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PREFACE

Ideas about death and dying have been developing
for centuries. A particular interest in caring for the
dying has intensified in recent years. The health care
professional is at the beginning of this new direction of
medical care. Emphasis is on hospice as total care through
an interdisciplinary team. -This improvement for caring for
the dying is answering the physical, psychological, spirit-
ual, and social needs of the terminally ill. These ad-
vances are changes in the character of care fof the dying.

Community organization is one method for the com-
munity's use in developing a hospice program. It is not
intended that the principles and étrategies of community
organization be understood as the only methods of accom-—
plishing the goal of providing care for the dying. It is
one means by which the community can obtain this goal. The
community organizational process restores a certain amount
of control to the local community by identifying their
needs, finding resources to deal with these needs, and
taking action regarding them.

Many people have made this paper possible. I
wish to thank them all. My mother, my friends and col-

leagues at St. Anthony Center, and Texas Woman's
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University Houston Center encouraged, supplied ideas,
guidance, and understanding. Without their help I would
have faltered.

The support, love, and encouragement of my wife
and children deserve a special thanks. Without their
constant help, I would never have finished. I dedicate

this thesis to them.
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CHAPTER I

INTRODUCTION

Not too many years ago, death was regarded as a
natural occurrence in which the family observed and par-
ticipated (Kubler-Ross 1969). Today most family members
do not participate in the dying experience. Instead,
people die in the hospital and are mourned in the funeral
home (Elder 1976). Because of this trend, the'physical,
social, and emotional needs of the family and patient are
being overlooked (Lack and Buckingham 197%). These defi-
ciencies require a systematic approach by a team or caring
institution. The team or caring institution must be able
to shift its focus to detect whether the patiént, the
family, or the patient-family unit is momentarily in need
of assistance in coping with the patient's state of terminal
illness (Worby and Babineau 1974). This constant shift in
focus can only be accomplished by tailoring a service to
meet each individual's needs (Lack and Buckingham 1979).
This service will aim at satisfying the overlooked needs
of family and patient by using an approach that is innova-
tive by today's hoépital standards, one embraced by the

concept "hospice", the caring for the dying (Stoddard 1978).



Hospice ‘represents the fllllng of a s1gn1f1cantkgap

in our health care system (Cohen 1979) Acute-care 1nst1(
tlons are geared to cure patlents and send them home |

(Stoddard 1978) Hosplce, on the other hand treats theif>g

ymptom regardless of whether 1t 1s phys:Lcalh emotlonal

i u
Pty
)

or mental rather than just the dlsease (Lack and Euckhnq—

ham 1979)

‘;‘The communlty shouldybe part of:the development of

hosplce. The ratlonale behlnd thls v1ewp01nt 1s that the

rd

consumer 1nvolved in the plannlng and dellvery of a. healthf“

serv1ce 1ntroduces a w1der range of v1ewp01nts and support

Y b

(Phllllps 1968). ThlS developmental process, 1nvolv1ng the

consumer, is. communlty organlzatlon.i Communlty organlza—
tion is more than just plannlng for the future.h?Ithls a%
process of 1nterventlon at a communlty level orlented
toward 1nfluen01ng the communlty‘ln solv;ng‘lts'problems.
The interVention mustihe\hyla'community‘organgser'tho is
trained in need identification‘and éfabléﬁléoibiﬁg tééh-
niques (Rothman 19745.E%The'needs of the community as the
organizer sees them and the felt needs of the people may
be quite different. If a program is to be effective, it
should be directed basically to needs as seen by the
people, rather than the organizer (Dunham 1963).

With this user orientation in mind, the role of

the community organizer in the development of hospice will be
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more than just that of planner. His role will be to assure
those affected by the program that they will have a large
part in determining what goes into their hospice plan as
needs are identified, objectives are stated, resources

are found to deal with needs, and action is taken regarding

the objectives.



CHAPTER II
STUDY DESIGN

Statement of the Problem

Certain researchers' (Anderson 1955; Averill 1968;
Bowlby 1961; Brown 1972; Bruhn 1973; Engle 1964; Kubler—
Ross 1969; Lack and Buckingham 1979; Parks 1967; Rice 1972;
Ross 1970; Rothman 1974; Silver 1973) studies indicate
three essentials in the development of hospice. These
fundamentals are as followsfl (1) a solid foundation for
action is needed tb develop hospice, (2) the people of the
community want, and should have, the opportunity to partici-
pate in health planning, and (3) the community organiza-
tional process is the tool for that planning. Based on
the need for these essentials, the problem of the study is:
What are the components needed in the construction of a
guide for the health care professional that will give him
an understanding of hospice, community organization, and
the organizational tasks needed in the cdevelopment of this
nev. community health resource?

Purpose of the Study

The purpose of this paper is tc develop a guide
which will provide the following:
1. To discuss heospice in a manner that will

give the health care professicnal a
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better understanding of the definition,
goals, and objectives of this service.

2. To discuss the community organizational
process that is needed to develop a hospice
program.

3. To discuss assessment inva manner that
will give the health care professional an
understanding of the factors that will in-
fluence the commﬁnity's needs.

Accordingly, the design classified as the purpose is

descriptive.

" Background

There are five identifiable types of hospice in
this country. The first and least popular type, because
of cost of operation, is the free-standing hospice. The
sec;nd and most expensive to operate is the free-standing
hospice with a hospital affiliation. The third type is a
hospice unit within a hospital. The fcurth is a hospice
team within a hospitel. The fifth, and most popular because
of cost savings in operation, is the home care team
(English 1979).

The current level of hospice development in the

United States is an estimated 200 in 40 states. In Texas,

hospices have been established in Orange, San Antonio,
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Dallas, and Austin. While there afe no hospices formally
recognized as such in Houston, some groups have made
efforts toward development. Examples of these efforts
are as follows. Four meetings were held gathering
interested parties in an effort to unite all concerned
into a committee for hospice development (Bonneau 1979).
The Visiting Nurse Association of Houston proposed to
the United Fund that money be provided for a hospice
team (Visiting Nurse Association of Houston 1978).
Sen. Chet Brooks of Pasadena told his office staff and
the staff of the sub-committee of the Special Committee
on the Delivery of Human Services to look into possi-
bilities that the state can finance a hospice (Houston
Chronicle 1979). The Houston-Galveston Area Council
Health Systems Agency (1979) requested assistance in
developing more specific details about hospice.

Obvious local interest is developing in hospice,
but substantial work will be required to move from this
small perception of need for a hospice to a community
resolution and adoption of a hospice project. This work
involves steps to gain active support from the rest of
the community, persuade community groups and individuals

to form and participate in an organization representing
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the whole community, and then enlist this representative

group to accept the responsibility for the development
of hospice (The Primary Care Development Project 1976;

Reinke 1972).

For the development of a hospice, certain organiza-
tional activities must be carried out to gain active
support. This process includes designating or electing
members as officers with specific responsibilities, estab-
lishing a meeting schedule, following an agenda, recording
minutes of meetings, and communicating progress to the
community. All are essential activities in allowing the
organizational group to keep track of development and
progress and to approach systematically the future prob-
lems. This effort establishes a basic organizational
structure so subsequent activities can be carried out

efficiently (The Primary Care Development Project 1976;

Reinke 1972).
Much of the first efforts at enlisting support of

groups or citizens of the community to support hospice
will be unsuccessful because there will not be a great
deal of community awareness. An effective method of
creating awareness of need for hospice is imperative.
This can be done in a number of ways, including the use

of case histories of individuals who have had a need for
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hospice service and went without hélp (Libman 1969).
A critical component inAthe success of hospice is the
degree to which the community is made aware of patient
needs (English 1979).

Once awareness is established, expansion of member-
ship to a larger base is necessary. Key people who have
access to community resources should be included in the
group. Then it is essential to persuade community groups,
as well as the individuals, to participatg in the organiza-
tion of hospice. It will also be essential that these
groups and individuals accept responsibility for the

development of hospice (The Primary Care Development

Proiject 1976; Reinke 1972). These steps are necessary so
citizens of the community have the opportunity to examine
their own situation, to discover unmet needs, to select
priorities, and to find solutions to their highest priority
problems. Many of today's health care problems have to do
with past decisions being made by only a few people with-
out consulting the community to gain acceptance (Rice 1972).
The people of the community want and should have, the
opportunity to participate in the development of any new
health planning for their area (Anderson 1955; Brown 1972;
Rice 1972; Silver 1973). The tool for this development of

health planning for individuals who demand to influence
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their own destiny is the community organizational process
(Bruhn 1973; Rothman 1974).

A foundation in theory for this study is found in
Hage (1965) on organization theory. This thesis is jus-—
tified in that the method of this study concerns community
organization. The focus of this process is hospice, an
organization.

Methods

Literature pertaining to hospice and comnunity
organization, as related to the community-development
mocdel and the social-action model, has been searched and
examined carefully. First, hospice development has been
reported in terms of history, tyées of hospice, operational
needs, criteria for admission, symptom control, and under-.
standing grief. Second, cqgggni}zmgggggiggggonal prin-—
ciples have been developed through explanation of organi-
zational theory, history and background of community
organization, community-development principles and
strategies, social-action principles and strategies,
- and those factors which are an integral part cf assess-

ment. Finally, an integration of hospice and community

PO

organization will be discussed.

Definitions

Assessment: For the purpose of this study, assessment

refers to a tool for planning used to evaluate
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the needs of the community;' The assessor may
draw on the past as well as the present to
predict the needs of the future (Bruhn 1973;
Dunham 1963). The factors used in this
study for assessment are as follows: geo-
graphic, demographic, and socioceconomic
characteristics.

Community: For the purpose of this study, the community
is a group of people who share a common interest
and support or oppose this interest.

Community-Development Model: A community organizational

method which involves a wide spectrum of peoble at
the local level who are involved in the identifica-
tion of needs and problem solving. The impetus for
this method of community change often results from
group discussion énd consensus. It is a self-help
concept with reliance on community initiative

(Ross 1970; Rothman 1974).

Community Organization: A process of both education and

organization in which an individual or group will
generate increased community awareness of a local
problem and develop local organizational structure
capable of plénning and taking action to correct

a perceived problem (Ross 1970).
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Health Care Professional: For the purpose of this study,

Hospice:

a health care professional is any individual who
is licensed, degreed, or certified in any capacity
as a health care worker.

A program which provides palliative and sup-
portive care for terminally ill patients and their
families, either directly or on a consulting basis
with the patient's physician or another community
agency such as a visiting nurse association. . . .
[Aln organized program of care for people going
through life's last station. The whole family is
considered the unit of care and care extends
through the mourning process. Emphasis is placed
on symptom control and preparation for support
before and after death, full-scope health service
being provided by an organized interdisciplinary
team availableon a twenty-four-hour-a-day, seven-
days—-a-week basis (U.S. Congress 1976:57689-90).

Also, the associated beliefs, values, and/or

movemnent.

Social-Action Model: A community organizational method

Symptom

which involves agitation and organization as a pre-
lude to negotiation. The social actionist attempts
to coerce one's oppressor so redistribution of power,
resources, and decision-making is done by the
citizens of the community (Ross 1970; Rothman 1974).

Control: he regular use of medication without

regard for the patient's psychological dependence.
The aim is the management of physical distress
without regard to the pain being a primary or

secondary symptom (Cohen 1979; Lack and Buckingham

1979).
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po W UH Summary

e

This study design is bibliographic with a purpose
which is descriptive. It is based on accepted principles
for a plan of action for the development of a health re-

source suggested by English (1979) and The Primary Care

. A 1,5 . AT Y N
Development Project (1976). The intention of thlsv%aper@'
N
s to give the health care professional an understanding
Sall i PR

of hospice and strategy of development. ThréeAareas that

PR B

are approached to achieve this undcrstanding.are as follows.
Fi{§t, information pertaining to hospice regarding history,
types of hospice, operational needs, criteria for admission,
symptom control, and understanding grief will give the
health care professional the tools needed for a portion of

this understanding. Second, community-development and

L

social-action principles and strategies, organizational
theory, history and background of cdmmunity organization,
and assessment factors are explained. Finally, a discussion
that is<én integratipn of hospice and community organiza-

tion is delivered to complete this presentation.



CHAPTER IIT
HOSPICE

Introduction

Advancements in health care have been numerous
throughout the years (Yeager 1975). Caring for the dying
as part of health care has only been recognized in recent
years (Averill 1968; Bowlby l96l; Cohen 1979; Engle 1964;
English 19792; Kubler-Ross l§69; Lack and Buckingham 1979;
Parks 1967). During this same period of time institu-
tionalized dying has rgceived a good deal of criticism.
Hospitals have been described as impersonal, cold, and laden
with rules, schedules, and procedures. Hospital charac-
teristics such as these are inappropriate and directly
opposed to the needs of the terminally ill and his family.
Moreover, the hospital staff has been charged with being
insensitive to the needs of the patient and indifferent
to the family's needs. An alternative is hospice care
(Parks 1972).

The purpose of this chapter is to provide documen-
tation so the health care professional will see that this
alternative care for the dying is beneficial and necessary.
The documentation will show the history of hospice, what

types of hospice are available, who and what is needed

13
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for operation of a hospice, which patients should be
admitted to a hospice, and how to handle symptoms and
provide understanding of grief.
History

The care for the dying has been unfamiliar to most
Americans until recently. It is by no means a new con-
cept. Hospice developed in Italy, England, France, and
Germany during the Middle Ages. Hospices in and around
European countries were plaées of rest for weary travel-
ers. They were run by monastic orders which practiced
medicine and cared for all who came. No one was turned
away, especially the poor (Stoddard 1978).

During the cfusades, the Knights of the Cross and
the Knights of St. John established places of care for
those who had become ill and could not complete their
journey. Special attention, good food, and clean clothing
were provided to weary travelers (Kron 1976).

There had been very little change in hospice care
until the 19th century when the first modern hospice
devoted to the care of the dying was established. This
Lkospice was opened by the Irish Sisters of Charity as
a skilled nursing facility for the dying in Dublin
(zora and Zora 1978). The Sisters offered a combination

of skilled nursing, s?iritual care, and emotional support.
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This hospice of the Sisters', along with the English facili-
ties developing at the same time, formed the foundation for
the hospices of today (Cohen 1979),

During the 1960's, management of pain was pioneered
and added to the components of care that the Sisters
developed (Cohen 1979). Dr. Cecily Saunders is given pri-
mary credit for this management of painful symptoms for the
terminal cancerApatient. Her program at St. Christopher's
supports quélity of life while answering the patient's
needs for support by incorporating pain management with
multi-disciplinary team approach. This approach enabled
the terminally ill patient to spend the last days of life
responsive and pain free (Lack and Buckingham 1979).

The care for the terminally ill has become an
issue for public discussion. Today care for the dying
in hospice programs has begun to be thought of as a
specialized medical classification. What makes hospice
different from another approach to caring for the termi-
nally ill is the nature of the services and the under-
lying philosophy. Standards today are set so that the
philosophy of care in a hospice program is to improve
the quality of life for patient and family. Those stand-
ards include alleviating pain, controlling symptoms,
and recognizing the emotional, physical, social, and

spiritual needs of the patient (Brooks 1980).
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Types of Hospice

Where each hospice patient spends his last days is
not important. Hospice is not a building. "A hospice is
a program of care" (Cohen 1979:68). The United States and
English hospice programs are based on the principles estab-
lished at St. Christopher's. They incorporated the multi-
disciplinary team approach, management of pain, and regarded
the patient and family together as a unit (Lack and Bucking-
ham 1979). The major difference in the United States and
the English approach to hospice care is the setting. The
English primarily have free-standing hospices while the
United States uses a variety of settings. 'These settings
are as follows: free-standing, free-standing with a hospi-
tal affiliate, a special unit within a hospital, a hospice
team within a hospital, and a home care team.

Hillhaven in Tucson and Hospice, Inc., in New Haven
are examples of the free-standing hospices in this country.
There has been concern expressed that free-standing hospices
reduce emphasis on home care. This type of care can reduce
family involvement. Both home cafe and family involvement
are essentials in hospice treatment (Cohen 1979; English
1979; Plant 1977). Despite this concern of reduced
family involvement, Hillhaven and Hospice, Inc. are the

best known hospices in the country (Cohen 1979).
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Riverside Hospice Program,.é division of Riverside
Hospital in Boonton, New Jersey, differs from Hillhaven
and Hospice, Inc. because it is a free-standing hospice
facility with a hospital affiliation. It was set up as
a hospital affiliate to maximize tax and reimbursement
advantages, but it is physically, managerially, and finan-
cially separated (Cohen 1979; English 1979; Plant 1977).

The prototype in this country for setting aside a
special unit is Bellin Memorial Hospital in Green Bay,
Wisconsin. Cohen (1979), English (1979), and Plant (1977)
advise that this arréngement avoids reimbursement problems.
The unit is treated as an additional service in the hospi-
tal by most third-party payers.

St. Luke's Hospital in New York has a hospice team
operating within the hospital. The coordinator of these
hospice services believes the presehce of the hospice team
has been good for patient care. The hospital administration
feels that this methqd of hospice care does not jeopardize
St. Luke's reimbursement status as an acute-care institu-
tion, but does provide the care needed for the dying (Cohen
1979; English 1979; Plant 1977).

Different from all other types of hospices is home
care hospice. It is the most popular type in this country

because of cost savings in operation. This "hospice
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without walls" is typified by the organization of Marin
in Kentfield, California. 1Its team of health profes-
sionals offers four types of services. These services
are as follows: management of patient's pain and related
symptoms, instruction of family members in care of the
patient, consultation for emotional assistance to the
family, and bereavement support for survivors. The patient
or family is free to choose one or more of these services.
Total hospice care would include all four services (Cohen
1979; English 1979; Plant 1977).

Operational Needs

Regardless of the setting, development of a multi-
disciplinary team to provide care for 24 hours a day, seven
days a week must be considered before the opening of a hos-
pice can materialize. Composition of the team may vary
because of availability of personnel or the patient's needs.
A nucleus for this team will be a physician, nurse, social
worker, clergy, and volunteers. This team will provide the
care for the dying patient and his family (Plant 1977).

Finding a qualified, compassionate, unselfish, and
devoted person who is a physician, nurse, social worker,
clergy, or volunteer will not be a simple task. English
(1979) advises that the health professional who is inter-

ested in the dying and who is gualified is difficult to
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find, but the number is growing. This special individual
who is found usually needs to be trained. Past hospital
practices of using all measures to maintain life should be
forgotten. The health care professional's education will
now be directed to the needs of the dying, understanding
of the hospice philosophy, developing a coping mechanism
in working with the terminally ill, and utilizing the multi-
disciplinary team approach to provide care (Plant 1977).

Once the team is developed, an issue that may be of
more concern in the United States than who cares for the
patient is who pays for the care?  Only twenty Blue Cross-
Blue Shield plans in the United States pay for part of

hospice care (Houston Chronicle 1979). Cohen's (1979)

survey of insurance companies in the United States indicated
that 83 percent did not cover hospice care. Breindel and
Boyle (1979) found United States third-party payers were
not amenable to coverage for the terminally ill. An
immediate concern to the operation, because of lack of
coverage of hospice care, is a practical solution to reim-
bursement.

Other problems related to receiving reimbursement
were reported by Brooks (1980). Laws and policies regu-
lating reimbursement discriminate against the dying. Many

of these laws and policies are written so that the
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insurance company will pay for the'éure but not for the
care. Advocates of hospice want assurance that third-
party payers will pay for the care under hospice programs.
Insurance companies seek assurance that hospice programs
will meet standards and are licensed. Most states' depart-
ments of public health will not license hospice programs
without standards and a certificate-of-need. Without
standards and a certificate-of-need, no payment will be
made by third-party payers. Therefore, most hospices will
not receive reimbursement.

Many law makers feel hospice program regulations
are somewhere between hospital and nursing home. They also
feel a hospice does not fit in either category when they are
passing regulations. Even with this attitude, some hospice
programs have taken advantage of specific licensors, such
as those for skilled nursing facilities, home health
agencies, and hospitals. These licenses permit reimburse-
ment for some services if the service is performed in the
proper setting, suchas home care. In most cases, reim-
bursement for counseling the family, the patient, or for
bereavement follow-up is not one of the services covered
(Brooks 1980; Cohen 1979).

Cohen (1979) advised the health care proféssional
must have a good understanding of what is covered service

and who will pay for that service. Brooks (1980) reported
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coverage of care depends on the state and the third-party
payer who is covering the care, Medicare, Medicaid, or a
commercial insurance. Some examples of the third-party
payer's coverage or lack of coverage are as follows: The
Social Security Act, Titles XVIII, XIX, XX, and the Older
Americans Act programs do not reimburse for hospice services
per se. Both Medicare and Medicaid cover in-patient skilled
nursing facility services and hospital care. Both Medicare
and Medicaid pay for doctors' services. Even though doc-
tors' services are covered, there afe restrictions on the
number of physician visits allowed by many state programs.
Medicaid, in addition, covers some intermediate care facil-
ity services. Those requirements that must be considered
for eligibility for Medicaid are the patient's age, in-
come level, and medical necessity. Home health services
are provided by Medicare, Medicaid, and the Older Americans
Act. To be covered under Medicare Part A for these home
health services, the patient must have been hospitalized
for three consecutive days. Medicare payments for home
health services have other restriétions. Two of those
restrictions are as follows: (1) patients must be home-
bound and (2) the patient must not be able to leave the
house except for brief periods to obtain services in another

setting. The services received must be skilled nursing care.
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Medicare also covers medical social services. These
services must be provided by a qualified psychiatric or
medical social worker, but providing family éoﬁnseling
and emotional support does not meet the Medicare require-
ments for payment. This is also true regarding meeting
the requirements for payment under Medicaid, state social
service programs and the Older Americans Act (Brooks 1980).

Medicare and Medicaid will pay for pain control
treatments such as surgery énd radiation treatments, but
neither is used very often in hospice care. Medicare will
pay for control of pain with drugs if they are provided to
an inpatient or if the medication cannot be self-admin-
istered. Most hospice programs try to have medication
self-administered. Almost all states will pay for physical
and occupational therapy services when a doctor prescribes
the services and they are restorative. Physical and
occupational therapy is palliative for the terminally ill.
Therefore, the therapy is not a covered service (Brooks
1980).

Medicare and Medicaid seldom cover death education
and bkereavement services. These services might be covered
and reimbursable if they can be shown medically necessary,
but in addition to the medically necessary, the family

member receiving the service will have to be eligible
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for Medicare or Medicaid. The major problem with being
eligible for reimbursement under Medicare or Medicaid
programs has been found to be that many of the patients
are either too young for Medicare or have too much money
to qualify for Medicaid payment (Brooks 1980). ‘

The uncertainties of coverage and the need to find
reimbursement for hospice services has prompted the
United States Department of Health and Human Services to
announce 26 demonstration gréhts through the Health Care
Financing Administration. These grants will be conducted
over a two-year period (Brooks 1980). Funds such as these
from grants, pilot project money, and other community
financial support may be short-term answers for hospice.
Long—term operation of a hospice under today's reimbursement
guidelines will be difficult, if not impossible, without
being endowed (English 1979).

Voids in regulations present problems of what the
future will bring in addition to the reimbursement problems.
There has been little experience on what type of mechanism
should be used to evaluate the quality of care being provided
in hospice settings when regulétions are written. Insight
may be obtained from Affeldt (1980).

Affeldt (1980) expressed his feelings that the
Joint Commission on Accreditation of Hospitals (JCAH) is

the most logical choice to accredit hospice. His view is
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because of the current and historical role of JCAH as a
leader of the voluntary approach to quality assurance and
their resources, and because some hospice programs are
operating in facilities that are presently surveyed by
JCAH. Affeldt (1980:12-13), president of JCAH, may be
considered biased, however, he gave the following
reasons as to what the JCAH role should be.

. . . the Joint Commission is currently
exploring the feasibility of its involvement
in a hospice accreditation program. JCAH staff
are exploring various issues and funding possibil-
ities for conducting such a study. The recommen-
dations for the study will be submitted to JCAH's
Board of Commissioners, who will determine the
appropriate role, if any, JCAH should play in the
field of hospice care.

Before JCAH can rationally determine its role
in any health care program, it must fully under-
stand the program's conceptual underpinnings, its
current status, and its future directions. With
this kind of information, a new accreditation
program risks irrelevancy, dilutes its potential
impact, and may obstruct rather than encourage
appropriate innovation in the field. In attempting
to explore and clearly define the hospice concept,
JCAH will have to determine what it is about hospice
care that takes it beyond other traditional con-
cepts. Is it simply the attempt to organize care
and purposely involve the family that makes this
innovation provide the basis for the subsequent

phases of the study.

With this background, it will then be possible
to define the major characteristics of hospice pro-
grams. While they are staffed, the range and depth
of their services, and the nature of their rela-
tionships with other organizations varies con-
siderably. For example, today hospice programs
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take the form of hospital-based units, free-standing
facilities and expanded home care programs. Again,
the organizational structure and staffing require-
ments of each setting may be different. These dif-
ferences are of great importance to JCAH as it con-
siders hospice program accreditation standards and
survey procedures. For those hospice programs that
are closely linked to a hospital, JCAH will need to
explore the feasibility of incorporating hospice
accreditation into its Hospital Accreditation pro-
gram. Whether such integration is desirable or appro-
priate can only be decided in the context of detailed
information about hospital-based hospice programs and
the difference among other types of hospice programs.

The wide divergence found in the structure and
operation of various hospice programs often tends to
run at cross purposes to other pressures, which tend
to force clear definition. These pressures include
the need to precisely define hospice programs so that
reimbursement by third-party payers could be arranged
at a more rational and equitable basis, and to create
standardization of staff and organization to enhance
the guality of patient care and the efficiency of
operation. The underlying theme of these pressures
is the attempt to provide more options to the pur-
chasers of health care services. Great care must be
taken not to develop hospice care standards that would
result in stifling innovation in the field.

A final ingredient in JCAH's determination about
its role in the hospice field is an understanding of
the future direction of this movement. While having
an apparent solid base of principles and a consensus
of concept, it is clear that there is less than full
agreement that the current hospice care movement repre-
sents the best way in which to deal with the needs of
the terminally ill and their families. The examina-
tion of this hypothesis will be subjected to careful
and critical review by JCAH as an important component

of its study.

Therefore, it is the Joint Commission's belief
that it would be in the best interests of patients
and health care field alike to propose a hospice
accreditation program only after gaining a full
understanding of the field's structure and direction.
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This would be accomplished through a thorough ex-
amination of the patterns of providing care to

the terminally ill as they relate to an accredita-
tion effort. Important considerations include how
such a program could enhance the quality of hospice
care and whether it could be conducted at a reason-
able cost.

The future of hospice care depends on public
acceptance of its approach to serving the needs of
the terminally ill and their families, successful
demonstration of the consistent provision of high-
quality care, and the predictable availability of
third-party reimbursement. The Joint Commission
will fully study and understand the forces at work
that will influence ‘these critical factors before
any plans can be proposed. From this understanding,
it is hoped that JCAE will gain better insight into
the prospects for an appropriate role in a field
that offers so much promise for providing the nec-
essary support to a growing and neglected segment
of our society.

Criteria for Admissions

English (1979) advises that criteria for admission
for the terminally ill is next on the list of priorities
that must be developed after operational needs. These
criteria are essential to insure a good operation, integrity
of the program, and protection of the funds available.

Certain basic considerations should be included in
the admission standards (English 1979; Lack 1979). These
considerations are as follows: First, the severely
symptomatic patient who is not amenable to regular hospital
care can be d good choice for admission to the ho;pice.

Second, life expectancy of the patient should be less
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than six months. Third, the requirement of residency,

in a particular radius around the hospice, is specified
in order to assure close family involvement. Fourth,

the hospice program should require the patient's phy-
sician to continue to take some role in his care so
continuity of care is not lost. Finélly, a specific per-
son must be available to serve as the primary contact and
assume an on-going responsibility for the care. These
requirements appear to be simple, but adherence is im-
portant if the needs of the patient and the hospice pro-
gram are to be addressed.

Symptom Control

The care for the dying can start once admission
requirements are met. The hospice patient should not want
to die because of his pain. If the pain is properly con-
trolled, as it is in the St. Christopher's Hospice, the
patient can handle his death (Stoddard 1978). Lamerton
(1976) advises that the patient is able to cope with any
symptom for a short period of time; what he fears most is
the pain that lasts for months. Palliative treatment
should be started once specific therapy to produce a cure
or remission has been abandoned.

Lamerton (1976) and Stoddard (1978) express similar
opinions on symptom control. Each feel doses of analgesics,

tranquilizers, and anti-depressants should be used regularly
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for the control of pain before the pain pattern has been
allowed to develop. Non-narcotic medication and other
pain control measures, such as spinal blocks, should be used
as long as they are sufficient. When pain is severe,
narcotics should be given without concern about addiction
when weighed against prevention of suffering. Narcotic
dosage should be titrated carefully to suit the needs of
the patient and lowered as pain diminishes.
Lack and Buckingham (1979:92) give additional

advice relating to pain and symptom control as follows.

Every physician dealing with these patients should

have a virtually inexhaustible store of remedies for

all the common problems of terminal disease. A

problem oriented approach is useful treating each

symptom almost as a disease in itself to be diagnosed

and treated. This enables the team to approach the

patient with a positive, optimistic, realistic

attitude. The benefits from such an approach for

the patient and family are often dramatic.

A popular medication that many physicians use to

control pain is "Brompton's Mixture." It is an oral prep-
aration of morphine or diamorphine, cocaine, ethyl alcohol,

a flavoring syrup, and chloroform water. The medications

are given orally to many people. It is not given intra-

venous, so that mobility is at a maximum (Lamerton 1976;
Saunders 1965).

Brompton's Mixture will not be the answer to all
symptom control (Lack 1978). Attention must be focused

on the whole person if affective control is to be achieved.
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The aim of the treatment should be to identify the
etiology. If it is a physical pain, the health care pro-
fessional prevents the symptom with the measures that are
needed. Lamerton (1976) advises symptoms may arise from
almost any system or organ. The symptoms often change,
and the care givers must be aware that terminal care
differs from chronic care. Symptoms may vary from excru-
ciating pain to undefinable weakness. Each requires an
appropriate method of treatﬁent. The correct approach is
to define the cauze of the symptoms and cbrrect those
disorders as quickly as possible. A great deal can be
done with just good care. Three examples of this are
as follows: (1) weakness can be managed with prevention
of fatigue by the use of handrails, walkers, or other
assistance devices; (2) anorexia may be treated by serving
frequent, small, attractive, and nutritious meals; and
(3) thirst can be alleviated by frequent sips of an
acceptable liquid and good mouth care.

In addition ﬁo physical needs, it must be remem-
bered that the patient has emotional needs. The dying
patient feels isolated. A concerned ear and a sense of
realistic optimism by the health care professional may
do much to aileviate the patient's distress. It will

only be after a review of all pain that a plan of
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stptom controi can be formulated for each patient

(Lack and Buckingham 1979).

Understanding Grief

Even when the physical pain has been stopped,
there must be more to offer the patient and the family.
There must be an understanding of death. Death has not
been a topic to be discussed freely with the terminal pa-
tient nor discussed at the time of an actual death with the
family. Even though terminal patients and families have a
need to communicate fears, anxieties, doubts, regrets, and
fantasies to receptive listeners, they do not (Kubler-

Ross 1969). The health care professional should have ade-
quate training to help the patient and family understand
their grief. Grief is not an iilness. Experiencing grief
will likely make one feel distraught, but the pain is not
caused by the malfunction of an oxrgan. Grief is a psycho-
logical condition. Relief lies only in the passing of time
and in an emotional environment where one finds support
(Dunlap 1978; Speck 1973).

This needed support can be given by the health care
professional if he has an understanding of grief. Dunlap
(1978) advised that three terms be recognized if this under-
standing of grief is to develop. These terms are often
interchanged but are technically different in degrees.

They are as follows: bereavement, grief, and mourning.
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Not all researchers feel the same about grief.

Parks (1972) investigated post-beréavement grief. His
belief is that grief is not a fixed state. It is a process
and not a set of symptoms which start with bereavement and
will then gradually fade away. Grief is a succession of
clinical pictures that will blend one into another but
may recur from time to time, There is a pattern, but the
stages are not necessarily sequential and may not be clear-
cut. The general rule is a person will usually cope with
bereavement with the same psychological mechanism he pre-
viously used to contend with other stresses in his life.
If he is silent during stress, he will remain silent during
grief,; if he cries during stress, he will cry; or if he has
performed other acts during stress, those will be performed
(Parks 1972).

Engle (1962), Kubler—Ross (1969), Linderman (1944),
and Parks (1972) all agree the dying patient proceeds along
a path characterized by various stages of grief until he
is able to achieve the optimum. According to Kubler-Ross
(1969), there are five stages of grief which are as follows:
denial, anger, bargaining, depression, and acceptance.

Denial, the failure to acknowledge the facts, is
the first stégé. There is disbelief in the face of over-
whelming medical evidence and a compulsion to be alone.

The patient sometimes isolates himself and submerges
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himself in the depths of depression and anxious thoughts
(Kubler-Ross 1969).

Denial of death is a psychological defense. It is
a process of refusing to acknowledge that death is a
reality. In bereavement, denial is a buffer after the shock.
It allows the patient time to collect himself (Kubler-Ross
1969). Natterson and Knudson (1960) advise that the prob-
lem with denial is that it cannot operate on an unconscious
level to repress unwanted ideas or events. Denial activity
has to be maintained at é consciéus level. This makes
denial a very tiring experience.

The denial defense will be strongest at the onset
of a terminal illness rather than toward the end. The
initial reaction is likely to result in momentary speech-
lessness, a blank look, dilated pupils, shallow and
irregular breathing, fast but weak pulse, cool clammy skin
with perspiration, and possible nausea. These are phys-
iological signs of shock, but the symptoms are not likely
to last any appreciable amount of time (Dunlap 1978).

Almost without exception, everyone will say "it is
not time" or "the diagnosis ié premature.” The extent to
which the person will continue to deny has to do with each -
person's individual makeup. This defense is usually
temporary, although it may recur from time to time (Kubler-

Ross 1969; Linderman 1944).
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Kubler-Ross (1969) lists a denial that persists
throughout the stages of dying. This denial is usually
hope, hope of a new drug or hope of remission. Her feeling
is that it is not human nature to accept death without
leaving a door open for some hope.
The second of the five stages of grief is anger.
"Why me?"
The angry patient will raise his voice, he will make
demands, he will complain and ask to be given attention,
perhaps as the last loud cry of "I am alive, don't
forget that. You can hear my voice, I am not dead yet!"
The patient who is respected and understood, who is
given attention and a little time, will soon lower his
voice and reduce his angry demands (Kublexr-Ross 1969:52).
Kubler-Ross (1969) and Mervyn (1971) advise that
anger 1s the stage of grief that is the most difficult with
which to cope for all concerned: family, health care pro-
fessional, and patient; The patient may feel that the
doctor does not know what to do and is no good. The health
care professional may be seen more often than the doctor
and receive anger for lack of care. The family does not
understand. All these reasons have little to do with the
people who are the targets of anger. Kubler-Ross (1969)
advises if the health care professional or family reacts
personally to this anger, their response will increase the
anger on the part of the patient. This personal response

will feed hostile behavior. Mervyn (1971) advises that

an instinctive reaction is to soothe and pacify. This may



34
be instinctive but wrong. There should be help for the
person to express his anger and to see that it is a'normal
response. Crying may be important. A distinction should
be made between allowing someone to cry and saying they
should cry. There may be guilt if he cannot cry. The
most important thing to remember is to be available, not
necessarily to talk, but willing to listen.

Bargaining is the third stage of grief. "If I do
something heroic, there willlbe postponement of the in-
evitable death." It is £ypical for the patient to want
more time, an extension of life. 1In return he will dedicate
the remainder of his life to God, or leave his body to
science, or stop some evil act he may be doing. This
expression of bargaining may cause a guilt problem. The
patient should be given the opportunity to work out his
guilt if it does develop. It should be recognized that
if strong guilt appears there may be need for a qualified
professional to help resolve the problem (Kubler-Ross 1969).

The fourth stage of grief is depression. Kubler-
Ross (1969) distinguished between two kinds of depression
which the terminally ill willnexperience. The two types
of depression are reactive depression and preparatory
depression.

Reactive depression is described by Beck (1967).

It is an acute, intensive, lonely, emotional response to a
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'particular distressing event. Problems of sleep and loss
of appetite are reported with fatigue, low initiative, and
activity. There is difficulty in concentration and various
kinds of somatic distresses. When a reactive depression
occurs in the dying patient, the usual technique for
therapy is simple measures of reassurance and building
self-esteem. In reactive depression the patient has a lot
to share and may require a great deal of verbal interaction.

Preparatory depression is described in Kubler-Ross
(1969) as beneficial. Patients who work through their
anguish and anxieties are able to achieve acceptance. The
emotional help suggested in reactive depression is not a
good tactic for preparatory depression. The patient is in
the process of losing everything and must be allowed to
express sorrow if he chobses to do so. Preparatory
depression does not require a great number of spoken words.
It is usually silent. It is more a feeling, a touch of a.
hand, a stroking of the head, or just sitting quietly
together.

The fifth and final stage, if it can be reached,
is acceptance. The inevitable will come no matter what the
patient does. During this time the patient seems to take
comfort with a happy time. It is almost devoid of feeling.

Events are now beyond control; the fight is over. During

+his phase, there may be a sense of detachment. It should
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not be mistaken for rejection. There is no need for
."toughness" at the end. If the terminal patient has
reached peace of mind and has accepted it, others, too,
should accept it (Kubler-Ross 1969).

Feifel (1967) felt we should accept the stages
as a delineation and sequential steps in dying. He also
felt they are a guide, and as a guide, it must be remembered
that not all patients will pass through each stage and react
in the same way. The patient may be in two or more stages
at once, reverse stages, or even skip them.

Linderman (1944) discusses grief in the survivor
who has had a loss. Striking effects are quite apparent
when a family member dies. Grief becomes a syndrome with
somatic and psychological symptoms. The most striking
characteristics are weeping, feelings of exhaustion, and
digestive disturbances. The bereaved may demonstrate a
sense of unreality and detachment. He may be intensely
preoccupied with the image of the dead. Guilt may plague
him for acts done or not done. Accompanying this guilt is
an extreme feeling of irritability. There may even be
anger toward the dead.

Linderman (1944) and Kubler-Ross (1969) discuss
some having grief before death. The family member may
begin the grief the moment the prognosis is known. Then

the process of mourning starts before the loss is
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experienced. During the period of anticipated grief, the
family member passes through the stages similar to the
dying patient. He denies and disbelieves the medical
evidence. He isolates himself becauée he fears sharing
thoughts and doubts will aggravate his torment. He is
angry at the patient because he has not taken care of
himself and is going to leave the family member to face the
world alone, perhaps to raise a family alone. Other anger
may be at the doctor who is'ﬁow incapable of doing enough
or the nurse who is never around when he really needs her.
He may even feel anger at God for lack of help when he
really needs it. |

Dunlap (1978) felt the family member who goes
through this grief process is almost always a spouse or
parent. Depression follows when reality of the present is
thought of along with wondering about the future. During
the illness, the family member has problems summoning up
emotional strength to face the day. Finally, if it is
reached, acceptance may be felt by the family member. This
does not mean that the death is felt to be appropriate. It
does mean that the death is aécepted as happening and it is
time to get on with other things.

Engle (1962:278) described the grieving person going

through the process to acceptance with this new state of

being as follows.
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Many months are required for this process and if it

is accomplished, the survivor's preoccupation with the
dead person progressively lessens. Now, reminders of
the dead person less often and more intensely evoke
feelings of sadness and more ambivalent memories can
be tolerated with less guilt. As the ties are progres-
sively loosened, the earlier yearnings to be with the
dead person, even in death, begin more and more to be
replaced by a turning to life and wish to live. Now,
the identification with the ideals, wishes and aspira-
tions of the lost object provide an impetus to con-
tinue in life, often expressed as a wish "to be what
he would have wanted to be" or "to carry on for him."
When successful, this represents a developmental pro-
cess, an actual growth experience, which may sometimes
even contribute significantly to a characterological
change in the mourner, as when a son settles down and
assumes responsibilities which he had evaded prior to

his father's death.
Bowlby (1961) and Parks (1972) agree with Engle (1962) about
the grieving process. They all advise the loss should be
mourned and the grieving person must come to terms with
events in a reasonable amount of time. They also say that
the person has to stop the grieving process and begin a
rebuilding process. He must accept death as part of life.
" Summary
This explanation of hospice was reported in terms
of history, type of hospice, operational needs, criteria
for admission, symptom control, and understanding grief.
The literature has shown that both hospice and the patient
will have needs. Answvering those needs will be difficult.

The primary problems center around two topics, reimburse-

ment and understanding grief.-
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CHAPTER IV

COMMUNITY ORGANIZATION

Introduction

This chapter discusses techniques and approaches
that people can use to help change their community as they
deal with many complex and varied factors that influence
their well-being. The community organizational process
is the method used to make these changes to develop an
organization in forming a hospice.

This hospice organization produced is a social sys-
tem (Thompson 1967). A consideration for an understanding is
found in organization theory (Hage 1965). This theory is
not a prescription for the orgaﬁizational process. It can
give the health care professional an understanding of organi-
zational behavior in terms of means and ends. This under-
standing will be relevant in the development of a hospice,
which is of concern to the citizens of the community. To
answer the concerns of these citizens, the information related
to organizational means and ends will be presented broadly.
This information will be addressed with sufficient scope to
understand that there is a problem. Accordingly, the re-
mainder of this chapter is divided into community develop-
ment, social-action principles and strategies, and those

factors that are an integral part of assessment.

40
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" Organizational Theory

Organizations can be seen as instruments for
achievement of social purposes. Organizations, as agents,
will be involved in efforts to achieve ends by the selection
of appropriate means that should be measurable (Argyris
and Schon 1978).

Hage (1965) listed four organizational means as
complexity, centralization, formalization, and stratifica-
tion. These concepts are defined as follows. (1) Com-
plexity is a division of work. Hage reported that an organ-
ization divides its work into jobs which are used to achieve
the ends of the orgarization. Complexity may be measured
by the number of specialties and the length of training.
Pugh, Hickson, Hinings, and Turner (1968) further defined
this area as the number of specialists suited for that func-
tion. (2) Hage's (1965) concept, centralization, concerns
the level at which the organization makes decisions. The
concept is measured by the proportion of members who are in
decision-making roles, such that the fewer who make decisions,
the higher the centralization (Hage 1965). Pugh et al.
(1968) agree that centralization is measured by the hier-
archical locus at which decisions are made, the existing
rules that limit authority of subordinates, and the frequency

which a procedure is reviewed. (3) Hage's concept,
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formalization, is measured by job definitions. Such defi-
nitions include the recording of role performance. Formal-
ization refers to the extent of the written evaluation of
the job function (Pugh et al. 1968). (4) Hage's (1965)
measure of stratification is in terms of how the organiza-
tion distributes its rewards. Stratification is measured
by the differences in rewards between the top of the organi-
zation and the bottom.

With Hage's (1965) means, organizations will accom-
plish specific objectives. The objectives are the ends.
Hage (1965) listed four organizational ends as adaptiveness,
production, efficiency, and job satisfaction, which are
defined as follows. (1) Adaptiveness is defined in terms
of the flexibility of the organization. The number of
new programs that are started in a given period of time
is measured. Pugh et al. (1968) listed adaptiveness as
traditionalism, but agreed with Hage's (1965) definition.
(2) Production concerns the effectiveness of the organiza-
tion. Production is measured by the increase in volume of
a product or service in a given périod of time. (3) Effi-
ciency is the cost of the product or service. Efficiency
is measured by how much more or less money is used in a
given pericd of time. (4) Finally, Hage's (1965) job satis-

faction is the morale in the organization. Job satisfaction
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is measured by the number of new workers who have been
hired in one position in a given périod‘of'time;

Hage (1965) felt that these organizational means
and ends represent primarily what the organization does.
These eight variables are formal characteristics of an
organization. FHage felt that a major consideration in the
choice of these variables was that they be general enough
to be applied to any organization. Nadel (1957) noted
that such formal characteristics are on a higher ievel
of abstraction, and that they allow much greater gener-
alities than content categories. Hage (1965) reported
that there are three additional advantages of formal
characteristics. These advantages are as follows.

(1) Formal characteristics can differentiate between
different organizations with similar objectives as well as
to indicate similarities between different organizations
with different objectives. (2) Formal characteristics

are not time specific or culturally bound. (3) Because
formal characteristics are independent of time and culture,
they are useful in the evaluation of organizations.

Hage (1965) developed with his means and ends a
theory, an instrument of prediction. With the use of this
theory, multivariate analysis may be performed to study
systematically the relationship of each variable to one

another in the development of an organization.



44

Hage (1965) reported that the theme central in his
theory is the idea of functional strains. This dynamic,
which is organizational behavior, functions such that an
increase in one variable results in a decrease in another,
or the maximization of one social means results in the
minimization of another social means (Blau and Scott 1962;
Parsons, Bales, and Shils 1955). This dependence of one
variable on another is not new (Blau and Scott 1962). Hage
(1965) specified which variables are in oppositions, as
listed in the Appendix.

Hage (1965) bases much of his work on the writing
of Weber (1947), Barnard (1964), and Thompson (1961). Hage

(1965) formulated seven propositions from these three

authors' works.

Weber (1947) centered his work on the structure in
a bureaucratic framework. This framework is a system of
rules and procedures which are controlled through official
positions. These positions are the hierarchy arrangement.
Weber (1947) reported the efficiency of bureaucracy was
demonstrated by better discipline4and control of role per-
formance. Weber (1947) further duscusses formalization of
the job results in the development of an expert in a limited
area. This results in greater efficiency in performance with
fewer errors. This combination of centralization, how

the organization makes decisions, and formalization,
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well-defined jobs, are derived from Weber's (1947)
variables. Hage (1965) combined two means, centraliza-
tion and formalization, with two ends, production and
efficiency, and then formulated his first three proposi-
tions as listed in the Appendix.

Barnard (1964) was interested in facts relating to
status systems. His work concerned the reporting of an
organization having different levels of leaders and followers.
Motivation to work hard ;esﬁlfed in increased production be-
cause of more effort. This increase of production satis-
fied the man at the top but not the man at the bottom of
the hierarchy. Barnard (1964) reported that lack of satis-
faction from the man at the bottom built in failure because
of the limited number of jobs at the top. This status
system of the hierarchy reduces mobility and results in
reduced job satisfaction. Barnard (1964) also noted that
this stratification, reducing the rewards between the top
and the bottom, reduced adaptiveness, the number of new
programs started. Hage (1965) combined Barnard's (1964)
work with his variables; one means, stratification, and
three ends, job satisfaction, adaptiveness, and production,
and then formulated his fourth, fifth and sixth propositioné
as listed in the Appendix.

Thompson's (1961) work noted the proliferation of

specialists in an organization was having an undermining
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effect on the authority of the hierarchy. To make decisions, .
the‘hierarchy must consult the speéialists. The specialists
have the power to give or withhold information. This power
increases the possibility of loss of control. The spe-
cialists have access to information and can cut across lines
of authority. Thus, the increase in complexity results
in decentralization. Hage (1965) combined these two means,
complexity and centralization, and then formulated his
seventh proposition as listed in the Appendix.

Hage (1965) assumed that his four means and the
four ends could be used to derive additional hypotheses.

He applied the rule of sylldgism and formed twenty-one
corollaries as listed in the Appendix.

Hage (1965) believed that there are limits to how
much the organizationai leader can emphasize organizational
end over others. The limits of each of the means and ends
is expressed in his eighth proposition as seen in the
Appendix. The actual limits will require additional re-
search. Understanding of organizational dynamics should be
achieved if the relationship to organizational means and
ends are known prior to development of an organization.

This understanding will give the health care professional

the needed tools with which to work within the community

development process.
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.VHiStory,and'Background

The community organizationél process is a means
by which people recognize and protect their own lives
collectively. They identify their needs and find resources
to meet those needs (Ross 1970). The technique of com-
munity organization has been utilized in various programs
around the world so indigenous people can influence their
own community members to solve problems (Rothman 1974).

Community organizational process was originally
perceived by society members as a form of charity. The
process called for the involvement of the affluent to helb
the poor. Case workers gained involvement by assisting
the affluent,‘then gained responsibility for direct service
to the needy. At this point, the impoverished became in-
creasingly less visible to the upper class. The original
community organizational practitioner began working with
the privileged members of the community to coordinate and
plan various social services without respect to the total
needs of the community. It has been only within the past
few years that the community organizational worker has
begun dealing with the entire spectrum of the community
(Arstein 1970).

Help from the community organizational worker is
not always welcomed. The practice of imposing projects,

even in emergency situations, comes into a great deal of
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criticism. People in the local community may not always
recognize the project as an emergency. The indigenous
citizen of the community has lived With the situation and
has adjusted to his practices and ideas in relation to his
perceived needs (Rothman 1974; Ross 1970).

There is an increased appreciation for the value
of indigenous plans because of this adjustment. This
recognition successfully works through problems that will
increase the community's capacity to deal with other prob-
lems. This plan implies, and is true, that a community may
develop a problem-solving technique in dealing with one
problem that may be used for other problems (Rothman 1974;
Ross 1970).

Ross (1970) advised that people who desire change
and have problems will facilitate change. To seek change
by imposing ideas on a community is poor technique. If
there is no desire for change, the project that is facila-
tating change may not fail but will at best struggle.
Support is the key ingredient to this change. Those people
who make up the group, who share this common interest, and
support or oppose these interests make up the community.
This community may go through a process of identifying its
needs and objectives, focus on these needs and objectives,
and work through to a solution (Rothman 1974; Ross 1970).

Rothman (1974) and Ross (1970) both agree that the
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community-de?elopment model and thé social-action model
are basic approaches the community can use in the communi-
ty organizational process to work through to a solution.
These two approaches are not exhaustive of the potential
possibilities but do describe the phenomenon of the pro-
cess of community change.

Community Development: Principles
and Strategies

Ross (1970) felt the change should be a slow pro-
cess with few conflicts between groups in the community-
development approach. There should be an integration of
needs of individuals in the community. Rothman (1974) re-
ported approaches such as this would assess the needs as
seen by the consumer. The community's indigenous leaders
are used in this attempt to fit change into existing social
structure by using basic principles. Power is gained from
using the indigenous people, thus avoiding becoming a threat
to the community. The existing power structure is integrated
rather than confronted. The goals are to problem-solve and
have people participate (Rothman 1974; Ross 1970). Selig
(1975) agreed with this means. He discusses five basic
principles, and explanations are as follows. (1) Understand
the culture of the consumers. The health care professional
needs to understand the attitudes, values, and orientations

of the community before any planning or program development
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can take place. Understanding gives insight into the com-
munity members' felt needs. What kinds of structures cur-
rently exist in the community, where the power is located,
what kinds of communication patterns exist, and who the in-
digenous leaders are who will be involved in the program is
of primary importance. (2) Meeting the felt needs of the
community members is the second principle. The consumer
needs to feel commitment and have desire for the program it-
self to see potential rewards. Without rewards, the likeli-
hood of consumer participation and help will be minimal.
(3) Using indigenous people is the third principle. People
who are part of the communityv are more likely to understand
culture and be accepted by other community leaders. This
principle does not imply that evervone in a program neces-
sarily needs to be indigenous. It does mean that a program
which totally ignores the community‘members, especially its
leaders, is likely to fail. (4) Fourth, communicating en-
thusiasm about the process, tasks, and objectives is essen-
tial. Projects without commitment are probably less likely
to succeed than a second rate plan that is pursued with en-
thusiasm. (5) Fitting the program into existing structures
is the fifth principle. It is much easier to use existing
resources rather than to create a new set of resources. New

programs and attempts at organizing are seen as being alien to



existing programs."’These programs and attempts at
organizing can be seen as a threat and are often sabo-
taged by the very people who .could beneflt from thelr y

SR B

1mplementatlon. The health care profe851onal must keep in! ,ﬁ

mind multiple goals in order to develop a program. ThlS

is done so that the needs of. the consumer can belmet ““u\ffh?

Utilizing ex1st1ng resources also helps decrease duplrca-«d
tion of serv1ces which should be recognlzed as wasteful
In the case of hospice, utilizing ex1st1ng health care
fac1llt1es and home health agencies may be cost effectlve.
Dunham (1963) and Goodenough (1963) added assump—
tions and pr1nc1ples regarding communlty development to,
Selig's (l975)»llst. " These assumptions and pr1n01p1es are
as follows: (l) a program of community development should
be dynamic'and'based on fact with-objectives, sound organiza-
tion, carefnl planning, and flexibility; (2) a self-help
‘approach is basic- to'community ‘development; all technical
assistance should encourage -self-help; (3) voluntary coopera-
tion is the,key‘to‘effectiVe community development; (4) the
development of attitudes of self-direction and cooperation.
are as important as specific accomplishments; (5) community
development should be an educational process; (6) the commu-
nity should have as much freedom and self-determinationas
the law allows; (7) participation of:all groups is

important; (8) the community development process will be



52

democratic; (9) the community-development model requires
creative dynamic leadership participation; (10) the
community—development model requires trained personnel; and
(11) the health care professional must view the community
as an equal and speak their language. The health care
professional functions best when he is able to link into
local customs, beliefs, and practices. He becomes
intimately familiar with the emotional aspects of the
culture because he may be changing health attitudes and
etiquette. The health care professional also becomes
aware of the economic and social organizations such as
those of work, politics, leadership, and family patterns
because they are emotional aspects of the culture (Ross
1970). |

Insight into tﬁe culture can be obtained from
Mead (1955). She studied various cultures. The purpose of
her study was to form an understanding of these cultures so
that change could be examined. One of her assumptions was
that each culture is-'a systematic and integrated whole. A
change in any one part of the culture will result in changes
in other parts. Because of these possible changes, the
health care professional should be cognizant of principles
she recognized. Mead's (1955) principles are as follows:
(L) the health care professional must recognize his own

cultural bias; (2) he should remember that beliefs and
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attitudes of the community have fuhctions and purposes to
serve; (3) he examines each change from the point of view
of the community; (4) he avoids master plans because in-
terdependencies of culture make prediction of response
difficult; (5) he is cognizant that change produces stress,
emotion, tension, and possible loss of identity; and (6) the
health care professional recognizes that frustration usually
follows incompatibility between some old methods and some
new methods.

Dunham (1963) felt it was important to understand
Mead's findings when working with the community development
process. Reinforcement of Mead's beliefs was also docu-
mented by Paul (1955). Both researchers felt health must
be viewed from the perspective of the client. The health
care professional knows all the health practices of the
community's culture. Warren (1965) felt the health care
professional must be aware of attitudes and expectations
of the community. Additionally, he felt that the strate-
gies used to organize a community deals with certain com-
munity health practices and cultures while utilizing the
principles that follow: (1) the health care professional
comprehends the felt needs of the people of the community
to fit programs into existing community structures when
possible; (2) he needs to be committed to the process

and objectives of the préject; and (3) the health care
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professional becomes acquainted with those who are
leaders in the community. Once these respectable citizens
are found, interested people in the community meet together
to discuss their medical needs. The health care professional
can help develop a cohesive problem-szolving atmosphere for
the group once the discussion starts. At this point, the
process in developing a health resourée becomes the effort
of those people who are working together. The process is
one that will develop communication, better listening, and
sense of accomplishment when concrete gains have been made.

Power and competency over the ability to influence
their community will be felt by thése involved in the prob-
lem-solving process. The health care professional remem-
bers his role and does not abandon being that of a catalyst.
Success can be obtained if leadership, direction, and respon-
sibility emerge from this process to the indigenous people
of the community (Ross 1970).

Another proponent of coﬁmunity development was Piven
(1966). He wrote of positive uses of citizen participation.
Participation can be used to increase the effectiveness of
policies, to increase the potential benefits of programs,
or to promote health. Piven (1966) suggested a means that
would foster participation. His basic idea behind citizen

participation is that people should be involved in decisions,
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policies, and programs that affect them. Citizen participa-
tion is the key to effective programs by using the community
development model. Selig (1975) suggested that success of
policies and programs are enhanced when the consumer is
involved in the planning and implementation stage of a pro-
gram like hospice. Piven (1966) felt the means that would
foster this participation is a task-oriented self-help pro-
gram. Self-help programs are associated with possession
of scientific information (Paul 1955; Piven 1966; Spicer
1952). This type of program is more popular in the United
States than other countries of the world (Spicer 1952).
Paul (1955) supported self-help. He felt that people who
did not participate were less likely to change. Spicer
(1952) describes this group as several people who orgaﬁize
themselves around a particular issue without the aid of a
professional. They are the advocates of the self-help
approach. They are the people who have a common, shared
problem, and hope that through their organization they
will be able to help themselves and others. Common examples
are Alcoholics Anonymous, Parents Without Partners, and La
Leche League (Paul 1955; Piven 1966; Spicer 1952).

Caplap (1974) also emphasizes the importance of a
self-~help group. He described it as a "health-promoting
force." This group represents a person-to-person social

level which will assist people in mastering challenges and
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strains of their lives. An examplé Caplan (1974) reported
was a New England community that carried out a self-help
project to meet a community health need. Systematic obser-
vation, recording, and interpretations were made showing
how these people reacted to decisions, their plans, and how
their action on programs was initiated and carried out. By
keeping this information, he knew this method was effective
for a small group of people to organize and act on their
specific problem. Caplan (1974) felt this tvpe of group
usually develops a strong sense of solidarity and a strong
sense of belonging. This sense of belonging is important
in the community-development approach (Rothman 1974;

Ross 1970).

Social Action: Principles
and Strategies

Ross (1970) stated some feel that the social-action
approach to community organization is at the opposite end
of the spectrum from the community-development model. He
did not feel this is so. He further stated the goals are
similar to community-development model--both problem solve
and have people participate. The approach by the social
actionist to these goals is more revolutionary rather than
evolutionary. This social-action model accentuates the
building of a new organization. One group is organized
to change another. It is through this organization and

recognition of opposing views that a community becomes
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cohesive. The social-action approach assumes change is not
possible without a difference in power. The power comes
from a group effort meeting the felt needs that are shared
by the pedple in the community (Rothman 1974; Ross 1970).

One of the best known advocates of the social-action
approach is Saul Alinsky (Sanders 1966). Alinsky believed
that power is the key to change. Alinsky also believed
power should be obtained th;ough organization and obtaining
a consensus on an issue.. The lack of care for the dying is
an issue about which something can be done and an issue in
which a consensus can be obtained (English 1979). Moreover,
Cohen (1979) felt that this lack of care is an issue that is
controversial. Controversy makes it easier for the social-
action approach. The organizer will have conflict and the
rearrangement of power will be achieved when a consensus is
obtained (Sanders 1966).

Ross (1970) advised that when conflict is present,
the next step is to obtain leadership. Alinsky (1946) dis-
cussed the importance of leadership in connection with this
social-action approach to community change. Alinsky's idea
of indigenous leadership is very similar to the idea of
citizen participation. The people themselves are the only
ones who can build a "people's organization." Alinsky
(1946) believed the only way people can express themselves

is through their leader. He felt without the support of an
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indigenous leader, an organizational venture will not

work. Indigenous leaders are the only real representa-

tives of the community. They must go through a process

that allows the community to get together, talk, and reaéﬁgﬂ

a common agreement. Ross (1970) felt formal leaders oftén&‘

fail due to inability to gain support of indigenous leadé?étf %

A common problem that arises is that the health care prd;”;’ﬂ

fessional judges leadership according to his own criteria

and evaluates what is good for the community by his own ff

standards (Ross 1970; Rothman 1974). Ross (1970) and |

Rothman (1974) both reported these standards are often

based on criteria very different from what the community .

would choose. W
This identification of these indigenous leaders'méy

be difficult. The indigenous leader usually is not known 3

by all involvedl Locating the leader requires intervieWing

and observation in the local setting. Alinsky (1946) felt

there is rarely a "complete leader." He felt that no one

person has a large following in every sphere of activity.

Rather, there are leaders in different areas of community

life: intellectual leaders, religious leaders, athletic.

leaders, and political leaders. A leader who is a partial

leader soon finds that his leadership will be tested in

many areas to see if his abilities permit him to expand in

the community. Sanders (1966) felt in developing a local

community organization, the role of the local community
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indigenous leader will be to represent fhe community and
carry the organization onward.

The local indigenous leaders are made aware of the
social-action approach. Levy (1968) felt this social-
action approach can take place without a direct conflict
but will not eliminate total conflict. The same basic
principles are to be used in both conflict approaches but
to a lesser degree in the latter. The target is still
change. A consensus of what the problem is must be obtained.
Participatién is crucial and strategies that are appro-
priate are chosen carefully. Levy (1970) felt regardless
of the strategies, direct conflict or not, the social-
action approach is needed to keep the prcblem of health

before the public continually as a means of assuring

public support.

Libman (1969) described Mobilization for Youth, a
project that was funded by the United States Office of
Economic Opportunity, as an example of social action. In
this project the work focused on help in a crisis situvation.
There was a lack of adequately trained personnel. Because
-of the nature of the issues there was a guestion as to
whether the organization made a genuine contribution to
the people's ability to handle a crisis. The workers of

Mcbilization for Youth decided that thev needed to begin

to produce institutional chaiige. They became advocates
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on behalf of their clients, leading confrontations with
city governments and landholders. The workers became con-
cerned with individuals and the community welfare. Voter
registration places were organized. Mobilization for
Youth attempted to change the community through and by
people who came to them with problems. Libman (1969) felt
this was a good example of an agency responding to the
demands and needs of a community through a social-action
model. Problems developed in trying to integrate all
members' efforts with the needs of the community. The
agency and people of the community used the social—action
model to put pressure on landholders, city officials, and
agencies to meet the community needs through power.

Ross (1970) stated conflict strategy of community
organization puts emphasis on obtaining this power. Arstein
(1970) promoted this concept that citizen participation
is pointless without a redistribution of power. He felt
there is a critical difference between going through the
ritual of participation and having the real power needed
to affect the outcome of the process. Citizen participa-
tion without redistribution of power is "tokenism." The
health care professional attempts to raise the conscious-
ness of the group he is going to organize. He raises their
consciousness by pointing out conflicts between the con-

sumers' goals and the whole community's goals. Increasing
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health services where many feel the service is adequate in
the case of hospice is an example. This is the methodology
to hold together the organization and to organize change
(Rothman 1974). It is the acquisition of power by the
people that will become the basis for the change as well

as a sense of competency and control over the community's
future if this approach is used (Ross 1970).

Assessment

Gathering information is an integral part of effec-
tive planning (Bruhn 1973). Blum (1974) defines assess-
ment as this information-gathering process. He further
states assessment regarding community cultures, values,
and standards are an essential part in determining
strategies for the planning process. Bruhn (1973) felt
an assessment was a continuous evolving process drawing on
the past and present to predict the future. Blum (1974)
noted that information obtained from assessment provides
an early warning sign of impending problems. Assessment
data should suggest intervention and provide a basis for
discovering the problems of the community (Bruhn 1973).
The health care professional should achieve knowledge
and expertise in assessment if he is to participate actively
in community planning (Reinhardt and Chatlin 1977).

Freeman (1970) understood the value of an assess-

ment. She advised that the health care professional may
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influence family, individuals, and community-level deci-
sions toward more effective health care, using assessment.
Blum (1974) agreed that knowledgeable participation in
community planning and action for these health care needs
will involve assessment. In developing a diagnosis of
the community, the health care professional uses planning,
evaluation, and problem analysis skills to complete a com-
munity assessment which is used to identify problems and
solutions for input into planning (Freeman 1970). Effrat
(1974) noted that a systematic assessment of interest
groups will assist the health care professional's focus on
-the community's characteristics and needs. She also noted
assessment may include aspects of the community which do
not appear to be related to health. Knowledgeable par-
ticipation would be impossible unless there is an under-
standing of the contributing agents that influence the
community. This can be done only if the health care pro-
fessional participates as he observes, assessing as he
affects changes (Freeman 1970).

When making chahges it must be understood that the
health of the community is influenced by many factors
(Blum 1974). Braden and Herban (1976) divided these
factors into geographic, demographic, and socioeconomic
characteristics. They further divided the socioeconomic

characteristics into social class, education, occupation,
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housing, physical and social environmenﬁ, political
structure, and resource availability.

The first of these assessment characteristics that
will be reported is the geographical setting. The bounda-
ries of a community, as well as the location, will have a
bearing on the health of the citizens. The climate also
affects the type of health problems prevalent in an area.
.Altitude, temperature, humidity, rivers, mountains, and
highways all can play an important part in the health of a
community (Braden and Herban 1976). The climate impact
affects the types of diseases and infections found in a
community, while boundaries such as mounfains and highways
affect accessibility of health services (Mausner and Bahn
1974). ZKark (1974) noted that all physical aspects of the
community are important in understanding where natural
groupings of people occur. He advised some services may
not be acceptable because of their being located in another
section of the community that is unfamiliar, hard to reach,
or undesirable. People in an area tend to move within a
certain boundary and do not move or travel to facilities
or services outside those boundaries.

The second characteristic reported is demography.
Reinke (1972) reported demography as a study of size,
territorial distribution, and compcsition of the population.

Bogue (1969) stated the populafion is made up of comporents
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of change. He listed the components as follows: fertility,
mortality, migration, marriage, and social mobility. He
felt these components determine the size, composition,
distribution, and health of the community members.

Understandingvthe relationship of health and
demography has special relevance to the health care pro-
fessional (Effrat 1974). The health is affected by growth
trends of the population, as well as change in age, sex, and
racial makeup of the commuhity (Braden and Herban 1976;
Bogue 1969; Effrat 1974). Have there been any changes in
the distribution of these groups within the community? It
may be that a section of the community has become an age,
sex, or rarcial ghetto. A concentration would affect the
community's needs (Bogue 1969; Effrat 1274). Braden and
Herban (1976) reported that the locations of these groups
are an important demographic condition for the health care
professional to note. There may be high-risk relating to
health. The demographic data regarding a high-risk group
may be of significant importance in evaluating the data
of an assessment for hospice or other health services
(Braden and Herban 1976; Effrat 1974; English 1979). The
percentage of people in each age group may have a bearing
on the health needs and priorities of the community. It
should be determined what tﬁe age group is so that priori-

ties in planning of services can be assessed. Mausner and
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Bahn (1974) felt that age is the most important determinant
among demographic variables. Mortality and morbidity rates
of almost all conditions show a relationship to age. Chronic
diseases increase as the age of the population increases.

Sex as a demographic variable has definite impact
on health planning. Death rates are higher in males than
females, but morbidity rates are higher in females (Mausner
and Bahn 1974).

Bogue (1969) and Mausner and Bahn (1974) stated the
ethnic makeup of a community is a variable that affects the
health of a community. Disease incidence is shown to differ
between racial groups. There is a question as to whether
this is related to race or socioeconomic conditions (Mausner
and Bahn 1974). Most diseases are reported in categories
of white or non-white. Non-whites have higher death rates
than whites in many classifications of age and sex. Examples
of this are hypertension, heart disease, cerebrovascular
accidents, and tuberculosis. All have higher death rates
among non-whites. However, arteriosclerotic heart disease
and cancer contribute to higher death rates in whites.
Braden and Herban (1976) reported it has not been determined
if the difference in health statistics of ethnic groups is
related to sociocultural, genetic, or environmental factors.
The interaction of these factors may be important to the

causes of some disease states. Ethnic groups may be a
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determinant of the response of an 1nd1v1dual or group to

an illness, pain, death, or dlsablllty (Kark 1974). These

factors may be vital in determlnlng the makeup of the cim;

population of the hospice (Engllsh 1979)

The third of the characterlstlcs reported 1s,h~f'm
socioeconomic. This third characterlstlc can be furtherfff
divided into six components. These components as llsted
by Mausner and Bahn (1974) are as follows- soc1al class,
education, occupation, hou51ng, polltlcal structure, and
resource availability. Tinkham and Voorhles (1972) felt
that this socioeconomic charactcrlstlc has a great lnfluence
on the health of the community. They reported that 50010—5
economic levels are differentiated by the degree,of pres— ”
tige, education, income, access;tocoroducts, residencef
and availability of services. Memberskof "claSs“fassociate
with each other more than otheramemhers ofva communityiout4
side their "class." This econoﬁlc‘reference must'nothbe
overlooked in relation to health care (Mausner and Bahn
1974). Where people live, work or who goes to school is
important. These considerations make‘up part of thef:
picture of the community (Kark l§74), This picturefﬁlll
include the first component social class. ”

Social class is a strong element linked to mor-
tality rates, physical and mental‘morbidity growth and:

maturation, and intelligence. The difference in health
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of various social classes has been linkéd to different
behavior patterns, fesources, and environment (Rark .1974).
Education, occupation, and locality are just a few
indicators of social class that have been used for measure-
ment. Kark (1974) reported that education should be in-
vestigated as a separate’component. He sﬁggested,as an
. example, sometimes poor nutrition is due to lack of money
to buy proper foods and not lack of education. Poor
nutrition could be attributed to ignorance as to what is
good nutrition, however, economic status and educational
levels have independent effects on health. A member of
the community may have little formal education and still
have good nutrition. Kark (1974) advised these considera-
tions make education a difficult component to weigh.

Mausner and Bahn (1974) reported that the third
component, occupation, can exert a profound effect on
the health of the individual, as well as that of the com-
munity. It can contribute to a large difference in
mortality and morbidity rates. These effects may be due
to exposure to extremes of stress, noise, chemicals, and
biological causes. Working with extremes are not the
only causes. Living near extremes will be just as
hazardous. Examples of these extremes are as follows.
Excessive stress may produce hypertension or a "stroke."

Chemical plants may cause the community to have increased
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lung.cancer. Controlling of animals and insects may be
beneficial or detrimental to one's health. All these
aspects contribute to the condition of the community's

health (Fox, Hall, and Elvebach 1970; Kark 1974; Mausner

and Bahn 1974).

Effrat (1974) reported on the fourth component.

There is an interdependence on the physical and social
environment. The physical environment includes water,

air quality, and transportation. The social environment
includes recreational facilities, quality of social planning,
and the stability of the population. Where a person is
living will have a great deal to do with the quality of

life and, consequently, with his health.

The fifth component is an individual's housing
conditions. This includes location, the state of repair,
insect or rodent infestation, overcrowding, and safety
factors. All have been linked to health problems
(Tinkham and Voorhies 1972). They reported certain diseases
are known to be prevalent in areas where the community has
problems in controlling their environment. This informa-
tion may be helpful when trying to gain support for a
health service. English (1979) advised communities with
large numbers of cancer patients are easier to organize

in faver of hospice, especially those whose homes are

necar chemical plants.
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The sixth of the socioeconomic factors reported
on is a highly developed'political structure. Rothman
(1974) and Ross (1970) felt this would be advantageous
to the community—-development model in a community organiza-
tional effort. They also stated that when agencies, facili-
ties, and services are not available and political structure
is resistant to change, then the social approach might
be best. It is important to know who the leader is in the
political structure and which -facilities are available.

The final component is the type aﬁd location of
resources. These are an integral part of a community health
or a hospice assessment (Blum 1974; Effrat 1974; Kark 1974).
Blum (1974) 1listed four categories of health resources as
important to assessment. These categories are health man-
power, other manpower, available tax dollars, and recognized
organizations. Examples of each are as follows: (1) health
manpower pertains to the number of physicians, dentists,
nurses, and others who are felt needed; (2) other manpower
describes untrained but available categories of workers that
are needed for non-medical care; (3) available tax dollars
pertains to the dollars needed for each skill, the money
that is available, and the source of money:; (4) recognized
organizations pertains to organizations that can be utilized

as a resource in the development of a hospice (Blum 1974;

Effrat 1374; Rark 1974).
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Kark (1974) advised once the data is collected
it must be used appropriately. See if there is a need for
health care as well as if the resources for development
are available. Kark felt the completed assessment data
points to clues and suggestions to existing problems and
areas of need in the community. The descriptive in-
formation is of no value unless an analysis of the
data is carried out to identify solutions to problems.
Buck (1967) reported the health care professional should
assist in the establishment of priorities. This is
dependent on findings during identification and analysis.
Once the identification and the analysis have been com-
pleted then it is time for the community leaders to
develop the organization for the needed health care

(Braden and Herban 1976).

Summary

This chapter discusses organizational tﬁeory,
community organization history and background, the prin-
ciples and strategies of two community organizational
approaches, and those factors that are an integral part
of assessment. Through understanding of Hage's (1965)
organizational theory, the health care professional can
see how means and ends of organizations interrelate.
Additionally, the health care professional can identify

the development of community organization and how
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community—-development and social-action approaches can
be used to develop a health resource. Finally, assess-—
ment factors that are needed in the development of health
resources are discussed. This information-gathering
process is an integral part of effective planning (Bruhn
1973). Assessment is needed to determine if resources
are available for hospice. The terms of assessment
presented for the present purpose is as follows. First,
there is geographical setting. This is the boundaries of
a community as well as the location of the community.
Altitude, temperature, humidity, rivers, mountains, and
highways are all factors that are to be considered in
the geographical setting (Braden and Herban 1976). Next,
there is demography. This is the study of the community
size, territorial distribution, and composition of the pop-
ulation. Fertility, mortality, migration, marriage, and
social mobility are factors that make up demography (Bogue
1969). Finally, there are socioeconomic characteristics.
This assessment factor is made up of social class, education,
occupation, housing, political structure, and resource

availability (Mausner and Bahn 1974).



CHAPTER V

DISCUSSION

Rothman (1974) felt that in the community organiza-
tional process, a combination of models is useful in the
formation of a program of action to answer health needs.
The health care professional becomes sensitive to the
mixed uses of techniques within a single project optimizing
their use as he develops objedtives for them. To do this,
the health care professional promotes community development
when there appears to be consensus regarding problems. He
promotes social action if services are not available and
there is resistance to change. He uses blending, mixing,
and a phasing in or out relationship when it appears neither
of the models will be completely right. A given project
may begin in one model and then at a later stage move into
another to produce the best results for health planning
(Ross 1970; Rothman 1974).

Planning for health at the community level can be
one way to promote community participation. Since the
early years of this century, many voluntary health interest
agencies have worked at reducing the incidence of specific
disease entities by developing treatment and prevention

programs. Some of these agencies chose to become less

72
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fragmented and combined efforts. These agencies moved

away from the emphasis on reduction of disease incidence

and moved toward planning for health care, giving considera-
tion to manpower, facilities, economies, education, and pro-
motion of health. This attempt to consolidate planning
efforts under a central agency resulted in the development
of the United Way in 1918 (Reinke 1972).

As can be seen, planning is not new, but citizen
participation in the planning is new. The role of commu-
nity organization in planning is to assure that persons
affected by new programs are involved in determining what
and how they are implemented (Alinsky 1946). With the
enactment of the comprehensive Health Planning Act (PL 89-
749), health planning was authorized at the community
level (Miller, Schuh, and Méore 1978). It was acknowledged
. that problems real to the community are not understood as
urgent by the outside planners, and that planning is
appropriate if input is received from the community which
the planning ultimately affects.

Even when the plan for a new health service has
been implemented by the indigenous citizens, there still
are problems. Individuals and groups concerned about a
new -health service assume their concern is widely shared
throughout the community. This assumption is not valid

in the case of hospice (English 19792). Local health
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providers often do not recognize the existence or extent
of the problem. Everyone in the community is not
experiencing equal difficulty in obtaining care for the
dying. In fact, some citizens do not know what a hospice
is and do not care whether or not it is provided. Bonneau
(1979) advised that these possible different viewpoints
suggest that all members of the community are not experi-
encing the lack of adequate terminal care with the same
sense of importance or urgency.

Recent experiences by some hospice groups in a
number of areas indicate that a community lacking hospice
care will face problems in resolving the situation (English
1979). Concerned citizens are surprised and discouraged
to learn that many people just do not care. They are not
informed enough to make a decision regarding care for
the dying (Bonneau 197%9). More importantly, the people
who first become aware of the problem usually do not have
technical knowledge or sufficient resources to devise
and implement an appropriate solution to the care of
the dying (English 1979).

Substantial work will be required to move from a
small initial perception of hospice to a community-supported
resolution of the problem. A first step is to use the com-
munity development model to gain support of various

recognized community groups and individuals (Ross 1970).
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Variation in the nature and extent of support can
be anticipated. Some individuals and groups in the com-
munity will become eager and active‘participants; others
will not. Some less concrete endorsements from individuals
or groups will provide passive support in addition to the
active support (Rothman 1974). Any kind of support is val-
uable in promoting hospice because efforts to develop a
solution to provide care for the terminally ill will be
difficult (English 1979).

An essential component in the community organiza-
tional process before activities get too disorganized is
.the establishment of a basic organizational structure. This
is dorne so that subsequent activities can be carried out

efficiently (The Primary Care Development Project 1976;

Ross 1970). Do not underestimate the importance of the
development of the basic organization. It allows the group
to keep track of its progress and develop a task oriented
and systematic approach to efforts. The establishment of a
formal structure will ease.the way for carrying out future
activities. The following six—point work plan, suggested by

English (1979) and in The Primary Care Development Project

(1976), will allow that structure to be created: (1) select
or designate members as officers with specific responsi-
bilities; (2) establish a schedule for meetings with

advance mailing notices; (3) prepare and follow an agenda
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for each meeting to keep discussions focused; (4) assign
responsibilities to members to promote continued interest
and involvement; (5) record minutes to keep track of prog-
ress, decisions, and assigned responsibilities; and (6) com-
municate activities and progress to the community. '

Certain basic skills are necessar? for the organizers
to build and maintain a successful organization in addition
to thg establishment of this basic structure. Leavitt (1970)
suggests that these skills ihclude the ability to motivate
people, focus discussions, set priorities, assign tasks,
delegate responsibilities, and follow through on decisions.
Initial efforts may falter or fail without these skills.

When the basic organizational structure is estab-
lished and meetings are functioning smoothly, it is essential
to assess and document the existence of the need for hospice.
An effective method of creating an awareness is to provide
the data gathered in an assessment such as geographic,v
demographic, and socioeconomic characteristics of the commu-
nity being organized (Blum 1974; Bruhn 1973; Reinhardt and
Chatlin 1977). This information will call attention to what
.seems to be current care for the terminally ill patient.
Specific data regarding case studies and what other commu-
nities are doing for terminal care will create questions

regarding what the community is doing for the dying. Many
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of the answers can be obtained along with assistance from

the community health systems agency (The Primary Care

Development Project 1976).

English (1979) advised that the documentation of
the need for hospice is difficult to obtain even with
health systems agency assistance. The original level of
community awareness will determine the extent to which ad-
ditional documentation is needed to convince others of the
importance of hospice (Plant 1977). There is a difference
between the perceived needs of the community members and
the actual needs of the community (Ross 1970). Some citi-
zens feel that the difficulty in securing care means it is
not needed. Careful examination of the assessment data
should give the health care professional the information
so that he can facilitate the organization of members into
an appropriate solution (Blum 1974).

The basic organization and those with whom the mem-
bers have been in touch is to be objective. They seek a
common understanding of what effect a hospice will have on
" the community. If evidence supports the need for hospice,
the next step is to gain more community support (English
1979).

To gain additional community support, additional
awareness is a necessary step. Some of the effort is made

while gathering information. The next step is to enlist
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as many people as possible who are invol&ed in community
affairs and who are also influential citizens. The people
to identify and contact are those with recognized positions
of influence. It is these indigenous leaders who may affect o
the health care system and who have access to established
community groups. They are intellectual leaders, religious
leaders, athletic leaders, or political leaders. Their in-
volvement needs to be active. The first contact is made in
an effort to keep them aware of hospice. Additional con-
tacts are made to continuously make them aware of the ac-

. tivities and utilize their support. A list of these influ-
ential citizens are drawn up, and group members are assigned
the responsibility of contacting each for their support

(English 1979; Ross 1970; Rothman 1974; The Primary Care

Development Project 1976).

Each person contacted is given the background of hos- -
piée, documentation of the need for hospice, and an invita-
tion to support and participate in the group's effort to
establish a needed health care service such as hospice.

Ask for suggestions; are there others whom should be con-
tacted? If certain names are mentioned over and over, there
are others who need to be part of this group. A special
effort is made to contact and gain their support (Bonnéau
1979).

In addition to leaders of the community, consumers

of the health service are part of this group. Those people
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who are terminally ill, their families, and those who did
not have hospice care, but could have used it, are made
members of the group (English 1979).

Further>community support can be obtained by re-
porting to all major organizations the progress by news-
letter. Have group members serve as speakers to local
civic clubs énd organizations. Cite data such as case
studies where there was neeq for hospice. Another effec-
tive technique is to relate the hospice problem to the goals
of each organization or club. Ask each 6f these organiza-
tions to appoint a representative to the hospice group.
Establish contact with the local radio, TV, and newspaper.
Brief them on the group's concerns and activities. Let
them know of the case studies. If the needed community
support has been obtained, the group for hospice is able to
hold a community-wide meeting open to the public and the
press. The program is planned so that there is good atten-
dance. Have encouraging individuals to explain in their own
words how they have experienced the need for the hospice.
Documentation about the problem is,presented and discussed.
This kind of meeting is an important oppbrtunity to increase
support for hospice. This meeting is not approached casu-
ally. It must be well-planned and handled correctly, an

agenda must be followed, minutes recorded, and progress
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communicated to the community (English 1979; The Primary

Care Development Project 1976).

At this point, the interest and support are gener-
ated so that membership is representative of the entire
community. This group will assume the responsibility for
the development of an acceptable and functional solution to

care for the dying (English 1979; The Primary Care Develop-

ment Project 1976). Many of these steps that will be used

to form this new group into a’' functioning unit were used in
formulating the original group. These steps suggested by

English (1979) and The Primary Care Development Project

(1976) are as follows: (1) identify individuals among sup-
porters who are willing to be working members; (2) keep in-
fluential members of other organiéations informed and active,
and appoint these people to serve on committees when pos-
sible; (3) seek individual members to represent portions of
the community not yet represented; (4) formalize the organi-
zational framework; (5) incorporate as a not-for-profit or-
ganization; and (6) appoint an executive committee if the
organization becomes too unwieldly ‘to ﬁandle business.

This group will consist of individuals who have not
previously worked together. It will take time for them to
develop a group identity. This identity is important as a
cohesive factor (Ross 1970). Elements that may effect the

length of time for a group to be cohesive and work as one
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were reported on by The Primary Care Development Project

(1976). These factors are as follows: (1) the size of the
representative group; (2) the extent members have known each
other previously; (3) the skill of the chairman focusing ac-
tivities and discussions; and (4) the skill of the chairman
to encourage participation. Once the group has developed an
identity of its own, a goal is to get at least one recog-
nized community organization to endorse hospice. This rein-
forces the legitimacy of the movement within the community. |
This encourages public support and accepténce of the recom-
mendations that emerge from the group's effort. This rela-
tionship establishes a responsibility for solving the problem

of caring for the dying (English 1979; The Primary Care

Development Project 1976).

This group then needs to address its educational
needs. All members of the group do not share the same
amount of knowledge about the dying. Subjects that the
expanded group find of value are financing care, statistics
about who the patient is or where he comes from, and legis-
lation that will affect the developmentlof hospice (English
1979). All members are not expected to be experts. Lamer-
ton (1976) advised to make members aware of new developments
and to give each a basic course in the fundamentals of hos-
pice care. This on-going education is necessary to enable

the group to understand the problems faced convincing the
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community of the validity of the project, and find an appro-

priate and viable solution to their problems (The Primary

Care Development Project 1976). More educational needs can.'fV"

be obtained if a dialogue with the community is maintained.v‘f
This flow of information will be used to (1) gain and main-
tain acceptance of hospice and establish an identity for

the group within the community; (2) provide a channel for
continuing community input into the planning efforts;

(3) create awareness and be able to respond to potential
obstacles to the implementation of hospice; (4) explore fu- -
ture resources; (5) lay groundwork for more active support;  
and (6) provide the objectives toward which the hospice group
works. English (1979) suggested activities that make these
objectives a reality. These are similar to what were de-
veloped in formulating the initial group. Those activities
are as follows: (1) develop a mailing list of persons and
organizations who will be regularly notified of the group
activities; (2) publish regular press releases covering the
activities, objectives, and progress; (3) hold open meetings
to develop more community awareness; and (4) schedule mem-
bers of the group to speak at various organizational meetings.
English (1979) advised the scheduling of members to speak

to organizations will be the most important project. He

felt hospice will change attitudes in the community on how

health care is to be delivered. English (1979) further
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advised that all attitudes will not shift corpietelyktofv
pro-hospice. It will be because the hospice program w1ll be‘Wf
in direct conflict with the interests of some 1nd1v1duals.
The individuals who are in direct confllct are not-
to be forgotten or ignored. A social-action apprpach to
the problem will assist the organization at tﬁiswﬁeght;~
Point out the conflict. Tell the community what 4-he opposi-
tion's reason is for opposing health care for the dylng.
Use the conflict to the advantage of the pro—hpsplce‘group.
With this planned effort, the organization will gain a sig-.
nificant following. The next step is evaluating and syn—
thesizing assessment data so that a program geared to the
community's needs will be developed (English 1979{ ROSS 1970;

Rothman 1974; The Primary Care Development Project'1976);

The evaluated and synthesized data will‘ihdicatejif
funds will be limited. The representative group evaluates
and modifies expectations as it moves toward achievement of
program objectives according to resources available. The’
ideal program may not be practical considering what the com-
munity can affort. English (1979) advised to decide what
the services are to be as soon as possible. Even though a.
program is agreed upon, it may be subject to change if re-
sources are not available. The program plan is an organized
set of specified components covering the following: .

(1) service to be provided; (2) who will provide the service;
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(3) how it will be delivered; (4) how it will be financed;

and (5) the role of ongoing community involvement (The

Primary Care Development Project 1976). This program

plan is not a simple step. This process will take many
hours of discussion and revision of all plans. Expectations
of all members of the group will not be obtainable. It is
important to review expectations of hospice with the group
so a list of services wanted can be weighed agains£ available
resources. There are necessary services and desirable ser-
vices. This step will move from the ideél to the practical.
All data is considered then reconsidered to determine what
type of a hospice the community can provide. Will it be a
free-standing, free-standing with a hospital affiliation,

a special unit within a hospital, a hospice team within a
hospital, or a home care team? The acceptance of the major-
ity of people in the group is essential if the program plan
is to have a chance to succeed. Obstacles will appear, but
the program is responding to expressed needs of the majority

of the community (English 1979; The Primary Care Development

Project 1976).

Some of these obstacles include finding answers for
funding, licensing, and accreditation (Affeldt 1980; Brooks
1980; Cohen 1979). In the community there are answers to
these problems. The answer is intervention by a trained

community organizer who can problem-solve and help identify.
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these answers as he assists in the development of hospice
(Rothman 1974). If the problems are to be solved within
the community, the citizens will be part of the solution
(Phillips 1968). The process used by the community is com-
munity organization. It is the means by which the citizens
of the community can recognize and protect their own values
(Ross 1970). It is not a panacea, but it is a method that
will work (Ross 1970; Rothman 1974).

Conclusions

7] :‘/ Lot
) Wb

guide for the health care professional that will give Wim’ "~
an understanding of hospice, community organization, and
the organizational tasks needed in the development of this
new community health resource are answered iﬁfgﬁree areas.
Those components are as follows. First, the history of
hospice, types of hospice, operational needs, criteria for
admissions, symptom control, and understanding grief were
provided. Second, the information related to community
organization——coﬁmunity development, social-action principles
and strategies, organizational theory, history and back-
ground of community organization, and the explanation of
assessment factors--was discussed. Finally, the information
that was provided in the discussion, that integrated hospice

and community organizational .information, completed the task

needed for understanding the development of hospice.
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The amount of material available is copious re-
garding hospice and community organization, but there has
been very little written on thé organizing of a hospice.
Because of this, the literature review regarding organiza-
tion was taken from areas of development other than hospice
and then adapted.

The material available does not reflect that a
hospice is only as good as ;he service it can provide
(Conen 1979; English 1979; Lack and Buckingham 1979).
Cohen (1979) felt that a hospice should strive to meet the
highest standards possible within its financial and legis-
lative restraints.

The health care professional ?articipatfng in a
hospice program has the responsibility of providing physi-
cal, psychological, social, and spiritual support to the
dying and to his family. This support can be supplied if
special training to cope with death and dying is learned

(Dunlap 1978; Lack and Buckingham 1979; Lamerton 1976;

Plant 1977).

(o
Analysis of the literature indicated in-addition--to

lack of material relating to the organization of hospice,
at least five other areas needed supplemental investigation.
Those areas are as follows: (1) what type and where is
death education being taught;. (2) what is the effect of

working with the dying on the health care professional;
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(3) how many hospice programs are needed for the total
population; (4) is there one or more groups, such as age,
sex, ihcome level, or particular diagnosis, treated more
effectively than others in a hospice; and (5) what is the
attitude of our lawmakers toward death and hospice? If
these areas are investigated, some of the answers to many

questions may be uncovered.
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THEORY OF ORGANIZATION

The eight wvariables

Variable Indicators

Organizational means

Complexity (specialization) Number of occupational specialties.
Level of training required.

Centralization (hierarchy Proportion of jobs that participate
of authority) in decision making.

Number of areas in which decisions
are made by decision makers.

Formalization (stand- Proportion of jobs that are codified.
ardization) Range of variation allowed within jobs.
Stratification (status Differences in income and prestige
system) among jobs.

Rate of mobility between low- and
high-ranking jobs or status
levels,

Organizational ends

Adaptiveness (flexibility) Number of new programs in a year.
Number of new techniques in a year.

- Production (effectiveness) Number of units produced per year.
Rate of increase in units produced
per year.
Efficiency (cost) Cost per unit of output per year.

Amount of idle resources per year.

Job satisfaction (morale) Satisfaction with working conditions.
Rate of turnover in job occupants
per year.
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I.

1I.

I1I.

Iv.

VI.

VII.

VIII.

The higher
The higher
The higher
The higher
The higher
The higher
The higher

Production

the centralization, the higher the production.

the formalization, the higher the efficiency.

the centralization, the higher the formalization.
the stratification, the lower the job satisfaction.
the stratification, the higher the production.

the stratification, the lower the adaptiveness.

the complexity, the lower the centralization.

imposes limits on complexity, centralization,

formalization, stratification, adaptiveness, efficiency,
and job satisfaction.
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DeriQed Corollaries

1. The higher the formalization, the higher the production.

2. The higher the centralization, the higher the efficiency.

3. The lower the job satisfaction, the higher the production.

4, The lower the job satisfaction, the lower the adaptiveness.
5. The higher the production, the lower the adaptiveness.

6. The higher the complexity, the lower the production.

7. The higher the complexity, the lower the formalization.

8. The higher the production, tﬂe.higher the efficiency.

9. The higher the stratification, the higher the formalization.
10. The higher the efficiency, the lower the complexity.
11. The higher the centralization, the lower the job satisfaction.
12. The higher the centralization, the lower the adaptiveness.
13. The higher the stratification, the lower the complexity.
14. The higher the complexity, the higher the job satisfaction.
15. The lower the complexity, the lower the adaptiveness.
16. The higher the stratification, the higher the efficiency.
17. The higher the efficiency, the lower the job satisfaction.
18. The higher the efficiency, the lower the adaptiveness.

19. The higher the centralization, the higher the stratification.
20. The higher the formalization, the lower the job satisfaction.
21. The higher the formalization, the lower the adaptiveness.

SOURCE: Jerald Hage, "An Axiomatic Theory of Organization,'
Admiuistrative Science Quarterly 10 (December 1965):289 -320.
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