major problem with 

certification is that these programs do not serve a suffi¬ 

cient number of Medicare patients to break even financially 

and still comply with the core staff requirements of the 

legislation. 

The director of a hospital-based program in New York 

City, (which cannot call itself a hospice because the state 

of New York has legislated that only state licensed programs 

can use the term "hospice,"), said in a 1988 interview: 

We have looked at Medicare certification. We took 
32 Medicare patients. None of them fit...either 

they lived too long or they had no primary care 
person, which meant they had to stay in the 

hospital. 
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The Medicare reimbursement is based on a 45 day 

stay. Their average stay was 83 days. So we were 
automatically over [the reimbursement rate] every 
place. 

She added: 

...a group of people were able to manipulate a 

national organization to look at one model of care 
which was based on their experience in Florida. 

They were able to take that experience and push it 
through, not looking at the global picture of 
hospice. 

I have a real problem that a national organization 
has so tunnelled their vision to such a small 

number when there is such a greater need. I think 
in the long run it will do hospice in, but in the 

long run maybe hospice should be done in. 

For many hospices not considering Medicare reimburse¬ 

ment, planning revolves around patient care and how to 

continue to provide it. Most small hospices have boards of 

directors and generally have a planning sub-committee of the 

board. If community based, funds tend to come primarily 

through United Way, grants, fundraising activities and memo¬ 

rial donations. 

A hospice located in a hospital or home health agency 

can bill for reimbursement under regular Medicare (which is 

limited in comparison to hospice Medicare -- see Figure 6.3, 

p. 184) or if in a hospital, under the diagnostic related 

groups (DRG's), but even this may become impossible. 

Several hospice advocates have mentioned that if the reim¬ 

bursing agency begins to realize non-hospice pateints are 

"terminally ill," and should therefore be under the hospice 

classification, there may be retroactive denials of reim- 
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bursement. As a side note, several visiting nurses associa¬ 

tions have been reluctant to become hospice Medicare or 

Medicaid Certified because of the large numbers of retroac¬ 

tive denials they are receiving on patients served several 

years in the past. They are afraid of the financial risk of 

more denials in a system that is too new to be predictable. 

Additionally, when patient care in hospitals is reim¬ 

bursed through DRG's, patients are often being discharged 

"prematurely," leaving the elderly with another problem: 

finding health care outside the hospital. Nursing homes are 

often full, as well as too expensive, and home-health ser¬ 

vices are often inadequate, especially for dying patients. 

"Patients are being sent to a no-care zone," said Senator 

John Heinz of Pennsylvania (Wall Street Journal, June 25, 

1985, p. 33). According to Gaetz this provides an 

opportunity for hospices to contract with hospitals for 

inpatient care, thus giving patients the ability to remain 

in the hospital while the hospital gains an additional 

revenue source. 

Strategy Implementation - Comparison of Delivery of. Care 

Delivery of care appears to be largely a factor of 

budget and structure. There seems to be little difference 

in the philosophy of compassion and caring for the patient 

and family as a unit, regardless of the setting or method of 

delivery. 
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Significant differences 

degree of continuity of care, 

agencies, hospitals, and home 

are most apparent in the 

Continuity of care (between 

) was more observable in the 

MEDICARE COVERED IN 

SERVICE/ITEM 

Drugs for pain & symp- 1 
tom control to be 
used at home 

Services covered 
whether or not the 
patient is home- 
bound 

Deductibles waived 

Inpatient care to 
provide respite for 
family caring for the 
patient at home 

Continuous care at 
home during periods 
of crisis 

Counseling services 
at home for both the 
patient & the family 

Homemakers 

Bereavement Coun¬ 
seling 

Volunteers must be 
available 

Care must be con¬ 
tinued if benefits 
run out 

Personal comfort 
items 

Inpatient unit must 
have homelike decor 

[ Hospital 

Home 
Health 
Agency 

NO NO 

|- NO 

NO YES 

NO NO 

NO NO 

• 

NO NO 

NO NO 

NO NO 

NO NO 

NO NO 

NO NO 

NO — 

Figure 6.3 Comparison of Medicare Reimbursement Rates 
(Methodist Hospital Hospice, Jacksonville, Fla.) 
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United States then in Canada, but due more to budget and 

structure than to philosophy. 

There is also a significant difference in the impor¬ 

tance given to volunteers. While virtually all programs in 

the United States have volunteers, Canadian programs do not 

have volunteers universally, and volunteers are more likely 

to serve in community-based programs. Some hospitals admit 

that it is a largely untapped resource but added that there 

is little time to tap it. 

Strategy Implementation 

Strategy implementation is "realized strategy," or the 

actual carrying out of plans to accomplish goals (Mintzberg, 

1979). It becomes difficult to make comparisons between 

countries in this study because the way that "realized 

strategy" is measured is quite different in the United 

States than in Canada, as will be discussed below. 

Strategy Implementation - Canada 

As is apparent from the information presented above, it 

is difficult to obtain accurate information on palliative 

care in Canada on a national basis. While individual stu¬ 

dies have been done (Mount, 1976), the only national studies 

available come through the surveys of the Palliative Care 

Foundation (PCF) (1983 and 1987). 
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There is only one significant study in Canada on the 

costs of palliative care versus conventional care. This was 

conducted in 1982 at the request of the Ministry of Health 

in British Columbia at Hospice Victoria. The study looked 

at 170 conventional "pre-hospice" patients from 1979 and 

compared them with 60 hospice patients in 1981. Their 

conclusion was that per patient costs for hospice care (1981 

dollars) were $3,820 compared with $4,190 for non-hospice 

care. The report concluded that this was a conservative 

estimate. 

The overall conclusion arrived at is that the care 
delivered by Hospice Victoria is cost-effective and 
that funding of the in-patient beds will result in 
a net saving to the health care system (Brauer, 
1982, p. iii). 

Despite the study. Hospice Victoria remains only one of two 

provincially funded palliative care services in British 

Columbia out of a total of over 50 programs. 

It was determined by the PCF that 74% of programs 

across Canada offered pain and symptom control (this is down 

from 93% in 1983), and that 13% of all programs have a core 

professional team composed of physician, nurse, social 

worker, chaplain and volunteers (the basic interdisciplinary 

team required of the U.S. Medicare benefit); 25% reported 

having a core team of physician, nurse and social worker 

(Heidemann, 1976). 
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A statistic emphasized in Canada but never mentioned in 

the United States is the number of palliative beds 

available. This is most likely because hospice in the 

United States has not emphasized institutional care. Sixty- 

seven programs responded that they had 588 designated beds. 

This is an increase from 266 beds in 1983, a growth of 121%. 

A philosophy which is becoming a significant force in 

Canada (originally because of economic constraints) is the 

idea of consultation teams as mechanisms for education. As 

former Palliative Care Foundation president, Dorothy Ley, 

M.D. (1985) commented, the development of palliative care 

consulation teams (vs. units) can have a ripple effect, but 

only i_f palliative care comes out of the "designated bed 

area," and touches other people in the institution. 

Such a movement will happen only if palliative 
care teams circulate in the institutional 
community, if they integrate other caregivers into 
the care of the dying, and if there is a free flow 
of people and information and attitudes within an 
institution that houses a palliative care unit or 
service (p. 33) . 

Canadian physicians agree with this philosophy and see 

it affecting the attitudes of other caregivers. As one 

medical director of a palliative consultation service 

commented during a 1987 interview with the researcher: 

If we'd had a unit here, I'm not sure we’d have 
gotten the oncologists of our hospital where now 
they call us in when they have pain problems. 
They're starting the morphine, they're starting 
the other drugs — we've managed to brainwash them 
and teach them what to do. 
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Many other physicians interviewed agreed with this 

notion. One physician stated that while in the short run 

some patients might be receiving less than optimal care, if 

the philosophy can be extended throughout the hospital set¬ 

ting, patients overall will receive better and more com¬ 

passionate care. He said that Canada was certainly moving 

more slowly than the United States, but that in the long run 

the quality of health care for all patients would probably 

be higher in Canada. Thus, the consultation team concept 

has become, in effect, the basis for a long-term strategy to 

improve health care for all through education. 

Of all patients served by palliative care programs in 

Canada, 95% are cancer patients. Of the 446,300 cancer 

deaths in Canada in 1985/86, 125,000 or 28% were served 

by palliative care programs. This is significant for two 

reasons. First, hospice as originated by Saunders was spe¬ 

cifically designed to care for difficult cancer patients; 

and second, between 1968 and 1980, while death from heart 

disease and strokes was decreasing, death from cancer showed 

an increase (Rowland, 1986, p. 35). The implication of this 

is that the need for hospice and palliative care, as defined 

by Saunders, is increasing. 

Strategy Implementation - United States 

A goal given high priority by those in leadership 

positions in hospice has been the development of regulations 
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and reimbursement mechanisms to ensure the development of 

hospice programs which are distinct and separate from other 

components within the health care delivery system. 

Examining the results of hospice care has been, then an 

important priority within the United States, first in 

fighting for reimbursement, and now in proving that reim¬ 

bursement through Medicare is effective. 

There have been several studies, including the Warner- 

Lambert study mentioned in chapters 3 and 5, most of which 

looked at hospice from a cost containment perspective 

(Brooks and Smyth-Staruch, 1983; Kane et al, 1984 and Mor 

and Kidder, 1985; Gray, et al, 1987) or from the perspec¬ 

tive of hospice effectiveness vs. effectiveness of 

conventional care. 

Prominent among these latter studies is the National 

Hospice Study (NHS) commissioned by Congress through HCFA 

and implemented by Brown University. This study looked both 

at costs and patient care. 

According to the principal investigators, the study 

...compared the medical, social, and health care 
services patients received in hospice and conven¬ 
tional care. We found that hospice patients, 
particularly those served in home care hospices, 
received substantially more care at home and were 
in the hospital for fewer days in their last month 
of life (Greer and Mor, 1986, p. 5-6). 

In terms of quality of life, they stated that while there 

appeared to be a "small but statistically significant 

differences to the benefit of hospital based hospice 
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patients" in the areas of pain, symptoms and satisfaction 

with care (reported by family members), "in general there 

were no consistently observable differences in the quality 

of life of hospice and non-hospice patients that were large 

enough to overcome design limitations." 

With regard to cost: 

Home care hospices save money relative to conven¬ 
tional care by substituting care at home for hos¬ 
pital care, a feat made possible by the extensive 
care provided by families. The savings yielded by 
this substitution occurs primarily in the last 
months of life and are sufficient to offset the 
higher costs incurred by patients in hospice 
longer than two months (p. 6). 

A critical component of the hospice philosophy is 

effective pain control. According to Mor (1987), one of the 

principal investigators of the National Hospice Study (NHS), 

the National Hospice Study... found that of 
patients able to answer interview questions, hos¬ 
pice patients were not in less pain than non¬ 
hospice patients (Mor, 1987. p. 135). 

He added the National Hospice Study did find in reports 

from families that hospital-based hospice patients were less 

likely to be in severe pain in the last five weeks of life 

than non-hospice patients, "although no more likely to 

pain free (p. 139)."* 

* It should be noted there is a great deal of discrepancy 
surrounding issues of pain control and how best to measure 
the effectiveness of pain control. While people within 
hospice and palliative care are aware of the problem, there 
has been no clear resolution to date. 
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Mount commented on the NHS through a story: 

Last weekend a young Italian lady with metastic 
malignancy died within 1 hour of being referred to 
"hospice"... ten anxious family members... crowded 
the waiting room when I arrived at 2 a.m. She died 
less an an hour later, on the palliative care 
unit, her family around her. On leaving our hos¬ 
pice ward following her death the family commented 
gratefully that the experience had been one of the 
"most beautiful" they had as a family. A major 
transition in less than 1 hour. 

Percent Receiving Horn* Cara Parcant Raceiving Inpatiant Cara 

100 80 60 40 20 0 20 40 60 80 100 
1-1-1-1-1--i_i_i_i_i 

Fourth Month 

Third Month 

Second Month 

Last Month 

Home Cara Hospice 

EZ2 Conventional Cara 

Hospital-Based Hospice 

Figure 6.4. Place of Care for Medicare Beneficiaries with 
Terminal Cancer in Specified Types of Hospices and in 
Conventional Settings During the Last Six Months of Life 
(1980 - 1983) (Mor and Kidder, 1985, p. 414) 
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As I drove home I thought of the National Hospice 
Study and realized that in all probability none of 
the differences hospice care had made that night 
would have been measured by that study. To have 
done so the study would have had to measure an 
increased sense of personhood, and an enhanced 
context of meaning, improved communication within 
the family... lessened uncertainty and fear of the 
unknown, greater acceptance of the reality facing 
them, greater ability to express fears, doubts, 
guilts and anger, and the significance of being 
able to pray together, alongside the hospice phy¬ 
sician and nurses. 

It would not have been irrelevant if the national 
study examining the impact of hospice had also 
documented the need for hospice by assessing the 
endemic deficiency of current terminal care (Mount 
and Scott, 1983, p. 734) 

Saunders (1984) also commented on the hospice movement 

in the United States, and on Mount and Scott’s comments: 

I am dismayed at the demand the patient and 
family must know of the terminal nature of the 
illness before entering a reimbursed hospice pro¬ 
gramme. Many patients in need would never reach a 
hospice team if such a stark directive were imple¬ 
mented . 

Mount and Scott query the use of a "Quality of 
Life" scale in the evaluation and quote examples 
which point to its limitations in assessing the 
personal and spiritual values of importance to 
individuals and families. Time at the end of life 
is often a matter of depth rather than of length 
and some experiences are impossible to evaluate or 
quantify...(p. 871). 

In a reply to Saunders, Greer and Mor state: 

The NHS (National Hospice Study) was designed to 
evaluate the American reality, rather than generic 
or optimal hospice care. The separation of 
hospice from the conventional care system, the 
requirement that patients know the terminal nature 
of their illness (frequently honored in the 
breach, from our data)...all emanated from the 
hospice movement itself and were not imposed by 
the evaluators or the government. 
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We in the United states owe a great debt to our 
British colleagues and particularly to leaders 
like Dame Saunders and Dr. Balfour Mount. But the 
incorrigible Americans have once again struck out 
independently and the NHS, commissioned by the 
United States Congress, was obliged to take a 
parochial American view of hospice care (1984, p. 
872) . 

In terms of actual patients served (again, only looking 

at the cancer population), NHO said that out of 472,000 

cancer deaths in the U.S. in 1986, 154,700, or 32.8% were 

served by hospice programs. The significance of this has 

been pointed out in the previous section on Canada. 

Conclusion 

Based on the qualitative data it seems reasonable to 

reject the null hypothesis of no difference in process. It 

seems clear the process of delivery of care is quite 

different, much of it based on the structure through which 

the process occurs. This coincides with Weick's (1969) 

thinking that structure and process are inseparable. 

Another significant reason to reject the null 

hypothesis is based on a comparison of the inferred philoso¬ 

phies of delivery of care. In the United States there has 

been a concerted effort by the dominant coalitions to ensure 

that delivery of care occur through a well defined model. 

In Canada there is not a belief that palliative care should 

be delivered in any specific way as of yet, and the majority 

of Canadians interviewed who are influential in Canada and 
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in the field of Palliative Care feel that to so narrow the 

way palliative care is delivered would adversely affect the 

potential good of multiple forms of delivery of care, parti¬ 

cularly the educational effect which is occuring through 

the use of palliative care consultation teams on the health 

care system as a whole. 

Quantitative Analysis - H1B 

Probability levels * = < .05; ** = < .01; *** = < .005 

Survey Questions U. S . Canada 

1=1 Agree Fully; 5=1 Disagree Completely 

x x 

#3: It is difficult for hos- 2.78 2.83 
pice and palliative care pro¬ 
grams to know how to plan be¬ 
cause of the degree of change 
occurring in the health care 
field, (df = 101) 

#17; The total philosophy of 
palliative and hospice care 
has been influenced by Dame 
Cicily Saunders, (df = 101) 

1.76 1.47 
(approaching significance 

at p <.08) 

#19: Elizabeth Kubler-Ross has 1.87 1.89 
had a significant influence n 
the total philosophy of hospice 
and palliative care, (df = 101) 

#32; The health care environ- 3.89 ***> 3.18 
ment can be described, in 
general, as stable, (df = 101) 

#33: We are able to accomplish 2.23 
our desired goals in our pro¬ 
gram. (df = 101) 

2.53 
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To What Extent are the 
following component critical 
components of the hospice and 
palliative care philosophy? 

#43 to #50: Medical, Nursing, 
Psychosocial, Inpatient care, 
home care, spiritual, bereave¬ 
ment, volunteer, (df = 101) 

#46 Inpatient care (df = 101) 

Degree to which you feel the 
following should be part of a 
program's admission criteria. 

#51: Six-month terminal prog¬ 
nosis by a physician. 

(df = 101) 

#52: Presence of a primary 
person in the home if home 
is to be a part of the 
tient's program of care. 

(df = 101) 

#53: Informed consent by the 
patient, or if the patient is 
not competent, by a member of 
the patient's family.(df = 101) 

#54: Agreement by patient and 
family to complete cessation of 
invasive treatment (hyperali¬ 
mentation, chemotherapy, radio¬ 
therapy, etc. (df = 100) 

9.83 > 9.10 
(approaching significance 

(p < .08) 

1.70 ***> 1.20 

1 = Extremely Important 
5 = Not Important 

2.40 <* 3.01 

2.20 1.90 

1.60 1.50 

2.50 2.30 

care 
care 
pa- 

Rate Extent of Influence on 1 = Great Degree of Influence 
your program 2 = No Influence 

#76: The National Hospice 2.80 3.20 
Organization, (df = 72) 

#77: The state hospice associa- 2.80 <* 3.50 
tion. (df = 72) 
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Conclusion 

Both qualitative and quantitave data support the notion 

that there is a clear difference in the process of hospice 

care delivery when comparing Canadian and U.S. hospice 

programs, and thus there is reason to reject the null 

hypothesis of no difference in strategic process. 

As might be expected, Canadians perceive the health 

care environment to be more stable at a significance level 

of .005, as compared with the perception of the environment 

by programs within the United States. There appears to be 

some discrepancy with question 3, where both the U.S. and 

Canada say planning is difficult because of the degree of 

change in the health care field. One explanation might be 

that persons filling out the questionnaire focused in on "It 

is difficult... to know how to plan..." 

Both countries agree that their philosophy has been 

influenced significantly by both Saunders and Kubler-Ross. 

The difference in influence of Saunders on Canadians, how¬ 

ever, is approaching significance at p < .08. Canadians 

perceive Saunders to have had amore significant an influence 

on their philosophy than do program directors in the United 

States 

Hospice administrators in both countries agreed that 

they were able to accomplish their desired goals, but not 

fully (see means). When the key components of hospice, 
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which include physician directed medical care, nursing, psy¬ 

chosocial care, inpatient care, home care, spiritual care, 

bereavement for the family following the death of the 

patient and the presence of volunteers, were combined into a 

single variable, the difference in perception of the criti¬ 

cal nature of the components approached significance at p < 

.08, with Canada leaning more toward acceptance of all the 

components. Separating out the components, inpatient care 

was the only one which showed a significant difference in 

perception of importance (p < .005). Canada perceived inpa¬ 

tient care as more critical than did programs within the 

United States. 

As for admission criteria, the United States perceived 

a six-month terminal prognosis by a physician to be more 

critical than did Canadians (p < .05). In fact, Canadians 

tended to think that it should not be part of the admission 

criteria. 

There was no difference in perception of the importance 

of the other criteria for admission, with both countries 

generally agreeing that they should be part of a program’s 

admission criteria. 

There was no significant difference in perception of 

the extent of influence of NHO on U.S. programs, with both 

countries leaning toward agreement that NHO exerted some 

influence. 
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There was, however, a significant difference in percep¬ 

tion (p < .05) of the extent of influence of the state 

hospice associations. Canadians perceived that there was no 

influence; this is understandable given that only two 

provinces have provincial organizations, neither currently 

very powerful. 

From the quantitative and qualitative analysis, it 

appears reasonable to reject the null hypothesis of no 

difference in strategic process between Canadian and U.S. 

programs. Therefore we can conclude there is a significant 

difference in the strategic process of hospice programs 

between Canada and the United States. 

H2: The largest single influence on the evolution of 
palliative care services in Canada has been Canada's 
National health care system. 

Qualitative Analysis - H2_ 

It became clear very early on in the qualitative re¬ 

search that the national health care system is not the 

largest single influence on the evolution of palliative care 

in Canada. 

Indeed, Canada does not have a single national health 

insurance plan (Canada Year Book, 1987, p.3-9). The federal 

government doesn't interfere with provincial government 

matters. Power is at the provincial level, and every 

province has its methods of reimbursement. The national 
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government can grant seed money, but the provincial govern¬ 

ment would have to provide funds to keep a program 

operating. 

A Canadian physician tried to describe the process: 

Although a lot of negotiations are very similar -- 
Provinces watch Provinces — the more wealthy 
Provinces, including Ontario, would tend to have a 
better [fee] schedule [for physicians] -- better 
rates, but not always. 

Quebec is very different in that they're more 
socialized and have been for several years. 
Socialized medicine was more attractive from the 
government level for about the last 15 years. 
They tried to find areas of medicine where they 
could put doctors on salary, with the hope that 
eventually they could get all doctors on salary 
(Interview, June, 1987). 

He said that back in the mid-70's when palliative care 

was beginning at the Royal Victoria Hospital, "we felt we 

were going to fold if we didn't have funding for doctors." 

The palliative care doctors petitioned the government to be 

put on salary. 

Other doctors didn't like that because we were 
going to become a precedent, but in fact the 
government did agree that anyone in a palliative 
care unit that they designated as such would be on 
salary (Interview, June, 1987). 

To date, apart from the medical directors of provincial 

pilot projects such as the Salvation Army Grace Hospital 

Palliative Care Unit in Toronto and other unique and 

scattered cases, no other province has chosen to salary 

palliative care physicians. 
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Another example comes from Prince Edward Island. The 

director of the Island Hospice said during initial planning 

for that program, budget estimates totaled $120,000. The 

government agreed to contribute that amount to get the 

program off the ground. But then governments changed, and 

while the new government provided no funding, it did come 

through with previously promised designated palliative care 

beds in a chronic care facility. 

In the meantime, the biggest component of the program, 

the home care component, has no medical director, and 

nursing comes through the regular provincially funded home 

care nursing agency, which is limited in its ability to 

provide sufficient nursing time to terminally ill patients. 

As described in Chapter III, the federal government 

has some influence over the provincial government, but it is 

not perceived as significant as are provincial influences. 

Conclusion 

From the qualitative evidence, there is no reason to 

reject the null hypothesis that the federal government is 

not the single most important influence on the evolution of 

palliative care in Canada. Indeed, there is ample evidence 

to accept the null hypothesis that the federal government is. 

not the single most important influence on Canadian programs 
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Quantitative Analysis - H2 

Probability levels * = < .05; ** = < .01; *** = < .005 

Survey Questions U.S. Canada 

Rate the extent of influence of 
the following on your program 

1 = Great Degree of Influence; 5 = No Influence 

x x 

#35: Extent of influence of 3.01 ***> 1.60 
provincial or state health care 
program, (df = 100) 

1=1 Agree Fully; 5=1 Disagree Completely 

#82: It is important for the 2.2 ***> 1.4 
legitimacy of palliative care in 
Canada that there be provincial 
organization to represent pal¬ 
liative care and hospice pro¬ 
grams. (df = 63) 

1 = Great Degree of Influence; 5 = No Influence 

#87: Extent of influence of 3.06 2.52 
national health care system. 

(df = 99) 

#88: Extent of influence of 3.40 ***> 1.60 
provincial health care system. 

(df = 60) 

Conclusion 

It is reasonable to accept the null hypothesis that the 

Canadian national health insurance is not a significant 

influence on palliative care in Canada based on the signifi¬ 

cance of three of the four survey questions which relate to 
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the extent and importance of provincial health care and the 

expressed desire for provincial health care programs. 

By comparing means, it becomes clear that the national 

health care system has "some" influence, (x = 2.63), but not 

the significant influence of provincial governments, 

(x =1.60). It is significant that program personnel in the 

United States believed the national health system to be a 

significant factor in the evolution of palliative care in 

Canada, which possibly suggests a lack of understanding of 

Canadian programs by the United States. Therefore the hypo¬ 

thesis as formulated must be rejected. 

H3: The largest single influence on the evolution of 
palliative care services in the United States has been the 
Tax Equity and Fiscal Responsibility Act of 1982, which 
allows for Medicare reimbursement of hospice care by 
certified hospices. 

Qualitative Analysis - H3. 

Throughout the dissertation it has become clear that 

the TEFRA legislation has and is changing the face of hos¬ 

pice in the United States. It has brought hospices 

together, both in agreement and in dissent, and it has 

legitimized what was a grass roots movement with little cre¬ 

dibility in the medical community prior to 1983. 

As McCann has noted in her research, "many of the 

people are pushing the benefit because it's a way where at 

least the unique aspects of hospice are recognized and can 
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be kept intact." She added that they (JCAH) were finding 

fewer and fewer independent hospice programs. They are 

closing or becoming part of home health agencies or hospi¬ 

tals. She also found that even those programs that are 

becoming Medicare certified were nonetheless beginning to 

structure themselves after the benefit. 

Conclusion 

Both from the interviews and from the literature on 

hospice in the United States, it is reasonable to assume 

that one might reject the null hypothesis that TEFRA is not 

the most significant influence on the evolution of hospice 

in the United States. 

Quantitative Analysis - H3 

Probability levels * = < .05; ** = < .01; *** = < .005 

Survey Questions U.S. Canada 

1=1 Agree Fully; 5=1 Disagree Completely 

x x 

#64; The Medicare hospice 2.00 <*** 2.77 
bill has created legitimacy 
for hospice programs which 
will enable them to more 
effectively serve persons who 
are terminally ill. (df = 75) 

Rate the extent of influence of 
the following on your program 

1 = Great Degree of Influence; 5 = No Influence 
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#69: Rate the extent of in- 2.23 <** 3.25 
fluence of the Medicare hos¬ 
pice bill on your program, (df = 69) 

Conclusion 

Given both the qualitative and quantitative the data it 

is reasonable to reject the null hypothesis that TEFRA has 

not been the greatest influence on the evolution of hospice 

in the United States. 

Program administrators within the United States agreed 

that the Medicare hospice bill had created legitimacy for 

hospice. There was also agreement among U.S. program 

personnel that the Medicare hospice bill had a significant 

influence on their program. On both of these issues 

Canadians expressed a significant difference in perception, 

again probably explained best by the fact that Canadians 

appeared to know little about hospice in the U.S. 

From a statistical perspective, when comparing U.S. 

responses to all the factors listed on the survey (questions 

34 to 42 and questions 69 to 78), the Medicare hospice bill 

leans closest to 1 (1 = great degree of influence). 

In conclusion, we can accept the hypothesis that TEFRA has 

been the greatest influence on the evolution of hospice 

in the United States. 

H4: Hospice Administrators perceive that Canada's 
palliative care services have, in practice, upheld the 
philosophical integrity of hospice care to a greater degree 
than have hospices within the United States. 
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Qualitative Analysis - H4. 

The qualitative data is not sufficient to support or 

reject the hypothesis that Canada's palliative care services 

have, in practice, upheld the philosophical integrity of 

hospice care to a greater extent than have hospices within 

the United States. 

Hospice leaders and directors in the United States 

overall verbally disagreed that Canada was better able to 

uphold the philosophical integrity of hospice. One director 

commented that despite the financial burden placed on her 

program by hospice Medicare, "we talk hospice first, and 

then we’ll talk insurance... it's helpful when you know the 

insurance situation, but it doesn't change how we operate in 

terms of care for that patient." 

Another director said she hated to see hospice become a 

bureaucracy where some of the principles could be lost... 

"but I don't see anything as inevitable. I believe in 

revolution! I believe in pushing the system. You push it 

as hard as you can to meet people's needs." She added that 

in the end, becoming Medicare certified was not such a 

terrible thing. 

It helped us to really think through and evaluate 
what we were doing (Interview, November, 1987). 

There are problems which have been referred to in 

previous sections -- the need for a primary care person 
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(implied in the daily rates for Medicare reimbursement), and 
the 80/20 rule, which eliminates a vast number of people who 

are not able to stay at home. (The 80/20 rule states that in 

a fiscal year, the aggregate number of inpatient days for 

hospice Medicare patients cannot exceed 20% of the total 

days of hospice Medicare patients.) Days in excess of 20% 

are reimbursed at the routine home care rate, a loss of $230 

per day. 

According to an editorial by Aiken (1986), 

Extending hospice benefits to patients without 
primary care givers, to for-profit organizations, 
and to terminally ill patients with diagnoses 
other than cancer would all have an unknown effect 
on costs (p. 2). 

There is no doubt that cost will have an effect on the 

ultimate outcome of hospice, but if Gaetz is correct, these 

issues will be addressed and redressed through effective 

lobbying by NHO. For the time being, hospice continues to 

be a program serving primarily white, middle class Americans 

(Burns and Carney, 1985; Lynn, 1985; Beresford, 1987). 

McCann stated that she sees no open forum for discus¬ 

sion of these issues. "There are a lot of workshops, but 

they're all on how to manage the [Medicare] benefit." A 

director reinforced this opinion when she said she was 

becoming Medicare hospice certified, despite her inability 

to accept many of its basic premises. When asked why she 

hadn't spoken out about this, she said that she barely had 

time to keep her program running. 
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In contrast, the Canadian system discriminates against 

no class. No one in Canada, in theory, is denied medical 

care, and as one physician stated, there is no way of 

telling anyone's economic class in a Canadian hospital. 

However, this is not to say that any health care that a 

person "needs" will be available. As will become clearer in 

the analysis of Hypothesis 11, this equity is bounded by how 

the government prioritizes care. 

Conclusion 

From a qualitative perspective, it would appear there 

is not enough evidence to either accept or reject the null 

hypothesis that Canada's palliative care services have up¬ 

held the philosophical integrity of hospice to the same 

degree as have hospices in the United States. There is, 

however, some indication that persons within the U.S. are 

not treated with the same equity as are persons with 

terminal illnesses in Canada, primarily because of reim¬ 

bursement issues and the hospice Medicare conditions of 

participation. 

Quantitative Analysis - 114 

Probability levels * = < .05; ** = < .01; *** = < .005 

Survey Questions U.S. Canada 

1=1 Agree Fully; 5=1 Disagree Completely 
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x X 

#17: The total philosophy of 
palliative and hospice care 
has been influenced signifi¬ 
cantly by Dame Cicily 
Saunders, (df = 101) 

1.76 > 1.47 
leaning toward 

significance at p < .07) 

#19: Elizabeth Kubler-Ross has 1.87 1.89 
had a significant influence on 
the total philosophy of pal¬ 
liative/hospice care, (df = 101) 

#24: Canadian palliative care 2.62 < 2.93 
programs are able to more fully (leaning toward 
carry out the palliative and significance at p < .06) 
hospice care philosophies than 
is the United States, (df = 97) 

Conclusion 

Canadians perceive their philosophy of care as more 

significantly influenced by Saunders than do persons within 

the U.S. 

In addition, to the degree that responses to the survey 

are representative of U.S. hospice programs, hospice direc¬ 

tors within the United States appear to believe that 

Canadians are upholding the philosophical integrity of hos¬ 

pice to a greater degree than are programs in the United 

States. 

From the quantitative analysis, there would appear to 

be a basis for rejecting the null hypothesis that Canada 

does not uphold the philosophical integrity of hospice to a 

greater degree than does the United States, as defined in 
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this study, and there is reason to lean toward acceptance of 

the hypothesis that Canada does uphold the philosophical 

integrity of hospice, as defined by Saunders, than do 

programs within the United States. 

H5: The increasing level of competition within the hospice 
industry in the United States is perceived by hospice 
administrators in the United States to be a cause of erosion 
in philosophical integrity within hospices in the United 
States. 

H6: The increasing level of competition within the hospice 
industry in the United States is perceived by hospice 
administrators in Canada to be a cause of erosion in philo¬ 
sophical integrity within hospices in the United States. 

Qualitative Analysis - H5. and H6 

These two hypotheses will be analyzed together because 

much of the material for H5 is applicable to H6. The 

combination allows for comparative analysis between coun¬ 

tries . 

United States 

Several perspectives must be considered when 

talking about competition within the United States. First, 

there is competition among programs for patients. Second, 

and related to the first, is a phenomenon which entails 

competition for physician referrals and approval of one 

program over another by physicians. Third is the competition 

among hospices and other agencies. The question is to what 

extent is this affecting philosophical integrity? 
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First, what is the effect of competition among pro¬ 

grams? In those areas where there are few patients, the 

hospice that becomes Medicare certified is likely to put the 

non-certified hospice out of business, because of the bene¬ 

fits to the patient of a Medicare certified hospice (see 

Chapter 5). Some hospices have chosen not to compete, but 

to merge or form joint ventures. 

In Dallas, Texas, Gaetz said that he found competition 

actually helped his program. It became necessary to be. 

better in order to solicit physicians who would refer pa¬ 

tients. In the process, a great deal of public relations 

occurred, and now Dallas has two active programs which not 

only compete, but which are on friendly terms, because both 

have found the competition "refreshing." Gaetz added that 

his hospice program in Miami, where there is no competition, 

is not doing nearly as well as the Dallas program. 

Competition continues to exist between other health 

care providers and hospices, but is decreasing. The reason 

is primarily due to regulatory changes. An existing agency 

may begin a hospice in order to provide services to patients 

who can no longer be served under existing regulations 

within their agency or hospital and thus avoid the now 

frequent occurrence of retroactive denials of Medicare or 

Medicaid for patients who are being served under one clas¬ 

sification while the classification should actually be 

terminally ill." 
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There is no literature to date on mergers and joint 

ventures of hospices with other agencies versus other agen¬ 

cies beginning their own programs, but from the interviews 

and surveys in this study, it would appear that the trend is 

toward cooperation rather than competition. 

Canada 

There is an overall sense from those Canadians inter¬ 

viewed that "American" programs are much too occupied with 

bureaucracy than with patients. There is a sense of, 

"that's what they've done, so let's do what we can do to 

avoid a similar situation." Other than that, there appeared 

to be little interest in programs within the United States, 

and people within palliative care who used to attend 

meetings in the United States, said they had stopped -- they 

found too much fighting about regulations, too many work¬ 

shops on how to work within the regulations, and not enough 

emphasis on real patient care. Those interviewed said they 

were not aware of competition within the United States, and 

so really couldn't comment on its effect on philosophical 

integrity. 

Conclusion 

In conclusion, there is no reason to reject or accept 

the null hypothesis that Canadians believe competition to be 
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within the United States. 
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People involved in hospice programs within the United 

States generally did not feel that competition was having an 

adverse effect on philosophical integrity, except in 

isolated instances. This indicates that there is no reason 

to accept or reject the null hypothesis for Hypothesis #5. 

Canadians were not sufficiently aware of programs in 

the United States to make any definitive statements, or even 

to guess at the philosophical integrity of hospice in the 

United States. 

Quantitative Analysis - H5. and H6 

Probability levels * = < .05; ** = < .01; *** = < .005 

Survey Questions U.S. Canada 

1=1 Agree Fully; 5=1 Disagree Completely 

x x 

#16: Overall, competition has 2.70 2.73 

begun to cause erosion into 

the basic hospice philosophy 

within the United States, (df = 98) 

Conclusion 

While it is reasonable to reject the null hypothesis for 

hypothesis 5, there is no reason to accept or reject the null 

hypothesis for hypothesis 6 because of insufficient informa¬ 

tion. Although the means are close, most Canadians (36 out 
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of 45 who responded) indicated that they did not know what 

effect competition might be having on hospice in the United 

States. Of the program personnel within the United States 

who responded to this question, 45 of the 55 respondents 

either disagreed or disagreed strongly that competition was 

adversely affecting the philosophical integrity of hospice. 

Six agreed strongly with the question, and another four 

agreed, but not strongly. It is this information which 

points toward rejection of the null hypothesis for 

hypothesis 5. 

H9: Canada's palliative care services fall predominantly 

into the bargaining category of Thompson and McEwen’s (1958) 
set of organizational responses to obtain needed resources. 

Qualitat ive Analysis - H9 

Conclusion 

From the interviews conducted, it seems likely that one 

would reject the null hypothesis. This is based primarily 

on the ways in which Canadian programs have come about, 

which is through bargaining with hospital administrators for 

a piece of the global budget. Because palliative care does 

not have its own budget, except in isolated instances, bar¬ 

gaining is an annual event which continues, and which has 

allowed palliative care to grow over 200% in 5 years (Heide- 

mann, 1987). Even in the case of community programs, direc- 
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tors have had to bargain with the private sector for dona¬ 

tions to their programs. In addition, two of the 48 Cana¬ 

dians who responded to the survey said they had contracted 

for nursing services. 

H10: U.S. hospices show more significant representation 
than do Canadian palliative care services in all three 

cooperative modes of organizational response to obtain 
needed resources; bargaining, cooptation and coalition, and 

in the competitive mode, as set forth by Thompson and 
McEwen. 

Qualitative Analysis - H10 

It is reasonable to reject the null hypothesis that 

U.S. hospices do not show more significant representation 

than do Canadian programs in all three cooperative modes of 

organizational response to obtain needed resources. As 

previously mentioned, out of the 55 U.S. hospices which 

responded, seven have engaged in joint ventures, another is 

in the midst of a merger, 15 have signed contracts with 

various other agencies, and 13 programs indicated a change 

of directors in order to include more professionals and more 

fundraisers (cooptation). 

On the other hand, Canadians indicated very little 

change in terms of any of the four Thompson and McEwen 

classifications, except for informal bargaining for funding 

out of global or agency budgets. Two contracts with nursing 
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agencies were reported to have occurred within the last five 

years out of the 48 respondents. 

Conclusion 

It is reasonable to reject the null hypothesis based on 

qualitative replies on the survey, and from the interviews 

conducted during this research. 

Hll: A greater degree of effectiveness is being achieved by 
U.S. hospices in terms of providing hospice care in 
patients' homes than is being achieved overall in the 
patients' homes in Canada. 

Qualitative Analysis - Hll 

Effectiveness here is measured by perception. It is 

defined as the degree to which goals are accomplished, as 

perceived by those who deliver hospice care. 

The power of the word to allay the patient's fear 

...depends upon the patients internalization of 

its symbolic content (Ladermann, 1987, p. 300). 

United States 

The hospice movement in the United States is symbolic 

of an effort "to promote alternative institutional forms of 

caring for the dying." One of the most basic of its pre¬ 

mises is that many terminally ill people prefer to die at 

home, or at least in a facility that is not a hospital 

(Bayer et al, 1983, p. 1491). On the other hand, the hospi¬ 

tal is symbolic to many, particularly to those who are 
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terminally ill, of coldness, isolation, and often intrac¬ 

table pain. 

Hospice in the United States began as a movement within 

the community — care was delivered in the home. There was 

no official hospice with an inpatient setting until 1980. 

As Profitt (1985) put it, "care in the home is the 

backbone of the American hospice movement (p. 173). It has 

clearly been the vision of the dominant coalition within 

hospice (primarily the leaders within NHO) that the primary 

place of care be the home. 

The majority of hospices interviewed felt that most of 

their patients wanted to be at home. The mission statement 

of the VNA of Central Massachusetts, Inc., reads: 

The Hospice of the Visiting Nurse Association 

of Central Massachusetts, Inc. believes the 

quality of life we all seek should be extended to 
the process of dying. Hospice has evolved to 

allow terminally ill patients the right to remain 

home.... 
We believe that home and the support of 

family and friends balanced with the services of 

Hospice maximize the quality of life when the 
quantity cannot be extended (1984). 

A 1984 study by JCAH found the location of hospice care 

delivery by type of program structure (see Figure 6.4). 

Clearly, the majority of patients in hospices within the 

United States spend their time at home. Nearly all of the 

programs which were home health or community based had 

extensive volunteer programs. Volunteers aid in the home, 

as a help to the primary care person (PCP) in a variety of 
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capacities, from sitting with the patient to cooking meals 

Table 6.1. Location of Hospice Care Delivery by Type of 

Program Structure 

Services 

Provided 
Hospital 

Based (n=170) 
Freestanding 
(n=128) 

Home Health 
Agency 

(n=47) 

Home care and 76% 35% 40% 
inpatient 

Home care only 18% 65% 60% 

Inpatient only 6% — — 

(Mor, 1987. p.28) 

or shopping for the patient. In one case, a hospice had 

taken on several patients with no PCP’s, but through the use 

of volunteers managed to keep those patients at home. 

Many hospices also said that for problematic patients 

who do need inpatient care (more that 20%), this is often 

balanced out by patients who, while terminal, are not in 

need of acute care. This is where hospice Medicare has 

saved them, one hospice commented, because while no other 

benefit has covered this type of care. Medicare hospice will 

pay for non-skilled labor. "Everybody is not acute before 

they die." 

The majority of programs interviewed felt that their 

home care component was effective. One hospital program 

director said, however, 
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I think what's happened in the U.S. is that we've 
projected out onto people that you should give 
them a good death and quality of life, and you'd 
better take them home, because that's where it's 
going to happen. The reality is that may not be 
realistic for every patient and family. 

Canada 

Canada is a symbol to many in North America of equity 

in health care for all, yet while people within palliative 

care in Canada said there are pockets where good home care 

is available, most persons interviewed felt that there are 

significant gaps in the ability to offer effective home care 

to terminally patients. 

According to Elma Heidemann, former president of the 

Palliative Care Foundation, 

...Canada does not have a well developed 
palliative home care system which enables patients 
to be well cared for at home as opposed to being 
in hospital (1987, p.8). 

As Heidemann said, part of the problem is the vast geo¬ 

graphical distances in Canada which often make good coor¬ 

dination between home and hospital palliative care 

impossible. The result is that patients must often be 

hospitalized because of the inability to provide adequate 

home care. 

Dr. David Skelton, who began the first palliative care 

unit at St. Boniface Hospital in Winnipeg, said in a study 

he conducted of more than 100 patients "who were fully aware 

of their imminent death, almost 80% expressed a deep desire 
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to die in their own homes (Skelton, 1982, p. 557)." He said 

that of that group, 68% actually died in an institutional 

setting. 

In my study there were several reasons for this 
discrepancy: an apparent unwillingness of health 
care professionals to allow the patient to remain 
at home and inadequacies in social supporting 
services. The lack of a simple night-sitter re¬ 
lief service or a subsidized laundry program may 
have led to a family's inability to continue 
caring at home.Severe symptomatic distress or 
serious nursing requirements were in some cases 
the reason for institutionalization. But even in 
these cases adequate home care and nursing 
services, together with physicians' willingness to 
practice domiciliary care, can keep the patient at 
home (pp 557-558). 

A study done in Hamilton, Ontario on the problem of 

providing 8 or more hours of care (shift care) for pal¬ 

liative patients (called continuous care in the U.S.) found 

that palliative care in their area was changing in three 

major ways: 1) there were an increasing number of patients; 

2) the patients had complex medical problems which were more 

frequently being handled in a home setting; and 3) more 

patients were expressing a desire to die at home. 

The problem is that only 17.8% of shift care in that 

region of Canada is government-funded, which means that a 

patient wishing to remain at home but who has complex 

medical problems could only do so if the patient has "pri¬ 

vate resources." 

Patients who lacked resources to purchase shift 
care would not have a choice. They would have to 
be needlessly hospitalized (Stephenson-Cino et al, 
1987, p. 14). 
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Two hundred seventy-four patients were studied. Of those, 

70.4% did not use shift care while 29.6% did. Of the 70.4% 

who received shift care, 73.7% were able to die at home. 

The percentage of the 29.6% who did not receive shift care 

and died at home was 28.4%. 

If in fact some of these patients could have used 
shift care rather than being hospitalized, there 
was a serious misuse of resources. The quality of 
their lives might have improved and they would 
have remained out of hospital longer (p. 16). 

From an economic perspective, the findings of the 

researchers showed that providing shift care is $3,584 less 

expensive per palliative patient than providing equivalent 

service in a hospital. One problem is the lack of physician 

input. As one Toronto physician said, "Community nurses 

have very ingrained views of physicians coming to visit -- 

they take it for granted we won't." He added that the truth 

of it is that most won't. At this time he is the only 

physician in Toronto who makes palliative care home visits. 

"Home care people should be linked to physicians, not just 

to bureaucracies." 

As mentioned earlier, only 9% of the home care programs 

have physicians associated with them. One of the problems 

is the fee schedule for physicians in Canada. Visiting 

a terminally ill patient at home is time consuming, but the 

physician is not reimbursed for the time; a reimbursement 

rate for palliative care is not recognized, and palliative 
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visits are reimbursed as general visits. The reimbursement 

rate for a general visit is "fairly low." 

The fact remains that physicians in Canada can 

make more money in a half hour office visit than 
an hour and a half visit to a palliative patient. 

It was another physician's opinion that "there's an 

element of obligation to provide care at home -- 'because 

it's better.' Dying can be a pretty revolting business," he 

said, and added that while his program provides home care, 

"the American emphasis on home care is a fantasy!" He 

talked of a death at home which Elizabeth Kubler-Ross des¬ 

cribed at the beginning her first book -- "because it was 

beautiful we tend to idolize it." 

Home care is an idea that is receiving a prominent place 

in Canadian thought and the result has been an upsurge in 

the number of home care programs in Canada. One physician 

sees the growth of community volunteer programs as largely 

the "fault" of provincial governments and says it is as 

regrettable the provincial governments aren't funding hospi¬ 

tal units or consultation services to a greater degree. 

The public are going to say "we can't wait any 
longer," and they're going to decide even if they 

don't have a doctor, even if we don't have any 
kind of people in the power structure of the 
present health care system, we're going to do it 

[provide hospice care without a medical component]. 

I personally am sorry to see that. I want that 

interest and energy channelled and used, but I 

would hate to see it not being in partnership with 
the professionals, who also want to do something, 

but who can't unless there's some flexibility in 

the system to do it. 
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One Canadian community based hospice director said: 

Our mandate is home care, to keep a patient at 
home for as long as they and their family feel 
they can cope and want to cope....[but] right now 
we keep people at home when they are still 
relatively well, still able to do a little bit for 
themselves in most cases. Now when they get be¬ 
yond that, they either have to go back into acute 
care, or come here [to an 8 bed palliative care 
unit]. 

The hospice above has no medical director for its home care 

component, and that is seen as a real problem. 

Conclusion 

From the analysis of the qualitative data, it appears 

reasonable to reject the null hypothesis of equal effective¬ 

ness of hospice care in patients' homes in the United and in 

Canada. Clearly, the United States has remained strong in 

home care, because of its history and experience in this 

area, and because the United States Congress believes in the 

cost effectiveness of the hospice alternative with its 

emphasis on home care. The result is that now even unskilled 

labor is being reimbursed. 

In contrast, the Canadian government needs more proper¬ 

ly to be spoken of as 10 provincial governments, all of 

which have different home care programs, and one which 

reportedly has no coordinated home care program (Nova Sco¬ 

tia) . Palliative care has not been recognized as a legiti¬ 

mate component of health care, and thus home care agencies 
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have been unable (except in "isolated pockets") to extend 

their services to the terminally ill beyond that which is 

mandated for persons who have an illness which is curable, 

and who do not need the time which is required of a ter¬ 

minally ill patient. 

Quantitative Analysis - Hll 

Probability levels * = < .05; ** = < .01; *** = < .005 

Survey Questions U. S . Canada 

Rate the extent of influence of 
the following on your program 

1 = Great Degree of Influence; 5 = No Influence 

x 

#47: To what extent is home 1.11 
care a critical component of 
the hospice and palliative 
care concept? (df = 101) 

1=1 Agree Fully; 5=1 Disagree Completely 

#58: The Medicare hospice bill 2.70 
allows for 20% of patient time 
to be spent in hospital 
settings. This is in keeping 
with the hospice philosophy 

(df = 74) 

#63: The most critical 2.81 
component of American hospice 
care is to allow the patient 
to die in his/her home. 
(df = 86) 

1 = Poorly; 5 = Very Well 

D18: How well are you able to 
control symptoms? 4.00 

( * * 

* > 

x 

1.18 

3.47 

2.87 

3.52 
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Conclusion 

The quantitative data back up the qualitative data, 

and lead one to reject the null hypothesis that home care 

in as effective in Canada's palliative care programs as it 

is in hospices in the United States. 

The means for both countries indicate that both see 

home care as a critical component of the hospice and pallia¬ 

tive care concept. There is a significant difference in the 

degree of perception between the United States and Canada in 

the amount of time that should be spent at home (p < .01). 

This could be attributed to several factors. The Canadians 

may be unaware that the 20% is an aggregate. There also may 

be the feeling that numbers shouldn't be attached to where a 

patient spends his or her time — but rather that the 

patient be able to die where he or she wishes (this thought 

is expressed in several of the interviews). A third consi¬ 

deration is cultural. Canadians see value in inpatient 

care, and from the qualitative interviews, viewed hospitals 

in a more proprietary light than did "Americans" — the 

system is theirs. One physician said he sensed "Americans" 

did not have this sense of ownership, nor the degree of 

trust in hospitals that Canadians appear to exhibit. 

There was little difference in the perception of 

Canadian programs and programs within the U. S. that for the 
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United States, the "the most critical component of American 

hospice care is to allow the patient to die in his or her 

home." Both countries tended neither to agree nor disagree, 

as is evident from the means. 

H12: A greater degree of effectiveness is being achieved by 
Canadian palliative care services in their hospital inpa¬ 
tient care component as compared overall with inpatient care 
of hospice patients within the United States. 

Qualitative Analysis - H12 

As with Hll, we are again only measuring effectiveness 

as it is perceived by those who deliver (and who receive) 

such care, a perception that is difficult to grasp: 

Why don't all the suffering scream unmercifully 
through those dark quiet corners of • hospital 
corridors during lonely, painful nights? How can 
one entertain the idea of richness of life when it 
is so battered and frail? How do I as a physician 
respond practically to persons wounded by disease? 
How do we bring together the humanity of those 
afflicted with terminal illness and the humanity 
of those who have the duty and obligation to make 
critical decisions? Indeed, herein lies the 
center of our dilemma and questions (Brescia, 
1986, p. 76). 

United States 

According to the National Hospice Study, commissioned 

by HCFA and begun in 1980, hospices with inpatient units 

appeared to achieve better pain control then patients in 

either conventional hospital care or home based hospices 

(Aiken, p. 2). 
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According to the same study, hospices with inpatient 

beds served only half as many patients on average as were 

served by hospices without beds (Greer & Mor, p. 5). The 

statistic isn't surprising given the historical evolution of 

hospice in the U.S. However, the percentage of hospice 

patients served in the United States in inpatient hospice 

programs compared with inpatient care in Canada is smaller, 

and has decreased substantially over the past five years. 

Part of the mandate of the National Hospice Study (NHS) 

was to evaluate pain control in various hospice settings. 

While pain and symptom control is just one component of 

hospice, "optimal pain control is a hallmark of the hospice 

approach to palliative care (Morris et al, 1986, p. 31)." 

The NHS used 833 home care hospice patients, 624 hospi¬ 

tal based hospice patients, and 297 conventional care 

patients. They used measures to determine the level of pain 

on a continuum from persistent pain to those who reported 

themselves pain-free. 

The results of the study which indicate that the 

ability of hospital based hospices appear better able to 

control pain were explained by the investigators of the NHS, 

who attributed this partially to a close "monitoring of pain 

and calibrating treatment in a controlled environment 

(Morris et al., 1986, p. 33)." 

Another factor contributing to the decrease in pain 

could well be the support and reassuring environment of 
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hospice, the investigators hypothesize. Inpatient hospice 

units attempt to take on the atmosphere of home. It is not 

unusual for patients to request a cocktail in the evening, 

to have pets in their rooms, or to go home for dinner or for 

the weekend. 

As mentioned previously, palliative care units in the 

U.S. and the kinds of programs studied in the NHS have 

largely disappeared in the U.S., both as a result of DRGs 

and the hospice Medicare regulations. As one hospice direc¬ 

tor put it, "with DRG's you can't stay in a hospital to die 

unless there's something active going on that needs to be 

treated." 

A recent study by the American Hospital Association 

of 238 hospice providers showed that the average number of 

annual hospice inpatient days dropped dramatically, 38%, 

from 2,996 in FY 1983 to 1,865 in FY 1985 (Lerman, 1988). 

Dr. Cimino, former medical director of Calvary Hospital, 

said in a 1988 interview: 

When you start taking money from somebody you have 
to start making compromises. You're no longer 
your own boss, and that's what happened to the 
hospice movement. They have accepted the dollars 
and now they're bound into the regulations that 
are imposed on them. Hospice originally was made 
up of people who were dedicating their lives to 
this work. It's very different when you're being 
paid to do a job. 

Another physician sees it a little differently: 

I applaud the government and other insurances that 
have come to pass and provide for a form of 
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hospice care with very little compromise and a lot 
of sound pain and symptom management — from the 
medical/nursing and psychosocial viewpoints. We 
have a long way to go, but we are definitely 
headed in the right direction...To be unable to 
respond to every category of death, dying and 
bereavement is forgivable (Flood, 1987, p.13). 

According to McCann, 

there is still very much, unfortunately, an anti¬ 
hospital feeling in hospice which also at this 
point is stupid, because hospitals are the primary 
providers of hospice care in this country because 
of the number of community programs they have 
absorbed. 

She added that "we tend to take the easy patients — hard 

patients may need a lot of inpatient care because of how 

their symptoms have to be managed." McCann talked about the 

NHS and noted that it was in inpatient programs that people 

got better pain management. 

Those are the breed that have disappeared ... and 
we never had the time to find out what they did 
that made the difference. 

McCann also noted that in a study for HCFA of U.S. 

hospices (not yet published) in which she was a principal 

investigator, one of the major findings was that U.S. hos¬ 

pices in general are providing poor pain and symptom 

control. Symptom control refers to such factors as 

depression, sleeplessness and diarrhea. 

There are several exceptions to the general rule of how 

hospice is being run in this country. McCann mentioned 

several excellent programs in Veterans Administration Hospi¬ 

tals. Other exceptions are the Palliative Care Unit in 
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Westfield State Hospital in Massachusetts, a public hospi¬ 

tal; and Calvary Hospital and Palliative Care Center in the 

Bronx. All of the above programs are exceptions because 

they are not constrained by the same reimbursement 

mechanisms as are most programs. 

Canada 

As noted earlier, Canada's palliative care system began 

within the mainstream of medical care, and even though it is 

not yet accepted as an independent component of the health 

care system, most of the programs in Canada are hospital- 

based in the form of consultation teams funded under the 

hospital global budget. 

There appears to be a great deal of hope in Canada that 

palliative care will be fully recognized. As one physician 

commented; 

I don't think there's a need to go as far as St. 
Christopher's [in Great Britain] in this day and 
age. I think the most exciting things are 
happening at the cutting edge where you can stay 
just enough independent that you can be prophetic 
and say — you're not doing this right -- and all 
the while have all your tentacles right in the 
system so they have to do it...they have to listen 
to you. 

A different view comes from the head nurse of a pallia¬ 

tive care unit who said it is obvious to her that the major 

reason for the proliferation of consultation teams is bud¬ 

get. She sees this as a frustrating dilemma. 
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The biggest problem for people who work on consul¬ 
tation teams is just the frustration level of 
knowing what can be done for the patient and not 
being able to do it because the other people who 
have control are not able to do it [symptom con¬ 
trol] or won't do it. So while you might be 
committed to giving a high dose of analgesics 
which would control the pain, you are only con¬ 
sulting, and it's followed with a great degree of 
variability. On one shift it might be followed -- 
on the next it may not. 

She added that with a consultation team in an acute care 

hospital, there are two philosophies in conflict... 

...in the sense that you're a care modality within 
a cure modality, and the patients and families can 
get frustrated because they're flicked back and 
forth. One physician tells them that 'we are 
going to do all we can to cure you,' and at the 
same time the palliative care team is looking at 
the reality that they can't be cured. 

As described previously, a consultation team can have a 

variety of different meanings. One team said laughingly., 

We're a consulting service, but we don't know what 
that means. We're in the middle of trying to 
define it. We get involved in consultation in a 
variety of ways — from hallway consultation to 
specific requests to deal with pain issues. 
Sometimes we see the patient. Sometimes we're 
just asked our opinion. 

The above team is made up of a physician, two nurses, 

and a chaplain. They explained that nurses often approach 

the nursing members of the palliative team for advice, while 

the palliative physician might be asked to actually manage 

patient care. They added that as an acute care hospital, 

the philosophy of care was around problems, as opposed to 

persons. "If a person is in pain, and the consultation team 

solves that problem, that is seen as a success and word gets 



229 

out that we're effective.” They explained (as palliative 

care personnel in hospitals across both Canada and the 

United States), that surgery typically does not refer 

patients to palliative care "because they think they know 

everything about pain.” This consultation team finally 

began receiving referrals from surgery. 

According to the Grossman Task Force on Human & Social 

Services (Toronto, 1987), 

Currently only 40 of 220 hospital in Ontario offer 
some form of palliative care service. But most of 
these are ad hoc and have developed as a result of 
a special interest on the part of the staff, the 
administrator, the Board, or the community. 

Currently, palliative care programs are left to 
develop as best as they can by competing for funds 
from hospital global budgets and private 
donations. This hand-to-mouth situation prevents 
the kind of long range, regional planning and 
coordination needed to resolve inefficiencies, 
gaps and overlaps in Ontario's palliative care 
system. 

Canadians clearly see palliative care as a process that 

must grow slowly, and one of the ways in which this will be 

accomplished is through education and research. As noted, 

there are no national research statistics on effectiveness 

of pain or symptom control in hospitals, although Mount has 

conducted such studies at the Royal Victoria Hospital, and 

informal evaluation of pain control is part of the routine 

of most palliative care units. 

As mentioned earlier, palliative care is delivered most 

frequently in Canada through a consultation service. Most 
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of these services have no available statistics on ability to 

control pain. Part of the problem is lack of control over 

the patient. Most programs have not kept separate statis¬ 

tics because the patients are not their own. 

Nevertheless, the words of Dr. Elizabeth Latimer are 

representative of a great majority of Canadians with regard 

to the palliative care consultation service: 

Consultation care, in teaching hospitals, provides 
the most influential way of merging the care needs 
of the patient and family with the educational 
needs of medical and nursing staff. Palliative 
care services that choose to operate in isola¬ 
tion of peers risk limiting their scope, affecting 
few patients, and becoming introspective, static 
and judgmental (1985, p. 37). 

A significant development in Canada is that the medical 

profession is beginning to recognize palliative care as a 

specialty. Dr. Neil McDonald in Alberta has a newly formed 

chair in palliative care at the University of Edmonton 

School of Medicine and the Ontario Medical Association has a 

section on Palliative Care, which has as one of its mandates 

to become involved in the political process, particularly 

political planning issues dealing with funding. 

Conclusion 

Intuitively, one might reject the null hypothesis that 

no more effectiveness is being achieved in Canadian pallia¬ 

tive care programs than in hospices in the United States in 

terms of inpatient care. However, it is only intuitive, and 
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the null hypothesis cannot be accepted or rejected without 

more information. 

U.S. hospices are limited in their ability to provide 

inpatient care, but the same is true of Canada, although in 

a different way. Hospice is recognized in the United 

States and inpatient care is reimbursed. Inpatient care is 

available to all Canadians, but the extent to which that 

care in the terminal stage will approximate palliative care 

as defined by Saunders (see Appendix A) is not yet 

measurable, given that consultation teams have so little 

power over patient care, and keep very few records. 

Quantitative Analysis - H12 

Probability levels * < .05; * * * < .01; *** - < .005 

Survey Questions U.S . Canada 

1=1 Agree Fully; 5=1 Disagree Completely 

x x 

#15; Hospice in the U.S. is 1.67 
increasingly becoming a part 
of the health care system, (df = 99) 

2.47 

#27; Programs without a 2.40 
medical component should not 
be considered palliative or 
hospice care, (df = 101) 

2.22 

#33; We are able to accomplish 2.23 
our desired goals in our 
program, (df = 100) 

2.53 
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Rate the extent of influence of 
the following on your program 

1 = Great Degree of Influence; 5 = No Influence 

#46; Extent to which Inpatient 1.72 **> 1.22 
care is a critical component 
of the hospice/palliative care 
concept, (df = 101) 

Conclusion 

The quantitative data obtained was not sufficient to 

accept or reject the null hypothesis that no more effective¬ 

ness is being achieved in Canadian palliative care programs 

than in U.S. hospice programs in terms of inpatient care. 

It is significant that hospices within the U.S. per¬ 

ceive themselves as becoming a part of the health care 

system, which is largely made up of hospitals. It is a 

possible signal that hospices are giving up their antagonism 

toward hospitals and are more willing to communicate and 

work with them in the care of the terminally ill. That 

Canada does not perceive this change in U.S. attitudes can 

again be attributed to the lack of understanding by Cana¬ 

dians of the hospice system within the United States, parti¬ 

cularly in recent years. 

Hospice personnel in both Canada and the United States 

concede that the medical component is integral to hospice 

care. Of significance is the extent to which hospices and 

palliative care services differ in their perception of inpa¬ 

tient care as a critical component of the hospice and 
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palliative care concept. The difference in perceptions is 

significant at the .01 level, with Canada considering it 

significantly more important than does the United States. 

The mean of programs in the United States is not far from 

the mean of Canadian programs, but there is a wide range in 

opinions in the 55 programs in the U.S. that responded, as 

compared with the overall agreement (x = 1.22) among 

Canadian respondents. 

Inpatient palliative care is seen as more important to 

Canadian palliative care program than to hospices in the 

U.S. This is understandable in light of the history of the 

two countries. However, the information does not seem suf¬ 

ficient to reject or accept the null hypothesis. 

H13: Hospice Administrators and hospice leaders in Canada 

and in the United States perceive that AIDS will have a 

significant impact on hospice and palliative care. 

Qualitat ive Analysis - H13 

In late 1987 Saunders wrote: 

Much of the hospice attitude and some of its 
skills seem to be relevant to the needs of pa¬ 

tients suffering from the full AIDS syndrome in 
its terminal stages. However, the clinical situa¬ 
tions ... require far more intensive investigations 

and treatment than is currently available to most 

hospice teams and the age range is much younger 
than that of most hospice populations. It has not 

yet appeared to be right to displace the current 
[cancer] patients, often so greatly in need, by 
another group requiring somewhat different skills 

(p. 8) . 
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Neither Canada nor the United States is listening 

completely to Saunders this time according to both the 

interviews and surveys conducted during this research and 

the current literature. North Americans perceive that AIDS 

will continue to impact significantly on the process of 

health care delivery. Ninety-five percent of those surveyed 

said they would accept AIDS patients, realizing that inevi¬ 

tably it would change much of the current structure and 

processes of hospice and palliative care. 

Hospices acknowledge that there are problems in 

accepting AIDS patients, including the need for education, 

not just of staff, but of families of staff, and of the 

community. It is hoped this will reduce the fear. 

There are other problems beyond fear and ignorance. It 

is expected that without a change in current legislation in 

Canada, but even more so in the United States, the financial 

impact could be devastating. 

To become a bankrupt full partner in the AIDS care 
network is a hollow achievement. Adequate reim¬ 
bursement is the necessary prerequisite (Galazka, 

1987, p. 14) 

One small example of the costs involved comes from a 

medical center in New York which reports that before the 

AIDS epidemic, the budget for rubber gloves was $25,000. It 

now runs to $272,000 per year. 

As of April 6, 1987, 19,537 people with AIDS had died 

in the United States. This is 58% of the total number of 
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AIDS cases reported in the United States. According to Jay 

Mahoney, the NHO estimates that as of 1987 only 25% of the 

hospice programs around the country had actually served AIDS 

patients. There were 9,000 AIDS deaths in 1986, 2,071 of 

which were served by U.S. hospice programs. 

One Canadian physician said that AIDS was going to be a 

drain on the system, but also a catalyst in some ways. He 

explained that in Toronto the government has called a new 

AIDS hospice a "Sheltered Environment for Persons with 

AIDS." "We're calling it a hospice because that's what it 

will be, but the government can't fund a hospice." Never¬ 

theless, he added, the "the Minister, in a letter to consti¬ 

tuents, called it a hospice!" 

Mahoney agreed it would be a catalyst for change, 

particularly with regard to some of the regulatory issues in 

the U.S., such as the 80/20 rule (see pg. 123). He said he 

thought AIDS' biggest impact will be in creating less res¬ 

trictive environments. 

The head nurse in a palliative care unit in Ontario 

said that "with the upsurge of patients with AIDS, there are 

now two pressure groups, the traditional hospice patient and 

the person with AIDS. 

Another nurse in a palliative care unit said that one 

of its big problems with AIDS was housing. One AIDS patient 

was ready to go home — his symptoms were under control 

but "there is simply no where to send him!" The result for 
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this unit was to include in its strategic plan a proposal 

for a "Dedicated Aids Unit." 

While their care has not yet posed undue problems, 
their "quality of remaining life" is restricted in 
this environment. Furthermore, their numbers are 
increasing and there have been some cases which 
have been refused admission due to unavailability 
of rooms (Dec., 1987 Strategic Plan, Elizabeth 
Bruyere Palliative Care Unit, Ottawa, Ontario) 

The planning committee saw two questions that needed to 

be reviewed in addressing the AIDS situation: 

1) "Does the palliative care unit wish to take on 
responsibility for provision of palliative care for AIDS 
patients; and if so, what is the best way of providing that 
service?" and 

2) "If care is provided, should it be dedicated versus 
integrated care?" 

The rationale for a dedicated unit, such as Casey House 

in Toronto and St. Clare's in New York City, is that "it can 

be developed and managed by a group of persons sensitive to 

all aspects of AIDS care." 

The argument against dedicated units is that "it 

eliminates any possibility of anonymity for the patient, and 

segregates AIDS care from the mainstream of health care." 

Claire Tehan, director of a hospice program in Torrance 

California, where many AIDS patients have been accepted, 

talked about some of the difficulties involved at a recent 

hospice management conference in Baltimore, Maryland (May, 

1988) . 

It’s not an illness that occurs with the 
simplicity of cancer. One of the problems is 
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financial. The nursing visits are longer, there 
tends to be more social work intervention. 

There are serious problems with costs. It's very 
expensive and Medicaid needs to know this. The 
Medicaid benefit is totally inadequate -- probably 
by almost half. It could bankrupt us all. 

She said there is no doubt that other patients are 

subsidizing AIDS patients, and that there is a point where a 

program should stop admitting people "because you don’t have 

any funds left." An instance she recounted was the case of 

an agency referring one of its AIDS patients after that 

person's insurance had run out. "I would say no to such an 

admission." 

The NHO newsletter reported a hospital in New York 

which has not changed its eligibility criteria. 

We use eligibility criteria that may have limited 
AIDS intake. Our goal is quality of life, not 
quantity, and it hasn’t seemed appropriate to 
loosen intake requirements for AIDS patients 
because we're pretty well saturated with the needs 
of other terminally ill patients (Beresford, 1986, 
p• 5) . 

For patients who do have insurance, but not hospice 

insurance coverage, there are ways to work around these 

rules, Tehan said. For example, if an HMO without a con¬ 

tract with a hospice has an AIDS patient currently in an 

expensive inpatient care, "they're usually willing to waive 

and juggle things to get that person out of the hospital." 

McAnn said of AIDS patients: 

part of the myth that we create about hospice are 
that these are poor innocent victims of God and 
fate who are dying of Cancer — now the ones that 
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all of a sudden are showing up we wouldn't label 
in society as poor innocent victims... 

Like so many others, McAnn sees AIDS as one of the big 

challenges of hospice. "We've been weak in the spiritual 

area inherent in hospice and palliative care, and as a 

result... 

...it's tougher for hospice to deal with the moral 
issues... we've been very willing to take care of 
dying patients, but all of a sudden dying patients 
are not those nice old people anymore. They're 
prostitutes who aren't home that day because 
they're out doing 'tricks' even though they're 
dying...and they're giving other people AIDS. 
AIDS patients are just going to challenge every 
"pure and quaint" idea about hospice from one end 
to the other. 

This is illustrated in an American Journal of Nursing 

study which reported that 10 percent of nurses and doctors 

surveyed agreed that "homosexuals who contract AIDS are 

getting what they deserve (Salladay, 1987, p. 7)." 

Gaetz said he feels AIDS is a "very very different 

disease — cyclical rather than progressive." 

Rather then be party to a premature death, you're 
driven to more aggressive treatment in the high 
cycles of an opportunistic infection than you 
would be in treating the old man's friend, pneumo¬ 
nia in a progressively dying 87 year old cancer 
patient. So it changes what we will do at the 
bedside (Interview, May, 1988). 

The question raised by dozens in the hospice and pal¬ 

liative care movements is will the changes brought about by 

the AIDS epidemic be only for AIDS patients, or for all 

patients who are dying? One issue being brought to the fore 

is that of the patient with no primary care person. 



239 

Beresford (1987) states that at least in the U.S., the 

group of people who have tended to receive hospice care tend 

to be white and middle class. 

The AIDS epidemic is now making the issue of 
outreach to minority communities more acute, since 
41% of total reported AIDS cases in this country 
have been among ethnic minorities (p. 6). 

Aids is now the leading cause of death among single men 

between the ages of 25 and 44 in North America (Tsoukas, 

1986) . 

Tsoukas, a Canadian, states: 

AIDS until now has been an inpatient illness... the 
Center for Disease Control in Atlanta, Georgia has 
estimated that the average daily cost for each 
patient with AIDS is $830 (US). The first 9000 
AIDS patients cost $1.25 billion (US). The finan¬ 
cial projections for hospitals caring for these 
patients are thus bleak and devastating. 

Conclusion 

It is reasonable to reject the null hypothesis that 

AIDS will have no significant impact on hospice or pallia¬ 

tive Care. The impact is already being felt, and coalitions 

are forming to decide how best to deal with the epidemic. 

An International Congress sponsored by NHO and the PCF 

in the spring of 1987 focused on a discussion of issues and 

problems relevant to hospice and palliative care. 

The impact of AIDS may change the basic legislative 

format of hospice in general in the United States, or it may 

be AIDS-specific. AIDS programs funded in Canada, which are 
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really hospice, may bring the problem of funding and 

tive care to the fore, and that is significant. 

Quantitative Analysis - HI3 

Probability levels * = < .05; ** = < .01; *** 

Survey Questions U. S . 

1=1 Agree Fully; 5=1 Disagree Completely 

x 

#4: The palliative or hospice 3.40 *> 
care staff that does well with 
cancer patients may not be the 
appropriate staff to work with 
AIDS patients, (df = 101) 

#5; Admitting AIDS patients to 2.89 ***> 
palliative care and hospice 
programs puts these programs 
at financial risk, (df = 101) 

#6: Fear of contagion from 3.56 *> 
AIDS patients is a critical 
problem for palliative/hospice 
care programs (df = 101) 

#7: Overall, there has been 2.80 <* 
little planning to determine 
the role of hospice and pal¬ 
liative in caring for AIDS 
patients, (df = 101) 

Rate the extent of influence of 
the following on your program 

1 = Great Degree of Influence; 5 = No Influence 

#41: Please rate the extent of 
influence of the presence of 
AIDS victims in your service 
area, (df = 101) 

<* 

pallia- 

< .005 

Canada 

x 

2.83 

3.58 

3.02 

1.95 

3.20 3.71 
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Conclusion 

The analysis of the survey questions does not serve to 

accept or reject the null hypothesis that AIDS will not have 

a significant impact on hospice and palliative care, but 

does help in beginning to understand how two countries are 

comprehending the significance of AIDS. 

The most significant question in terms of perception 

concerns the financial risks of admitting AIDS patients to 

palliative or hospice programs. Programs surveyed within 

the U.S. felt that there was financial risk in admitting 

AIDS patients, whereas Canadians perceived no risk. This 

perception is most probably due to Canada's social health 

care system. Cost is irrelevant to those who provide hands- 

on care, or to those who receive care. Yet, as one Canadian 

physician pointed out, "it will be a drain on the system." 

On the other hand, program directors in the United 

States, who have to pay those costs directly, are becoming 

more aware of the financial risk. 

While perception of fear of contagion by Canadians was 

at a significant level (p < .05), a comparison of the means 

showed that fear was present in both countries. 

Canadians agreed, at a significance level of .05, that 

overall there has been little planning to determine the role 

of hospice in caring for AIDS patients. In contrast, pro¬ 

grams within the United States disagree that there has been 
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little planning to determine hospice' role in caring for 

AIDS patients (p < .05). 

While program directors in Canada and in the United 

States tend not to see AIDS as having a significant impact 

on their programs on the average, U.S. respondents felt 

there was more of an impact, at a significance level of .05, 

than did Canadian respondents. In the United States this 

perception of little impact can be attributed to legisla¬ 

tion, which requires a 6 month prognosis. Because of the 

cyclical nature of AIDS, this is often hard to predict. 

This difficulty in prediction, the expense of AIDS patients, 

and the current prospective payment system of Medicare and 

Medicaid for hospice are resulting in the denial of AIDS 

patients to hospice in many cases in the U.S. 

In Canada, the prevalence of AIDS has not reached 

great magnitude, so most programs have not dealt with AIDS 

patients, making it difficult to assess the actual extent of 

influence of AIDS on a program. 

Based on the quantitative analysis it is not possible 

to accept or reject the null hypothesis, because programs 

have not yet felt the total effect of AIDS (see means for 

Q41), although this is more true for Canada than for the 

United States. 
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Chapter Summary 

A hospice director has posted on her bulletin board: 

Every reform begins with dissatisfaction with an 
existing system and the subsequent development of 
ideas for a new approach. 

If balance between ideals and realities is to be 
maintained, tension must develop between the 
idealists who nourish the ideas and the policy 
makers who institutionalize them (Max Weber). 

This statement perhaps best describes the realities of 

events in hospice and palliative care now and over the past 

14 years. It appears from this study that both the struc¬ 

tures and processes of palliative care in Canada and hospice 

in the United States differ in significant ways. There is a 

great deal more change occurring in hospice in the United 

States with official recognition of hospice through TEFRA. 

In addition, U.S. hospices exist within a turbulent health 

care system. While constrained by regulation, U.S. programs 

also have the opportunity to continue to change more easily 

that do Canadian programs because of the turbulence. U.S. 

hospices can move with the tides of change, and as mentioned 

above, bargain for resources in more ways than can Canadian 

programs. 

While the philosophies of hospice and palliative care 

are very much the same in both Canada and the United States, 

clearly there is a difference in the basic beliefs about how 

care to the terminally ill should be delivered. While the 

mode of care delivered has narrowed considerably in the 
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United States since hospices who wish to be reimbursed for 

their services have become regulated, the way care is 

delivered in Canada is becoming broader. This is considered 

to be a good development generally, although there is some 

fear about the growth of community based programs that have 

no medical component. 

Another conclusion is that the dominant coalitions 

within the United States are considerably more powerful than 

their counterparts in Canada. There are at least two 

reasons for this: 

1) The political system of the United States lends 

itself more readily to change through actions of dominant 

coalitions, and the lobby groups they form. There is only 

one body, Congress, to influence, whereas in Canada there 

are ten provinces, and each must be influenced individually. 

2) The National Hospice Organization set itself up as 

a trade organization, with a membership of close to 1000 

hospices across the United States. This put them in an 

effective position to lobby for change. The Palliative Care 

Foundation on the other hand did not set itself up as a 

trade organization, and did not have member palliative care 

programs. Rather, it set itself up as an educational, 

information and resource center for programs across Canada. 

In addition, the PCF was funded partially by a significant 

grant from the Federal Government, and thus could not lobby. 
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One of the major impacts on health care today is AIDS 

It is more prevalent in the United States than in Canada, 

but is perceived by leaders in both countries as a factor 

that will significantly affect hospice. 

While Canadian programs have a great deal more flexi¬ 

bility than do hospice Medicare certified programs within 

the United States (a palliative care service, within the 

bounds of its budget, can determine its own rules) this 

flexibility is held within the bounds of very tight 

budgeting. Programs within the United States might claim 

that the same bounds hold true for themselves. However, 

within the United States, a program's budget is not prede¬ 

termined. With each new hospice Medicare patient, there is 

an increase in cash flow. In addition, it appears there is 

more funding available from private donations to U.S. pro¬ 

grams than to Canadian programs, according to the 

qualitative interviews. 



Chapter 7 

SUMMARY AND CONCLUSIONS 

Summary 

This chapter will first restate the study's objectives, 

and then summarize its major findings. This will generate 

implications of the study for the field of management. The 

limitations of the study will be discussed and the chapter 

will conclude with an examination of future research results. 

Restatement of the Study Objectives 

Four questions were raised in Chapter 1: 1) how have 

palliative care in Canada and hospice in the United States 

developed; 2) what have been the critical variables in this 

development; 3) how have these variables been critical; and 

4) what have been the results in terms of an organization's 

ability to achieve its goals? These questions were raised 

within the context of strategic management theory, specifi¬ 

cally theory as it relates to an organization’s strategic 

process and structure. 

A great deal of literature has been devoted to under¬ 

standing strategic process and its inter-relationships with 

both structure and environment. There have been theories 

from the perspective of all three concepts - strategy, 

structure and environment - and research continues in the 
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effort to understand what it is about a variable that makes 

it significant in the strategic and structural development 

of that organization. 

This study addresses these issues through a comparative 

study of two similar organizations with the same goals and 

the same originator, or what Weber calls the "charismatic 

leader (Gerth and Mills, 1946, p. 249)," but evolving in 

very different environments. 

The four questions above identify the purpose of the 

study. Within the context of understanding the nature of 

relavant variables and their relationship to organizational 

development and organizational effectiveness, particular 

attention has been paid to the concept of the dominant 

coalition (Thompson, 1967; Child, 1972). 

To facilitate the study, initial hypotheses were pro¬ 

posed, based on information gained from prior research 

(Daniel, 1983; Daniel, 1984) and from the literature on 

hospice and palliative care. This was a beginning point 

for a series of in-depth interviews with program directors 

and members of the dominant coalitions of each country. The 

in-depth interviews provided the material to develop a sur¬ 

vey to explore the hypotheses. The major findings are 

presented below. 
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Major Findings 

The results of the study support the hypothesis that 

both the structures and strategic processes of palliative 

care in Canada and hospice in the United States differ. 

The study showed the major variables contributing to 

these differences include: 1) differences in the goals and 

in the power of the dominant coalitions; 2) differences in 

the health care structures of the respective countries; 3) 

differences in the economic priorities of those with politi¬ 

cal power to effect change; 4) differences in the degree of 

stability of the health care systems; 5) differences in the 

political structures of each country; and 6) differences in 

standards for delivery of hospice care. 

None of these variables stands alone; instead, they are 

intricately interwoven. In addition, it appears from the 

study that the beginning history of the movements in each 

country had a significant impact on later developments. 

Canada's palliative care movement began within a 

hospital in the health care system, a system which is fairly 

stable. It was begun by a Canadian physician -- one of the 

most prominent members of Canada's dominant coalition. To 

date, however, no dominant coalition with any strong politi¬ 

cal power has emerged; the emphasis has been more on educa¬ 

tion. The study shows that Canadians believe education is 

critical in establishing an effective palliative care 
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system, and that moving slowly is a good strategy to ensure 

quality of palliative care in the long run. Canada's health 

care system includes a home care component, but home care 

has not changed to accommodate the needs of palliative 

care patients, except "in isolated pockets." This is due 

to the lack of politically oriented dominant coali¬ 

tions, effective lobbies, research on the efficacy of 

palliative home care, and the geographical distances 

involved in some of the more rural regions of Canada. 

Another important factor is that Canada's health care system 

is administered provincially. There would need to be at 

least 10 dominant coalitions, but to date only two provinces 

even have palliative care associations. Canada does not 

have standards for palliative care beyond the standards of 

care for the institution within which palliative care pro¬ 

grams operate (hospitals, home health agencies, nursing 

homes). As a result, what palliative care is, and how it is 

delivered, depends on a number of factors, including budget, 

program structure (such as a unit, consultation service or 

community volunteer program), and the definition of pallia¬ 

tive care as understood by the director of the particular 

program. The most frequent program structure in Canada is 

the consultation service. This means that the palliative 

care team has little control over patient care, unless a 

patient's physician asks the team or the team physician to 
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manage the case. There are very few palliative care units 

in Canada, although hospitals with consultation teams often 

have designated beds for palliative care. 

In the United States, the decision was made to begin 

hospice as a home care program. While the initial decision 

was not to separate it from the health care system, later 

decision makers, both those who could be classified as part 

of a dominant coalition, and other people across the 

country, began hospices in opposition to the current health 

care system. At the same time there were palliative care 

programs within hospitals. However, the health care system 

in the United States cannot be classified as stable. Two 

simultaneous political movements changed the face of hospice 

in the United States. The first was the implementation of 

diagnostic related groups (DRGs), which caused the demise of 

palliative care units in this country, for the most part 

because there is no reimbursement rate sufficient to cover 

the hospital needs of a person who is terminally ill. The 

second was the passage and implementation of the hospice 

Medicare bill, which created reimbursement for Medicare 

certified hospices. This second action was brought about 

primarily through the actions of a politically powerful 

dominant coalition, the National Hospice Education Project 

(NHEP) in the U.S. As mentioned in Chapter 2, only organi¬ 

zations who are politically well-connected have the power 

to modify their environments (Aldrich and Pfeffer, 1976). 
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It also helped that there was only one national group to 

lobby (Congress). NHEP had assembled a coalition of House 

and Senate members who supported hospice; in addition, they 

had researched the benefits of hospice from a perspective 

that would appeal to Congress, namely cost savings. 

The result was that standards were created for hospice 

programs, as well as a reimbursement mechanism. Because of 

the cost savings associated with home care, this aspect of 

hospice was emphasized in the legislation. The result is 

that while there are m.any models of hospice in the United 

States, two-thirds of them are not hospice Medicare 

certified, but the trend is toward Medicare certification. 

While certification allows for some flexibility in program 

structure, the conditions for participation in the hospice 

benefit mandates a specific process for delivery of hospice 

care. The single iriost important mandate is that hospice 

rust have complete management control of the patient, 

whether that patient is in a hospital, nursing home or own 

home. 

Another significant finding is that while it was 

hypothesized that Canada's national health care system would 

have the strongest impact on the evolution of palliative 

care, this did not prove to be true. While the national 

health care system, can endorse ideas, and even provide seed 

money for projects, it is not likely to do so unless the 
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provinces indicate a willingness to continue funding a 

project or program. The provinces have much more power than 

do the states in the U.S., and in a sense, Canada is ten 

"countries" within a nation. 

Hospice directors in the United States did perceive the 

national health care system in Canada as having to have the 

most impact on palliative care programs, which indicates 

that at least among those who responded to the survey (and 

those interviewed in depth) there is little understanding of 

Canada's political situation. 

A question contained in three of the hypotheses 

addresses the issue of philosophical integrity, defined as 

the degree to which a hospice adheres to the hospice philo¬ 

sophy as originated by Cicely Saunders, and further defined 

by the International Work Group on Death and Dying (see 

Appendix A). While Canadians could not judge whether their 

programs upheld the philosophical integrity of hospice to a 

greater extent than did programs within the United States, 

U.S. respondents felt that Canadian programs were upholding 

the philosophical integrity of hospice to a greater extent 

than were programs in the U.S. 

A significant finding was the differences in the 

organizational response of hospice and palliative care pro¬ 

grams to obtain necessary resources, including funding, 

political support, physician support and staff. Both from 

the qualitative and quantitative data, it appeared that 
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Canadians accommodated themselves to their situations while 

program directors in the U.S. were active in attempts to 

obtain resources, including joint ventures with hospitals 

and home health agencies, mergers with hospitals, home 

health agencies and other hospices, and increased sophisti¬ 

cation in choosing board members with influence or special 

expertise. This activity on the part of programs in the 

U.S. can be attributed, at least in part, to the hospice 

Medicare legislation. Programs indicated that they were 

cutting overhead by such moves, and increasing patient load 

to increase cash flow. 

The study supported the hypothesis that U.S. hospices 

are more effective in palliative home care than are Canadian 

programs. This can be attributed both to the historical 

origins of hospice in the U.S., and to the subsequent 

endorsement of hospice as primarily a home-care program by 

the Medicare legislation, which mandates that 80% of 

Medicare hospice patient days (an aggregate) be spent in the 

home. 

In contrast, while home care agencies in Canada can 

treat dying patients at home, they do not have the necessary 

funding to provide care at the level necessary to provide 

complete palliative care in the home. Among the gaps that 

exist are 1) the amount of time that a nurse has to visit a 

patient, and 2) the absence of weekend coverage. 
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The study did not support the hypothesis that a greater 

degree of effectiveness is being achieved in hospital 

settings in Canada compared with hospital settings in the 

United States. This was due in part because of an inability 

to objectively measure effectiveness of hospital palliative 

care, both in Canada and in the United States. Few records 

are specifically kept for palliative care patients in 

Canada, and in the United States, where at least Medicare 

certified programs are required to keep records for the 

Health Care Financing Association (HCFA), HCFA stated at a 

recent hospice conference that the data received to date 

from hospices were not in a form that could be used in data 

analysis. 

Finally, the study indicated that both Canada and the 

United States perceive that AIDS will have a significant 

impact on palliative care and hospice. Persons interviewed 

in both countries felt that it would be both a catalyst for 

change in program process and structure, as well as a drain 

on the system as it currently operates. 

Implications for Strategic Management 

The study confirms many of the theories long held in 

Strategic Management, and thus serves to strengthen them 

(March and Simon, 1958; Thompson, 1967; Child, 1972; Porter, 

1979, 1980; Miles and Snow, 1978). The uniqueness of the 

study provides a foundation upon which to further explore 
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some of the ideas which have not been empirically tested to 

any great extent. For instance, Porter (1979, 1980, 1985) 

does not offer an empirical model for competitive strategy, 

but rather builds on previous research in order to offer a 

framework in which to analyze and predict an industry's 

evolution, to better understand the firm's own strategic 

position and that of its competitors. 

This dissertation is a first step in looking at the 

evolution of two industries, how they've dealt with their 

environments, how they've perceived their competition, how 

they've dealt with relevant forces, and how they are evol¬ 

ving. As Miles and Snow (1978) comment: 

...every organization is embedded in a network of 

external influences and relationships which can be 

labeled as its environment... the environment is 

not a homogeneous entity but rather is composed of 
a complex combination of factors such as product 

and labor market conditions, industry customs and 

practices, governmental regulations and relations 

with financial and raw material supplies (p. 18). 

The research has also offered an insight into dominant 

coalitions and the choices they make (or choose not to 

make), considering both internal and external environments. 

The research has also dealt with the phenomenon of 

perception. The structuring and subsequent process built 

into that structure is not just the result of environment, 

but of the perception of that environment. Child (1972) 

comments on the important distinction between the "reality" 

of the environment and its evaluation. It is this dis- 
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tinction which helps to explain why organizational decision 

makers in practice may not react to observable environmental 

changes, or may react in ways that don't seem immediately 

relevant. People in the hospice movement in the United 

States may be utterly puzzled at the lack of lobbying for 

funds within the Canadian system, while many Canadians per¬ 

ceive that "Americans have sold out for the buck." 

Perhaps one of the most important implications for 

strategic management comes from the holistic approach of 

the hospice and palliative care philosophies. Strategic 

management has often dealt with dichotomies; strategy versus 

structure, competition versus cooperation, strategic manage¬ 

ment versus organizational behavior. Even in medicine, as 

Cassell (1982) points out, such a dichotomy is practiced. 

He says: 

The split between mind and body that has so deeply 
influenced our approach to medical care was pro¬ 
posed by Descartes to resolve certain philosophi¬ 

cal issues (p. 640). 

He adds: 

The personal meaning of things does not consist 
exclusively of values and beliefs that are held 

intellectually; it includes other dimensions. For 
the same word, a person may simultaneously have a 
cognitive meaning, an affective or emotional 
meaning, a bodily meaning, and a transcendent or 
spiritual meaning. And there may be contradictions 
in the different levels of meanings. The nuances 

of personal meaning are complex, and when I speak 
of personal meanings I am implying this complexity 

in all its depth — known and unknown. Personal 
meaning is a fundamental dimension of personhood, 

and there can be no understanding of human illness 
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or suffering without taking it into account (p 
642) . 

It is the explicit role of hospice as an organization 

to consider not only this holistic dimension of the person, 

but the systems surrounding that person. Because the 

approach is holistic, the process attempts to match it 

through a multidisciplinary or interdisciplinary team of 

professionals and volunteers. The organization, in its 

ideal state, recognizes its own internal needs in order to 

achieve these goals, as well as its external needs in order 

to survive, and so takes on an organizational structure 

which enables it to be holistic in its process. 

A study of this industry, particularly on a comparative 

basis, teaches the strategist that there comes a time when, 

while dichotomies are useful in simplifying unusually com¬ 

plex situations, to only see the world through a model is to 

miss the reality. As one person said recently of hospice, 

"you have to be flexible and you have to be messy, because 

the human condition is messy." 

Limitations of the Study 

The major limitation of the study was the sheer size of 

the subject population, and the probability that some impor¬ 

tant issues were missed. Interviews in the United States 

were conducted only on the east coast and in Chicago. The 

Canadian interviews were more representative of the country 
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because of a national conference held in Ottawa which 

allowed for interviews with representatives from every pro¬ 

vince except Newfoundland. 

A second possible constraint was the use of a tape 

recorder in 50% of the interviews. In a review of all the 

interviews, this did not seem to be a constraint, however. 

Everyone interviewed, with the exception of five persons, 

was told that the information would be held in confidence. 

Even those for whom the interview was not in confidence, the 

tape recorder did not appear to be a constraint. With one 

exception, all persons interviewed were forthright with 

their ideas, opinions, and statements. 

A third constraint, which is really two constraints, 

was the familiarity the researcher had with hospice in 

United States at the onset of the study, and a total lack of 

familiarity with palliative care in Canada. That gave a 

different flavor to the Canadian interviews compared with 

the interviews in the United States -- a difference which is 

hard to convey in words. 

Another constraint was the nature of the surveys. The 

survey asked that the program identify both the name of the 

person completing the questionnaire and the program's name. 

Many of the questions were evaluative. It is difficult to 

know how the answers may have differed had the respondents 

remained anonymous. 
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A second problem with the survey has to do with 

intepretation of the questions. To decrease the 

probability of misintrepation, the survey was sent to the 

president of the Palliative Care Foundation in Canada, who 

evaluated it, and pointed out areas which would probably not 

be understood by Canadian programs. The survey was changed 

as a result of her advice. Nevertheless, surveys were 

returned with occasional statements in the margins about a 

failure to understand the meaning of a statement or a ques¬ 

tion. However, in such cases, the question was not an¬ 

swered, so the data were not included in the final results. 

With such a large study there cannot help but be a 

certain amount of oversight and simplification -- and the 

leaving out of critical factors that were never discovered. 

Another problem arises from researcher bias. There 

were conscious attempts to correct for this, by using 

Rogerian interviewing techniques and by creating a survey 

directly from the ideas of interviewees in the first phase 

of the research. 

Implications for Future Research 

Perhaps the most important finding of this research is 

the discovery of how much there is yet to learn about 

organizations by researching this relatively new health care 

field. From one physician in Great Britian, a spark landed 

not only in Canada and the United States, but in New 
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Zealand, Australia, and Sweden. The opportunity for com¬ 

parative study is tremendous, particularly given the singu¬ 

lar nature of the goal of all of these organizations - care 

for dying patients and their families - within the context 

of the assumptions and principles developed by the Interna¬ 

tional Work Group in Death, Dying and Bereavement. 

For example, a study concentrating on two urban areas, 

one in the U.S. and one in Canada, would aid in deepening 

our understanding of decision making within the context of 

several of the theories already discussed in this paper. It 

is difficult to study specific issues within the context of 

two such large and diverse countries. To look at similar 

areas in different countries would help to focus the 

research. Another possibility is to study two urban areas 

within the same province in Canada (dissimilar areas in the 

same country). Why is palliative care in Toronto so frag¬ 

mented, when in Ottawa it is an evolving industry? 

Combining Porter's work on industry forces with Child's 

theories on dominant coalitions and strategic choice could 

further the process of understanding organizational 

response to its environment. 

A longtitudinal comparative study, beginning from 1974 

and continuing could expand and broaden our understanding 

of Porter's (1980) competitive strategies. For instance, as 
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mentioned above, the Toronto area palliative care services 

can most definitely be classified as a "fragmented," indus¬ 

try on the local level. On the other hand, New York City's 

programs are an example of an "evolving" industry. What are 

the differences in terms of effectiveness (if a researcher 

could get programs to use instruments to measure effective¬ 

ness)? If Toronto becomes an area with an evolving 

industry, what will it be that caused the evolution? Who 

are the dominant coalitions, and what are their personali¬ 

ties, their perspectives, and their priorties? How do they 

effect change, and to what degree are they successful? How 

do they relate to others in the industry, and how does the 

dominant coalition change over time? 

This study did not look at the Miles and Snow (1978) 

typologies as predictors of strategic process, but such a 

study is possible if limited to particular regions and small 

samples. Does their framework stand up in a country very 

unlike the United States in the area of health care? (One of 

the studies conducted by Miles and Snow was of 16 hospitals 

within the United States). 

It is time that the areas traditionally considered the 

turf of Public Health be brought into Strategic Management, 

particularly health care, which averages 10% of the GNP. 

The process has been begun, and has been recognized by the 

Academy of Management as a special interest group. It is an 
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area rich with possibilities for research and for learning 

about the strategic process of complex and dynamic organiza¬ 

tions 



APPENDIX A 

STANDARDS FOR CARE OF TERMINALLY ILL 

(Established by The International Work Group On Death and 

Dying, January, 1978) 

PATIENT ORIENTED 

Assumptions 

1. There are patients for whom aggressive curative 
treatment becomes increasingly inappropriate. 

2. The symptoms of terminal disease can be controlled. 

3. Care is most effective when the patient's lifestyle is 
maintained and life philosophy respected. 

4. Patients are often treated as if incapable of 

understanding or of making decisions. 

5. Dying patients often suffer through helplessness, 
weakness, isolation and loneliness. 

6. The varied problems and anxieties associated with 

terminal illness can occur at any time of day or night. 

Principles 

1. These patients need highly competent professionals 

skilled in terminal care. 

2. The patient should be kept as symptom free as possible. 
Pain in all its aspects should be controlled. The patient 

must remain alert and comfortable. 

3. Staff must recognize that other services may have to be 
involved and that continuity of care should be provided. 

4. The terminally ill patient's own framework of values, 

preferences, and life outlook must be taken into account in 

planning and conducting treatment. 

263 
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5. Patients' wishes for information about their conditions 
should be respected. They should be allowed full 

participation in their care, a continuing sense of of self- 
determination and self-control. 

6. The patient should have a sense of security and 

protection. Involvement of family and friends should be 
encouraged. 

7. Twenty-four hour care must be available seven days a 

week for the patient/family where and when it is needed. 

FAMILY ORIENTED 

Assumptions 

1. Care is usually directed toward the patient. In 
terminal illness the family must be the unit of care. 

2. The course of the terminal illness involves a series of 
clinical and personal decisions. 

3. Many people do not know what the dying process involves. 

4. The patient and family need the opportunity for privacy 

and being together. 

5. Complexity of treatment and time consuming procedures 

can cause disruption for the patient, family or both. 

6. Patients and families facing death frequently experience 

a search for the meaning of their lives, making the 

provision of spiritual support essential. 

7. Survivors are at risk emotionally and physically during 

bereavement. 

Principles 

1. Help should be available to all those involved, whether 

patient, relation or friend to sustain communication and 

involvement. 

2. Interchange between patient, family and clinical team is 

essential to enable an informed decision to be made. 
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3. The family should be given time and opportunity to 

discuss all aspects of dying, death and related emotional 
needs with the staff. 

4. The patient and family should have time alone and 

privacy both while the patient is living and after death 
occurs. A special space may need to be provided. 

5. Procedures must be so arranged as not to interfere with 
adequate time for patient, family and friends to be 
together. 

6. The religious, philosophic and emotional components of 

care are as essential as the medical, nursing and social 

components and must be available as part of the team 
approach. 

7. The provision of appropriate care to survivors is the 
responsibility of the team that gave care and support to the 

deceased. 

STAFF ORIENTED 

Assumptions 

1. The growing body of knowledge in symptom control, 

patient and family centered care and other aspects of the 

care of the terminally ill is now readily available. 

2. Good terminal care presupposes emotional investment on 

the part of the staff. 

3. Emotional commitment to good terminal care will often 

produce emotional exhaustion. 

Principles 

1. Institutions and organizations providing terminal care 

must orient and educate new staff and keep all staff 

informed about developments as they occur. 

2. Staff needs time and encouragement to develop and 

maintain relationships with patients and relatives. 

3. Effective staff support 

available. 

systems must be readily 
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GENERAL 

Assumptions 

1. The care of the dying is a process involving the needs 
of the patient, family and caregivers. 

2. The problems of the patient/family facing terminal 
illness include a wide variety of issues; psychological, 

legal, social, spiritual, economic, and interpersonal. 

3. Dying tends to produce a feeling of isolation. 

4. It has been the tradition to train caregivers not to 
become emotionally involved, but in terminal illness the 

patient and family need to experience the personal concern 
of those taking care of them. 

5. Health care services customarily lack coordination. 

6. A supportive physical environment contributes to the 

sense of well being of patients, of family and of caregivers. 

Principles 

1. The interaction of these three 

must constantly be assessed with 
possible care of the patient. This 
however, if the needs of family 

negated. 

groups 

the aim 
cannot 
and/or 

of individuals 
being the best 
be accomplished, 
caregivers are 

2. Care requires collaboration of many disciplines working 
as an integrated clinical team, meeting for frequent 

discussions and with commonness of purpose. 

3. All that counteracts unwanted isolation should be 

encouraged; social events and shared work, inclusive of all 
involved, should be arranged so that meaningful relations 

can be sustained and developed. 

4. Profound involvement without loss of objectivity should 

be allowed and fostered, realizing this may present certain 

risks to the caregiver. 

5. The organizational structure must provide links with 

existing health care professionals in the community. 

6. The environment should provide adequate space, 

furnishings that put people at ease, the reassuring presence 
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of personal belongings and symbols of life cycles (Mount, 

1979, p. 1281). 
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March 9, 1988 

Dear 

There is no doubt that palliative care/hospice has become a 
vital component of the health care system, both in Canada and in 
the United States. The enclosed questionnaire is part of a 
larger research project aimed at understanding the development 
and current state of palliative care and hospice within Canada 
and the United States. It hopes to identify the critical factors 
that have led to the current state of hospice and palliative 
care, and what these factors have meant in terms of a programs 
ability to carry out its mission. 

The perspective is from that of the care provider, and is 
interested in Impressions and Perceptions of those who provide 
palliative and hospice care in both countries. Because of this 
perspective, your input is of critical importance in this 
research. 

Most of the questions can be answered by circling one of the 
answers. Please try to answer all questions. 

There are two sections which are country specific (i.e., one 
looking at Canadian programs and the other looking at programs 
within the United States). You are asked to answer questions 
ccncering the other country where possible so that perceptions 
can be compared across countries. 

Feel free 
questionnaire. 
analysis. 

to write in the margins or on the back of the 
Any additional comments will be helpful in the 

Please be assured that your answers will be held in the 
strictest confidence. Results will be reported in aggregate 
only. Organizations will not be identified. For those who wish 
a summary of this research, please so indicate at the end of the 

questionnaire. 

Thank you for your time and cooperation! 

Cornelia M. Daniel 
Study Director 

Tr.e Unive'S'iy o< Massachusetts is ar- Atf<rma* se AoNon'Ea^a' ODDO'tumty Institution 
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UNIVERSITY OF MASSACHUSETTS 
AT AMHERST 
School ot Management 
Amherst. MA 01003 
(413) S49 4930 

Department of Management 

THANK YOU FOR YOUR COOPERATION IN THIS STUDY. 

This questionnaire is part of a larger research 

project aimed at understanding the development and 

current state of hospice and palliative care in the 

United States and Canada. By identifying critical 

factors that have shaped hospice and palliative care, 

and by determining the effect of these factors in terms 

of a program's ability to carry out its mission, it is 

hoped that effective planning tools can be developed 

for programs — those currently in operation, and those 

in the initial stages of development. 

THE QUESTIONNAIRE TAKES APPROXIMATELY 25 MINUTES TO 

COMPLETE. 

Again, Thank you! 

Sincerely, 

Cornelia M. Daniel, Study Director 

The Ufxvers'iy of Massachusetts is an Alternative Actcn/tguai Opportunity Institution 



Circle the number on the scale below that best represents your 
degree of agreement. In many cases, a perception or an impression 
will be the basis for your answer. A *3" means you neither agree 
nor disagree with the sentence; you are neutral. Please answer 
every question. 

I Agree 
Fully 

1. Palliative/hospice care is 12 
accepted as a legitimate 
component of the health care system. 

2. The public is highly aware of 12 
palliative/hospice care as an 
alternative to traditional health 
care for the person who is 
terminally ill. 

3. It is difficult for hospice and 1 2 
palliative care programs to know how 
to plan because of the degree of change 
occuring in the health care field. 

4. The palliative/hospice care staff 1 2 
that does well with cancer patients 
may not be the appropriate staff to 
work with AIDS patients. 

5. Admitting AIDS patients to palliative 1 2 
care and hospice programs puts these 
programs at financial risk. 

6. Fear of contagion from AIDS patients 1 2 
is a critical problem for palliative/ 
hospice care programs. 

7. Overall, there has been little planning 1 2 
to determine the role of palliative/ 
hospice care in caring for AIDS patients. 

8. The structure of our program has been 1 2 
determined to a great extent by our 
funding sources. 

9. It is essential that palliative care 1 2 
and hospice programs have complete 
management control of the patient, 
(in both inpatient and home care 
settings). 

10. Our palliative care/hospice program 1 2 
feels that uniform standards for 
palliative care and hospice for our 
country are essential. 

I Disagree 
Completely 

3 4 5 

3 4 5 

3 4 5 

3 4 5 

3 4 5 

3 4 5 

3 4 5 

3 4 5 

3 4 5 

3 4 5 

1 
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I Agree 
fully 

11. In general, a great deal of 1 
uncertainty is present in our 
health care environment, asking 
planning for our program difficult. 

12. We are able to do effective short 1 
range planning (1 yr. or less) in our 
palliative care/hospice program. 

13. We are able to do effective long 1 
range planning (beyond 1 yr) in our 
palliative care/hospice program. 

14. Palliative/hospice care should be 1 
available to every person who is 
terminally ill. 

15. Hospice in the United States is 
increasingly becoming a part of the 
health care system. 

1 

16. Overall, competition has begun to 1 
cause erosion into the basic hospice 
philosophy within the United States. 

17. The total philosophy of palliative 1 
and hospice care has been influenced 
significantly by Dame Cicely Saunders. 

18. The structure of palliative care and 1 
hospice (the way in which services 
are delivered) has been influenced 
significantly by Dame Cicely Saunders. 

19. Elizabeth Kubler-Ross has had a 
significant influence on the total 
philosophy of palliative/hospice care. 

1 

20. The structure of palliative care and 1 
hospice programs (the way in which 
services are delivered) has been 
influenced significantly by Elizabeth 
Kubler-Ross. 

21. Our program is able to respond 1 
effectively to the needs of most 
of the patient/families we serve. 

22. The attitude of the public toward the 1 
health care system of our country is 
generally very positive. 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

I Disagree 
Completely 

4 5 

4 5 

4 5 

4 5 

4 5 

4 5 

4 5 

4 5 

4 5 

4 5 

4 5 

4 5 

2 
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I Agree I Disagree 
IVllY CgffPletelv 

23. It is important for palliative 
care and hospice programs to work 
politically for acceptance and 
legitimization. 

24. Canadian palliative care programs are 
able to more fully carry out the 
palliative care/hospice philosophy 
than is the United States. 

25. It is essential that palliative care 
and hospice be a part of the main¬ 
stream of medical care in order to 
function effectively. 

26. Every nursing home and chronic care 
facility should have access to 
palliative/hospice care. 

27. Programs without a medical component 
should not be considered palliative or 
hospice care. 

28. Palliative/hospice care is still seen 12345 
as on the fringes of medicine because 
of a general lack of research and 
solid data with which to back up the 
philosophy. 

29. In order for palliative/hospice care 12345 
to gain legitimacy, one significant 
area which must be addressed is that of 
providing more education about palliative 
and hospice care to caregivers, in all 
of its dimensions. 

1 2 3 4 5 

1 2 3 4 5 

1 2 3 4 5 

1 2 3 4 5 

1 2 3 4 5 

30. Palliative/hospice care, when 12345 
compared with the acute care settings 
patients would otherwise be in, is a 
measure of cost containment. 

31. Providing care through a palliative 12345 
care unit or a hospice may limit the 
perspective of the care provider who 
provides hospice/palliative care. 

32. The health care environment can be 12345 
described, in general, as stable. 

3 
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I Agree 
Fully 

I Disagree 
Completely 

33. He are able to accomplish our desired 1 2 
goals in our program. 

3 4 5 

Please list major reasons inability achieve desired goals 
in space below. 

PLEASE RATE THE EXTENT OF INFLUENCE (negative or positive) OF THE 
FOLLOWING FACTORS ON YOUR PROGRAM. 

Great Degree 
of Influence Some 

No 
nf luence 

34. National Health Care System 12 3 5 

35. Provincial or State (Medicaid) 123 
health care programs 

36. National Foundation (Palliative 123 
Care Foundation or National Hospice 
Organization) 

37. Support from within local community 123 

5 

5 

5 

38. Negative attitudes of physicians 12 3 5 

39. Lack of funding sources 12 3 5 

40. Cooperation of other local 123 
agencies or organizations 

41. Presence of AIDS victims in your 123 
service area 

5 

5 

42. Political factors (provincial, state 12345 
national) 

TO WHAT EXTENT DO YOU AGREE THAT THE COMPONENTS BELOW ARE 
CRITICAL COMPONENTS OF THE PALLIATIVE CARE/HOSPICE CONCEPT? 

I Agree 
fully 

I Disagree 
Completely 

43. Medical (physician) component 1 2 3 4 5 

44. Nursing component 1 2 3 4 5 

4 
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I Agree 
EulLy 

I Disagree 
Completely 

45. Psychosocial component 1 2 3 4 5 

46. Inpatient care 1 2 3 4 5 

47. Home care 1 2 3 4 5 

48. Spiritual component 1 2 3 4 5 

49. Bereavement services 1 2 3 4 5 

50. Volunteer component 1 2 3 4 5 

PLEASE INDICATE THE DEGREE TO WHICH YOU FEEL THE FOLLOWING SHOULD 
BE A PART OF A PROGRAM’S ADMISSION CRITERIA. 

51. Six-month terminal prognosis 
by a physician. 

Extremely 
Important 

Not 
Important 

1 2 3 4 5 

52. Presence of a primary care giver in 12345 
the home if home care is to be a part 
of the patient’s program of care. 

53. Informed consent by the patient, or 12345 
if the patient is not compentent, 
by a member of the patient's family. 

54. Agreement by patient/family to 12345 
complete cessation of invasive 
treatment (hyperalimentation, 
chemotherapy, radiotherapy, etc.) 

UNITED STATES (The following questions are directed specifically 
at hospices within the United States. Canadian programs are 
encouraged to give their impressions and perceptions on these 
issues, where possible) . 

I Agree 

rviix 
I Disagree 
Completely 

55. Hospices are unable to effectively 
implement their mission within the 
environment of the Medicare hospice 
bill. 

56. JCAH standards for hospice programs 
have worked to legitimize hospice. 

1 2 3 4 5 

1 2 3 4 5 

5 
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I Agree 

lulls 
I Disagree 
Completely 

57. The quest for reimbursement for 12345 
programs has resulted in the 
compromising of some of the original 
ideals inherent in the American 
hospice philosophy. 

58. The Medicare hospice bill allows for 12345 
20% of patient time to be spent in 
hospital settings. This is in keeping 
with the hospice philosophy. 

59. Overall, as American hospices are 12345 
absorbed into the American health 
care system, the goals, philosophies 
and objectives of hospice are becoming 
compromised. 

60. Prior to 1981, WHO was a positive 12345 
force in the development of the 
American hospice. 

61. From 1981 to 1984, NHO was a positive 12345 
force in the development of the 
American hospice. 

62. From 1984 to the present, NHO has 12345 
been a positive force in the 
development of the American hospice. 

63. The most critical component of 12345 
American hospice care is to allow 
the patient to die in his/her home. 

64. The Medicare hospice bill has created 12345 
legitimacy for hospice programs which 
will enabla them to more effectively 
serve parsons who are terminally ill. 

65. The Medicare hospice bill, which 12345 
provides for a basic structure for 
hospice, was passed before hospice 
in the US had fully evolved, and as 
a result is an inappropriate base for 
use in structuring hospice programs 

66. Medicare hospice “conditions of 12345 
participation" are becoming the 
foundation for most American hospices, 
whether Medicare certified or not. 

6 
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I Agree 
Lully 

67. Hospices will need to become 123 
Medicare certified if they are to 
survive in the long run. 

68. An overall weakness in hospice is its 123 
inability to control pain effectively. 

PLEASE RATE THE EXTENT OF INFLUENCE (negative or positiv 
FOLLOWING FACTORS ON YOUR PROGRAM. 

Great Degree 
Si Influence Some 

I Disagree 
Completely 

69. Medicare Hospice Bill 123 

70. JCAH Standards for Accreditation 123 

71. State licensure of hospice programs 123 

72. Reimbursement through private 123 
insurance carriers 

73. Joint ventures or mergers involving 123 
hospitals and your program 

74. Joint ventures or mergers involving 123 
community health agencies and your 
program 

75. Decrease in private funding sources 123 

76. The National Hospice Organization 123 

77. The state hospice association 123 

78. Palliative Care movement in Canada 123 

) OF THE 

No 
nfluence 

5 

5 

5 

5 

5 

5 

5 

5 

CANADA (The following questions are directed specifically at 
palliative care and hospice programs within Canada. Programs 
within the United States are encouraged to give their impressions 
and perceptions on these issues where possible). 

I Agree 
fully 

I Disagree 
Cgmpletejy 

79. It is important for the growth of 12345 
individual programs within Canada 
that there be a national organization, 
such as the Palliative Care Foundation. 

80. The Palliative Care Foundation has 12345 
played a critical role in the growth 
of palliative care in Canada. 

7 



Al. Please indicate type of your own program: 

Community based (independent) _ 
Hospital based _ 
Home Health Agency Based _ 
Free Standing _ 
Other (Please specify) _ 

A2. If your program has undergone any change since 1981, please 
check, and identify specific change. 

Merger or joint venture _. (if yes, please specify 
with what type organization 
and approximate date) 

Contractual agreements _. (if yes, please specify 
with what type organization 
and approximate date) 

Change in membership in board of directors _ 
(please indicate how this has helped your program) 

Change in ownership (briefly explain this change) 

A3. Other Significant Changes in Program (and year): 

A4. Do you engage in formal planning? Yes [ ] 

Please describe your planning process (briefly) 

No [ ] 



Al. Please indicate type of your own program: 

Community based (independent) _ 
Hospital based _ 
Home Health Agency Based _ 
Free Standing _ 
Other (Please specify) _ 

A2. If your program has undergone any change since 1981, please 
check, and identify specific change. 

Merger or joint venture _. (if yes, please specify 
with what type organization 
and approximate date) 

Contractual agreements _. (if yes, please specify 
with what type organization 
and approximate date) 

Change in membership in board of directors _ 
(please indicate how this has helped your program) 

Change in ownership (briefly explain this change) 

A3. Other Significant Changes in Program (and year): 

A4. Do you engage in formal planning? Yes [ ] No [ ] 

Please describe your planning process (briefly) 
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A5. How is planning within your program affected by your 
structure? Please describe, (i.e., planning could be constrained 
by limitations aet by hospital or by other funding agents, etc.) 

General Identification Data 

Dl. Name of program:_ 

D2. Name and position of person completeting questionnaire: 

D3. Hailing Address: 

D4. Telephone Number I ) _ 

D5. How long has your program been operating as of December 31, 
1987?_(years and months) 

D6. How is your program funded at the present time? Check all 
that apply: 

Fundraising ( ] 
Bequests/donations [ ] 
Private Grants ( ) 
Federal Grants [ ] 
Fee for service l J 
Private Insurance ( J 
Hospice Medicare ( 0 
Medicare (other) [ ] 
Other (specify) l ] _ 

D7. What was your 1987 budget? _ 

D8. How many patients are there currently in your program? 

D9. What is your average patient/fsmily census? Please 
indicate if this is daily, weekly or monthly. _ 

DIO. Are you Medicare certified (U.S.) Yes II No ( ) 

Dll. If Medicare patients are admitted under the hospice 
benefit, what is your average hospice Medicare Census? Please 
indicate if this is daily, weekly or monthly. 
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D12. If possible, please give the average time between a 
patient/faaily's admission to the program and the patient's 
death. 
_ C J Not Known 

D13. Please indicate staffing attached to the program, both in 
terms of numbers of people involved, and the total hours per week 
contributed by the people in each category. 

Number of 
People 

Administrator _ 
Doctors _ 
Nurses _ 
Social Workers _ 
Chaplains _ 
Volunteers _ 
Others (PLEASE SPECIFY) 

Total hours 
per week (for all in 

category) 

D14. What is the profession of the director of the program: 
(e.g., physician, nurse, social worker, administrator, etc) 

D15. Is symptom control included in your program? yes [ ] no ( ] 

D16. How well are you able to control symptoms? 

Very Well Adequately Poorly 

5 4 3 2 1 

D17. Are AIDS patients accepted into your program? yes [ ] no I ] 

D18. Are patients restricted from entry to your program on the 
basis of age? yes I 1 no l ) 

Please check the ages which are restricted from your program 

0-14 [ ) 
15-64 I ] 
65-74 [ ] 
75 and over I ) 
other _ 

D19. Given your resources and your structure. to what extent do 
you feel your program is functioning well? 

Very Well Adequately Poorly 

5 4 3 2 1 
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D20. What changes would you like to see? 

D21. If you are not Medicare certified, do you intend to seek 
certification in the future? (U.S.) Yes [ ] No [ ] 

D22. Please comment on reason for decision to either become or 
not become Medicare certified. (U.S.) 

Additional comments: 

If you would like a copy of the summary results of this research, 
please indicate: yes [ ) no [ ] 



APPENDIX D 

ACRONYMS USED IN DISSERTATION 

TEFRA .Tax Equity and Fiscal Responsiblity Act of 
1983 

DRG .Diagnostic Related Group 

NHO .National Hospice Organization 

PCF .Palliative Care Foundation 

GAO .US General Accounting Office 

JCAH .Joint Commission for the Accreditation of 
Hospitals 

HCFA .Health Care Financing Administration 

HPA .Health Policy Alternative, Inc. 

NHEP .National Hospice Education Project 

VNA .Visiting Nurses Association 

PCP .Primary Care Person 

COBRA .Consolidated Omnibus Reconciliation Act of 
1986 
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APPENDIX E 

ANALYSIS OF INTERVIEWS 

As mentioned at the beginning of this dissertation, the 

techniques Spradley sets out are not adhered to strictly. 

Spradley speaks of several layers of analysis, from domain 

analysis, to taxonomic analysis, with a final discovery of 

cultural themes. 

The interviews in this research are analyzed through a 

discovery of themes. Because this is not an anthropologic 

study, but rather a study within the area of strategic 

policy, certain relevant themes will be collected. The 

themes or subjects were not pre-determined, but rather 

evolved through the interview process. Once the themes were 

been determined, the analysis attempted to discover how the 

themes or subjects were understood by those within hospice 

and palliative care, and what the critical components of 

this themes are. With an understanding of critical compo¬ 

nents, and their impact on individual programs through an 

analysis of the perceptions of key members, an initial 

understanding of strategic process and resulting structures 

of hospice in palliative care can be determined, as well as 

a sense, again primarily the perceptions of program direc¬ 

tors (because of a great dearth overall in hard statistical 

data, and even cost data), of a program's ability to be 

effective within the bounds of their strategic process and 

285 
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structure. Once themes were discovered, it was possible to 

categorize the themes and to discover sub-themes in order to 

understand with more clarity. 

In essence, the qualitative part of this research seeks 

to translate how people in hospice and palliative care, both 

the dominant coalition and program directors, understand the 

evolution of their own programs, and the movement of hospice 

and palliative care as a whole, both in their own country, 

and in their neighboring country. 

As Spradley says, "You must get inside the language and 

thinking of your informants. You must make their symbols 

and meanings your own. (p. 205)." The second step is to 

translate this meaning in order to come to conclusions, 

particularly with regard to the hypothesis set forth in 

Chapter 1. 

Another purpose of the interviews was to take the 

themes and create a questionnaire in order to assess how 

widespread these themes, sub-themes, which included many 

feelings and opinions, were. 
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