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These principles have been prepared as an aid to those who
have initiated or are planning programs for the terminally
111 in delineating standards of care.

Dr. Krakoff, of the Vermont Regional Cancer Center, has diagrammed this
progression:

S'YTMPTOMS
WORK UP CURATIVE NO
DOCTOR s —
~ DIAGNOSIS ATTEMPT " RECURRENCE ™ CURE
DEATH )
RECURRENCE

/ SPECIFIC THERAPY

NONEURATIVE AIMED AT PROLONGING
TREATMENT » SURVIVAL

PROGRESSIVE
DISEASE

PALLIATIVE THERAPY

Krakoff, 1977
Vermont Regional Cancer Center X -
8-22-77 . 7
S

. It is important ‘to note that while we Comforters have been developing
palliative treatment, intenstive treatment for cancer has also changed. Early
diagnosis has become more reliable and the relative values of surgery, radia-
tion, and chemotherapy have been reassessed. There is increasing candor among
health professionals about what we know and don't know, and physicians are
coming to be expected to share what they know and to.share decisions with
patients and families. But as the document observes, health care services
customarily lack coordination and so the organizational structure must provide
links with existing health care professionals in the community.

During the two-year course of the Nurse's Study of the Dying Patient
(1969-1971) at Yale, our relationships with other agencies took place inform-
ally, involving many agencies on an ad hoc basis. In the case, ¢

17
Fyem

~\J



example, of Arturo Maestro it was done at a distance. The tertiary medi-
cal center was in one city, 40 miles away from the city where Mr. Maestro
lived. The visiting nurse, the private physician, the state welfare agent,
the Catholic social work agency and the community hospital were involved

in helping him to come home. The research unit staff in the tertiary medi-
cal center, which had worked sc hard to reverse the downhill cause of his
disease, was reluctant to see Mr. Maestro leave the hospital. They felt
that he had no chance on the outside, and that their hard work would go
down the drain.

There can be considerable strain between the two groups of caregivers
when a patient is shifted from curative treatment to palliative treatment
or from palliative treatment to intensive treatment. It manifests itself
in blame, guilt.and mistrust before and during the referral process. After
the referral, those taking on the care can feel abandoned by and estranged
from those who gave it up. Attempts to keep the relationship open often
generate resistance.

It is painful for caregivers who have put their hearts, souls, elbow

grease and reputations as experts into the care they know best, to turn
the care of the patient over to others with a different approach.

Before the study ended we f. .nd ways to ease the tension and curb the
withdrawal. Excerpts from the study illustrate how the patients, families,
and caregivers felt and their mutual need for understanding, support
information.

For example, Mr. Arturo Maestro did not have cancer, but he had had
extensive intestinal surgery: one-fourth duodenum, entire jejunum and ileum
as well as the ascending colon an” hepatic flexure had been removed. The
surgeon had faced a no-win decision during the operation when he found that
the blood supply to t! - intestines was cut Off by clots and caused the
intestinal tract to nccrose. '

For six weeks a devoted team of nurse, doctors and dietitians in a
clinical research unit maintained him on intravenous fluids well-laced with
electrolytes, proteins.and sugars, while they made repe ted attempts to
devise food that was palatable and digestible. Regula.ing his underlying ¢ -
heart disease, preventing dehydration, keeping electrolyte balance and
controlling diarrhea meant endless hours of work and ingenuity in finding
new approaches.
~  The team was in touch with space program re¢..carchers who were then pre-
paring foods for astronauts to use on their voyages. A formula was devised
to give Mr. Maestro a 1500-calorie diet consisting of fat in the form of
medium-chain triglycerides, carbohydrates as wheat starch flour, and pro-
tein in the fbrm of an amino-acid mix. It was gagging to smell, let alone
taste. Despite dietitians' imaginative efforts to mask the flavor, Mr.
Maestro couldn't keep it down, and vomiting was an added problem.

11y
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In the beginning, the staff had assumed that long-term survival was a
possibility, so they were very aggressive in attempting the change from intra-
venous to oral feeding. At the time of our first meeting around the referral,
the physician in charge said he had come to realize that: he is not going
to be able to do this successfully and the less we unnecessarily prolong his
survival, the better.

Attempts to solve the problem investigatively had come to a dead end.
This also meant that the number of days he could be cared for in a reasearch
unit bed had also come to an end. The social worker had already been asked
to find some setting where Mr. Maestro could have continuous intravenous
fluids. The only setting that would a¢cept him was one of two chronic dis-
ease hospitals in the state. The nearest was thirty miles from his home,
reachable only by private car.

As we were to discover later, time to take care of every detail is of
great importance. Time and working together is also needed to develop mutual
confidence, and additional strain can also develop when, in the end, the
treatment devised doesn't work.

The shoe was on the other foot when, five months later, Mr. Maestro
went to the doctor's office for his bi-monthly checkup. The doctor expressed
shock at how thin, dehydrated and jaundiced he had become. I felt acute
guilt. Mr. Maestro was then persuaded by his son and his private physician
to go to a tertiary medical center in another city for hyperalimentation.
His wife and son went on the train with him but then left him in that
strange hospital and strange city. He had a massive coronary attack and
died three days after ‘admission.

Then I was the one to feel angry at those who didn't understand him as
a courageous, fine man with a loving family he loved and for whom he cared.
In the ultlmate discharge note that came in the mail, the physician who cared
for him there wrote bitterly that he and the family had broken every rule
in the hospital, disrupted the ward and that, under the circumstances, the
heart attack was understandable. But they hadn't seen him, as we had,
getting the first look at his grandchild born in the same hospital where
he was a patient, presiding at the christening feast, or sitting in a deck
chair at his daughter's home in the woods, a spacious, solid, brick house
that he and his son-in-law had built with their own hands.

This close look at our own response to being on the receiving end of a
change in settings and treatment gave an unvarnished view of caregivers'
investment in the treatment of choice ana the feelings with which to be
dealt. From there on we had only one way to go: up. Sharing decisions,
giving support, pacing ourselves so that everyone involved could adjust,
overlooking rebuffs, enhancing up our competence, and admitting our own
weaknesses began to change the referral process from a battle to a
collaboration.
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ASSUMPTIONS AND PRINCIPLES
UNDERLYING STANDARDS FOR
TERMINAL CARE

Formulated by the International Work Group
on Death, Dying, and Bereavement

There is agreement that patients with life-threatening illnesses,
including progressive malignancies, need appropriate therapy and treatment
throughout the course of illness, At one stage, therapy is directed toward
investigation and intervention in order to control and/or cure such illness
and alleviate associated symptoms. For some persons, however, the time comes
when cure and remission are beyond the capacity of current curative treat-
ment. It is then that the intervention must shift to what is now often
termed "palliative treatment," which is designed to control pain in the
broadest sense and provide personal support for patient and family during
the terminal phase of illness. In general, palliative care requires limited
use of apparatus and techmﬂcgy,extensive personal care and an ordering
of the physical and social environment to be therapeutic in itself.

There are two complementary systems of treatment, which may often
overlap. One system is concerned with eliminating a curable disease and
the other with relieving the symptoms resulting from the relentless progress
of an incurable illness. There must be openness, interchange and overlap
between the two systems so that the patient receives continuous appropriate
care. The patient should not be subjected to adgressive treatment that
offers no real hope of being effective in curing or controlling the disease

“and may only cause the patient further distress. Obviously, the clinician
must be on the alert for any shifts that may occur in the course of a
terminal illness that make the patient a candidate for active treatment
again. Patients suffer not only from inappropriate active care but also
from inept terminal care. This is well documented by studies that only
confirm what dying patients and their families know first-hand. The follow-
ing principles have been prepared as an aid in delineating standards of
care for those who have initiated or are planning programs for the terminally

ill.
GENERAL ASSUMPTIONS AND PRINCIPLES
ASSUMPTIONS PRINCIPLES
1. The care of the dying is a 1. The interaction of these
process involving the n-eds of three groups of individuals
the patient, family and care- must constantly be assessed
givers. ) with the aim being the best

possible care of the patient.
This cannot be accomplished
if the needs of family and/or
care-giver are negated.
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The problems of the patient

and family facing terminal ill-
ness include a wide variety of
issues--psychological, legal,
social, spiritual, economic

and interpersonal.

Dying tends to produce a
feeling of isolation.

It has been the tradition to’
train care-givers not to be-
come emotionally involved,

but in terminal illness the pa-
tient and family need to ex-
perience the personal concern
of those taking care of them.

Health care services cus-
tomarily lack coordination.

A supportive physical en-
vironment contributes to the
sense of well-being of patients,
of families and of care-givers.

Care requires ~ollabora-

tion of many discipli‘.c: work-
ing as an integrated «'iaical
team, meeting for frequent
discussions with a common
purpose. '

All that counteracts un-
wanted isolation should be en-
couraged. Social events and
shared work that include all
involved should be arranged

so that meaningful relations

can be sustained and devel-
oped.

Profound involyéhent

without loss—6f objectivity
should be allowed and fos-
tered, with the realization that
this may present certain risks
to the care-giver.

.

The organizational struc-
ture must provide links with
health care professionals in
the community.

The environment should

provide adequate space, furn-
ishings that put people at ease,
the reassuring presence of per-
sonal belongings and symbols

of life cycles.

PATIENT-ORIENTED ASSUMPTIONS

AND PRINCIPLES

ASSUMPTIONS

There are patients for whom
aggressive curative treatment
becomes increasingly inappro-
priate.

The symptoms of terminal
disease can be controlled.

€2
O
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PRINCIPLES

These patients need highly
competent professionals,
skilled in terminal care.

The patient should be kept

as symptom free as possible.

Pain should be controlled in

all its aspects. The patient
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mus*. remain alert and com-
fortable.
Patients' needs may change 3. staff must recognize that
over time. other services may have to be
involved but that conti' ity
of care should be provided.
Care is most effective when 4. The terminally ill patient's
the patient's life-style is main- own framework of values,
tained and philosophy of life preferences and outlook on
is respected. life must be taken into account
in planning and conducting
treatment.
Patients are often treated 5. Patients' wishes for infor-
as if incapable of understand- mation about their condition
ing or of making decisions. should be respected., They
should be allowed full partici-
pation in their care and a
continuing sense of self-deter-
mination and self-control.
Dying patients often suffer 6. The patient should have a
from helplessness, weakness, sense of security and protec-
isolation and loneliness. tion. Involvement of family
and friends should be encour-
aged.
The varied problems and 7. Twenty-four-hour care must
anxieties associated with term- be available seven days a
inal illness can occur at any week for the patient and fam-
time of day or night. ily where and when it is
needed.
FAMILY-ORIENTED ASSUMPTIONS
AND PRINCIPLES
ASSUMPTIONS PRINCIPLES
Care is usually directed 1. Help should be available

toward the patient. In termi-
nal illness the family must
be the unit of care.

The course of the terminal 2.
illness involves a series of
clinical and personal decisions.

22

to all those involved--whether
patient, relation, or friend--to
sus;tain communication and in-
volvement. '

Interchange between the patient
and family and the clinical team
is essential to enable an in-
formed decision to be made.
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Many people do not know
what the process of dying in-
volves.

The patient and family
need the opportunity for pri-
vacy and being together.

Complexity of treatment

and time-consuming proced-
ures can cause disruption for
the patient and family.

Patients and families fac-

ing death frequently experi-
ence a search for the meaning
of their life, making the pro-
vision of spiritual support es-
sential.

Survivors are at risk emo-
tionally and physically during
bereavenent.

The family should be given
time and opportunity to dis-
cuss all aspects of dying and
death and related emotional
needs with the staff.

The patient and family

should have privacy and time
alone, both while the patient
is living and after death oc-
curs. A special space may
have to be pr?fided.

Procedures must be ar-

ranged so as not to interfere
with adequate time for patient,
family and friends to be
together.

The religious, philosophi-

cal and emotional compo-
nents of care are as essential
as the medical, nursing and
social components, and must
be available as part of the
team approach..

The provision of appropri-

ate care for survivors is the
responsibility of the team who
gave care and support to the
deceaséd.

-

STAFF-ORIENTED ASSUMPTIONS
AND PRINCIPLES ~

ASSUMPTIONS

The growing body of

knowledge in symptom control,
patient- and family-centered
care, and other aspects of the
care of the terminally ill is
now readily available.

Good terminal care pre-
supposes emotional investment
on the part of the staff.

PRINCIPLES

Institutions and organiza-
tions providing terminal care
must orient and educate new
staff end keep all staff in-
formed about developments as
they occur.

Staff needs time and encourage-
ment to develop and maintain
relationships with patients and
relatives.



3. Emotional commitment to 3. Effective staff support systems
good terminal care will often ’ must be readily available.
produce emotional exhaustion.

L R o
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THE HOSPICE MOVEMENT AS A HEALTH CARE REFORM !

Florence S. Wald, Zelda.Foster, Henry J. ngd

’ Copyf&ght© 1979, American Journal of Nursing .
’ Comgany. Reprinted from the American Journal .
of Nursing, October, Vol. 79, No. 10 - with i
permission.

In the last two decades public interst has brought abcut open discussion
of how death touches-all, the treatment and cure of the terminally ill, and
how patients and their families can be helped. Such concern and interest °
have led to the development of the health care reforin called the hospice move-
ment, which comprises an array of services--home care, special hospital
programs, and new autonomous institutions--to care for the'terminally ill.
The movement stemmed from increasing dissatisfaction with so much technologi-
cal care and so little concern for human beings with life-threatening and
life-terminating illness; it is searchlng for a unl;léh approach to life and
death -that will combine scientific medical knowledge with human and spiri-
tual concerns; and its character has been shaped by the vision, values and
skills of a few charismatic leaders and many committed followers.

As the movement continues to develop, interdisciplinary groups in a
variety of communities are launching new services, creating new institutions,
or revising existing services. In 1975, three institutions were giving carg.
Three years later, 78 were known to be giving care, and 213 others were
planning'services.1 More than 1,000 persons attended the meeting of the
National Hospice Organization in Washington, D.C., in October 1978.

But, however, enthusiastically the hospice movement has been endorsed
and however rapidly it has spread, it is not without its personal, profes-
sional, philosophic, and political problems; the reform has now reached a
critical stage. It will take both time and experience to formulate the
principles underlying this reform in health care and for the professionals
involved in it to develop the necessary expertise; the hospice concept
needs a solid base before it can be integrated into the established health
care system. Time is also needed to gather facts, consider and test alterna-
tive plans, and establish a sense of community within each setting.

Compounding the difficulties is the fact that hospice practitioners are
at risk of being distracted from their original goals by the vast army of
professional health workers, consumers, journalists, entrepreneurs, political
strategists, management consultants, and fund raisers who, suffused with zeal
and a sense of driving mission, have been drawn to the movement. In addi-
tion, the hospice movement must contend with the inertia of existing institu-
tions, as well as with the problems of governmental licensing and of finding
public and private moneys for capital and operational funds. It must also
develop a sound internal organization and a smoothly functioning relation-
ship with the other institutions in the total system.
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Finally, a balance must be struck between the ideals of the reform, on
the one hand, and political and economic realities, on the other, since the
way -the reform is eventually integrated into the hewlth care system will
determine its ultimate scope, quality, and longevity. As Max Weber has
pointed out, every reform begins with dissetisfaction with an - existing
system and the subsequent development of\idéas for a new approach.2 If the

_ ideas are to be kept alive, if a balance i to be maintained between ideals

and realities, then a tefsion must develop between the idealists who nourish
the ideas and the policy makers who institutionalize them.
)

THE BEGINNINGS

In the 19th century, dying and death were recognized as an integral
part of the life cycle, and both the immediate and the extended family were
closely involved.® But there was a gradual shift away.from this approach
and, until relatively recently in this century, health care in this country
has been characterized by sophisticated technology, high costs, and increas-
ing depersonalization. Control over personal fate has shifted from the
patient and the family to the institution.amd.its staffs--especially the
medical staff. Emphasis is on cure, not care; pathology, rather tlL.a people,
has become central. While at the end of the nineteenth century a few non-
profit and specialized institutions were founded to care for dying patients
who were indigent--among them the seven homes of the Order of Hawthorne
Duminicans, Calvary Hospital in New York City, and Youville Hospital in
Camuridge, Massachusetts--none of them challenged or involved the existing
care system. '

Gradually, however, a subtle yet marked dissatisfaction with prevailing
treatment surfaced and gave rise to the present hospice reform. Originally
conceived of as care of the terminally ill that included spiritual and
psychosocial help for patient and family as well as medical treatment, the
hospice idea has not only challenged customary attitudes but brought about
some changes in them. The rights and roles of patients, the responsibility
and accountability of caregivers, have been discussed and reformulated by
individuals, institutions, and professional societies. The prestigious and
powerful American Hospital Association, in its Patients' Bill of Rights,
has challenged the physician's "right" to witkhold an unfavorable or a poor
prognosis from the patient or to prescribe treatment without discussing
alternatives with patients. It is now realized that when the patient under-
stands the problems and helps in decisions, he can cope more ef fectively with
treatment.

The literature reflects this change. When The Meaning of Death--a
series of essays on death and dying written by anthropologists, philosophers,
psychiatrists and theologians and edited by Henry Feifel--was published in
1959, it marked the beginning of a new era when the subject of death would be
seriously studied.” Within 15 years the yield of a Medlar search on the
subject expanded from a few hundred to a few thousand citations. New socie-
ties concerned with terminal illness were formed, their members including
caregivers, social scientists, funeral directors, teachers, philosophers, and

) ey
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4
nonprofessionals who have learned through their own experience about the
problems involved with death and dying and want to share their ideas with
others. New Jjournals have emerged, and patients and families have now
established their own forums (Make Today Count, Widow to Widow, the Society
of Compassionate Friends) in order to support one ,another.

The first and most powerful impetus to the hospice movement was provided
by the work of Cicely Saunders and Elisabeth Kubler-Ross. Dr, Saunders,
founder and medical director of St. Christopher's Hospice in London, recog-
nized that the physical and social environment was as important a therapeutic
tool as expert medical management. Her profound belief in Chritianity
was her spiritual foundation, which she considered as important as her
expertise in medical practice.5

Similarly, Dr. Kubler-Ross, formerly on the faculty of the University
of Chicago Medical School, added a new dimension to the care of the terminal-
ly ill with her perception of the human response to imminent death as a ser-
ies of stages: denial, anger, depression, bargaining, and finally acceptance.
She has motivated many caregivers to work in this field, and her writings,
lectures, and clinical work have helped make the words "death" and "dying"
less terrifying. Her book, On Death and Dying, published in 1969, quickly
became a best seller and still sells widely."

A NEW KIND OF CARE

Today hospice is broadly conceived as referring to a kind of care for
the terminally ill and their families that can be given in a variety of ways
and under different kinds of auspices. 1In fact, five forms of hospice care
have now evolved: 1) home care services, 2) hospice teams in hospitals,

3) palliative care units in hospitals, 4) hospices with hospital affilia-
tions, and 5) completely autonomous hospices. The International Work group
on Death, Dying and Bereavement advocates a diversity of approaches in
providing care, as long as the basic principles that it has promulgated are
observed.’ The Connecticut Hospice in greater New Haven, 'for instance, is

an example of an independent hospice that now provides both home and inpatient
care.

The planning in one community, however, is not necessarily the planning
for another, since each community has to determine its own needs, resources,
and objectives, either in developing a new service or reforming an exis:
one.- Planning requires limits to be set, priorities established, and plans
orchestrated. Whatever form the service takes, relationships must be nego-
tiated and established with other health care services and institutions
in the region to assure coordination of effort and continuity of care, since
these ideals for care have to be implemented in the real world. An institu-
tion aimed at change needs freedom to carry out its ideas, but must also
engage in negotiation to secure the approval of regulatory agencies. The
urgency of the need to get funds and launch facilities invites compromises
and diverts eunergies from the processes essential in creating an organization
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that embodies the founders' principles. Thus, communication and a working
relationship between the idealists and policy makers are essential to keep
the reform viable.

That relationship in the hospice movement is now at a crucial point in
the United States, and an inherent problem of all reforms--the adversary
position of new ideas versus the existing system--is visible. Reformers and
their goals represent changes and thus challenge the status quo. Hospice's
emphasis on palliative treatment for the control of symptoms is a challenge
to curative treatment of the disease. Intensive personal care for the pa-
tient and family is a challenge to intensive technology. Family participa-
tion is a challenge to the perception of family as visitors only. Inter-
disciplinary teams are a challenge to specialization and departmentaliza-
tion. A system that provides’ continuous care in a variety of settings is a
challenge to multiple health agencies operating separately.

Yet reformers need credibility, funds and formal permission to carry
out their aims. Decision making inevitably involves compromise, and every-
one involved must ask whether the compromise is necessary and, if so, can the
ideal survive. The evolution of the hospice in New Haven illustrates these
points.

IDEALS AND COMPROMISES

Founding St. Christopher's Hospice took twenty years from Dr. Saunder's
first recognition of the need to the opening of its doors. Facilities in the
United States have taken at the most eight years and as little as one year
for planning. The Connecticut Hospice, initially titled Hospice, Inc.,
had its beginning in 1971 when an interdisciplinary group at Yale University
concluded that such a facility was needed. The decision was reached after the
group had been involved in a two-year exploratory study that attempted to
provide care and other services at home for a small number of patients and
families during the course of a terminal illness.

The conclusion was than an independert institution with inpatient beds
and home care services was most eppropriate for the area and its population,
but that ties could be developed with existing institutions in the 19 com-
munities within the area. The number of beds and the capacity of the home
care services were calculated on the area's present and future population and
its regional planning studies. The incidence of death from cancer in that
area now and through the year 2000 was taken into account.9 Six private
foundations shared in the high-risk venture for the first three years with
money for planning and for starting home care services.

The first dilemma arose when the hospice sought state approval. The
Connecticut Commission on Hospitals and Health Care had just recently been
formed, and the hospice's search for a certificate of nead was caught in this
bureacratic change and the problem of identifying the category of health-
relatec institution into which the proposed hospice could be fitted for
ultimate licensing. If it was neither hospital nor nursing home, what was
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it? Whet did it resemble most in the public health code and existing reim-
bursement scheme? Should legislation be sought for a new and separate cate-
gory? The commission was also concerned with capital and operating costs.

In addition, there was the problem of the physical facility itself.
From the beginning, the New Haven group saw physical environment as an
essential component o+ therapy, even though the effects of environment as
a therapeutic tool are difficult to assess, It therefore was careful to
select an architect who could adapt plans to the patients' lifestyle, allow
for family participation, and create an atmosphere where a sense of community
could grow within and outside the institution, The design crea*ted by Lo-Yi ‘
Chain, FAIA, generated excitement among his peers, particularly hospital
designers. It reflected the spirit of St. Christopher's but was modified
to suit the style of a New England manufacturing and college community with
many suburbs.

State officials, however, using customary rules, found it hard to°
evaluate the plans. A health facility is measured in cquare feet per patient
bed. If family are to be there, more square feet are needed. The hospice
notion of four patients to a room (to facilitate communicatiocn and r “ieve

'isolation) didn't fit the current Connecticut code, which at that time prn-

hibited more than two patients in a room. This dilemma was solved by a
state o.ficial who proposed -that the patients' room be labeled "intensive
care units," .in which multiple patients were allowed. Intensi’e personal
care was thus equated with intensive technological care.

The case for Hospice, Inc., as it was then known, was presenta2d at
public hearings to qualify for that crucial piece of paper, the certificate
of need. Ironically, preparing the application and getting ready for the
multiple hearings were very costly, requiring lawyers, accourncants, and
political strategists, but master planning could not proceec . il the
certificate was obtained. Estimates for capital and operati>n.. funds for
each year of the first five had to be detailed to the rounding ouj of one
dollar. Education each member pf a newly formed commission aboutithe hos-
pice concept took both time and money.

In the prevalent cost-conscious climate, contention centered mostly on
capital expenditure. The commission stood firm, so the overall size of the
building was cut, amenitites were peeled away, and parts of the building
so carefully planned for traditional character and therapeutic effect were

jettisoned. That was one kind of compromise.

Further compromise came later, when state and federal governments gave
the hospice most of the money for the building, but with the understanding
that the facility serve the state rather than the region and that it be a
national training center. (This explains why the hospice in New Haven was
renamed The Connecticut Hospice.) Can the human scale, the family involve-
ment, the sense of community, ané che concern for the patient. survive in this
expanded institution? Will the caregivers be able to maintain quality of
service, as teaching and research responsibilities mount? These questions
are yet to be answered.

»
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A SENSE OF COMMUNITY

As Seymout Sarasur -as made clear, when societies are cr¢ating new
cryan.aations, the stra...s arouw.d shaping the new facility are enormous, and
beilding 31s not only distracting but counterproductive.l° The physical
fa1llties, however, are only one aspect of the problem of "creating new
rzganizations.” There {8 an interweaving thread of "hospice care”--a community
.1 peGpic who shafc taskes, resources, and leadership, a sensc of total partici-
j-ation, ownership, and collective decimion making--that must be preserved. The
Aying, their tamilities, and their caregivers have common bonds which can best
te seet. it the respect shown €5 vach perason's talent, This is hard to sustain
wver tome, tut even harder when there are recurront obafaclen to achieving a
jlace he established health care system, The 1 mity - involvement, the
anmlety pruveked by emlarking on unfamiliar territofy, the no.  to make diffi-
celt decislouns witheyt aufficient evidence of halance hetween right and wrong,
atel e fepeated experience of 1oss-all these factors create a situation where
a sttctg loalesr 1o welcome oven at the sacritice of freedom,

Plerding the skille of many 1 -« . ons in a responsibly sharing team,
boat memders 0f whilol ate accuystome - 1o . traditional hierarchy, requires a
Lrfterent and an additional soclal ad, ..o aent,  As Pelligrino has said,

e whvle unexgidured territory of mutual obligation, mutual sharing
L geapunsibility and a requirement for a corporate senso of ethical
<l ligations, inh which each membar of the "team”" munt feel reasponsd-
1ility fur what his colleaques du or fall to do, in put to tho tent, !

wWhet, de izions had W le reached in crises, the hospice in New Haven
toevettel tu the hind of declslion marning from which §t was trylng to cucape,
alliteg upe n consultants who uhdesstood the axisting systom,  When the board
arl statf tound themselves in unfamiliar territory, they consulted with law-
Jeis, fud talsers, publle relation oxperts, political stratagiats, and
mahaget ial cohsultants 1o help with 1necorporation, legislation, internal
1-jahldaticn, thitd-party reimbagrsement, licensing, and fund drivas, All
wele cadel to gqulde $te neuphyte organization through the labyrinth of state
arel feteral sejulat' ne and lureaucrraclies, ‘lowever, as the cirele qrew to
vie Juie all thewe peopde as well asn family membera, voluntoersy, and, mont
igartalt, the patlent, maintalning a sente Of “comnunity” hecame a de-licate
faalate il act, i say the least,

ihese cunaultants, i concert with legal coungel, adviged and ultimately
Piought 3wt o hanges 1. the size awl composition of the board and fn staff
i jalidativi, 3 shift In the scar: b for capital and operating funds from tho
frivate tu the pabdlc sector, and a shift i responsibility from the reqional

alera T the state at a whole., (om 5 were necessary all along the 1ine,
jat the conpecticyt Hosplee 16 now Tanctioning reality, [ty home care
piogiat, beguly 16 1974, had served patients ac of January }, 1980, The
digatlent fac1dlty will open within cor thieo mopths, but took toar more
4
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years to complete than origirally projected. A separate organization, but
with the same executive di or - The Hospice Institute for Education,
Training and Research - is .ready giving courses. ’

It is possible tha: reating an autonomous institution may require a
greater struggle for fusr.i. g, reimbursement, and credentialing than do
hospices associated with large medical centers, unlikely though that may
seem. The success of the Palliative Care Unit at the Royal Victoria Hospital
in Montreal can perhaps be at least partially attributed to Dr. Balfour
Mount' = well-established position on the hospital's medical staff and his
intimate huowledge of its power structure. Similarly, The Rev. Carleton
Sweetser, at St. Luke's Hospice Center in New York, believes that the sense
of a total community has survived the technological innovations of that
institution and so makes it a good host for hospice care.

Whatever the explanation, however, and whatever the circumstances,
those concerned with hospice must be aware that the organizational process
and the pressure for speedy action can endanger the democratic quality of
the movement. This may be inevitable, given the climate into which a reform
movement thrusts itself and the reaction it evokes, but struggle for control
in any institution can and does influence the human services it gives.

OPERATING COSTS

The principle of an open 8ystem of care, with patients moving between
home, inpattert palliative setting, and inpatient curative setting, is diffi-
cult to intei|ret to cost-regulating agencies. In an open system the true
cost of hospice care becomes the total cost during the last period of life,
no matter what the setting, and also includes care for the family in
bereavemenc. There is an element of tragedy in the competition between
settings over which one can do the work at lowest cost, instead of which
can do it best. Issues are seen by bureucratic agencies in economic terms;
proposed care can be easily wrapped in the paper of cost containment to the
detriment of its principles.

Yet managers, medical economists, and consultants cannot fix costs and
reimbursement until caregivers have determined the quality and quantity of
care to be provided. Fortunately, evidence now accumulating appears to
demonstrate that costs of hospice care are substantially less than costs for
less appropriate care in hospital settings, reaffirming in the United States
the experience in England.

There is also good rcason to hope that third-party payers will develop
rc1mbursement mechanisms to stimulate hospice programs, although cost account-
ing prosent difficulties. For example, there is no precedent for reimbursing
sorvices to a patient's family, nor are clergy who help the bercaved after a
death recognized as health care providers. Prepaid health plans are begin-
ning to lncorporate services for terminally i1l patients within their rate
gtructures, but money is hard to get and often entalls undesired obligatiouns.
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Speaking at the October 1978 meeting of the National Hospice Organiza-
tion, Neil Hollander of the Blue Cross Association supported the use of
hospital beds for a hospice program and also emphasized home care. 1In his
opinion, such an approach would reduce costs. He said that "with empty
hospital beds in so many communities, the:.construction of separate hospice
facilities, as in England, may not make good sense." He wants to see
hospice programs integrated into the existing health care system and, for
inpatient care, he favors the use of existing acute care hospitals and nurs-
ing facilities. He suggests that fanding should not be available for unlim-
ited periods of time and that inpatient care should be provided on the basis
of set criteria.

In recommending use of existing organizational and fiscal structures,
however, Hollander did not deal with the elements of hospice care that would
be lost, nor did he deal with the limitations of the existing hospital sys-
tem. This approach leaves unsolved the difficulty of separating the costs
for hospice-type care from the patient-day costs in an acute care bed.
Former HEW Secretary Joseph Califano, speaking at the same meeting as
Mr. Hollander, warned against "mischievous practices which would install a
dying patient in a hospital bed in order to justify that bed occupancy as a
source of income only." :

There is temptation to succumb to the pressures to fill beds, whether
or not those beds are staffed properly or are physically adaptable to effec-
tive care. Demonstrating the economic advantasges of care in the home in
contrast to the hospital is currently an influcntiul argument.

DEVELOPMENTAL FREEDOM OR CONTROL?

The various hospice services springing up over the country have turncd
to one another to share experiences. The temptation to present a united
front against shared obstacles is strong and the need for an information
clearing house is obvious. The latter function can be served by the National
Hospice Organization, formally organized in 1978.

At first, that organization brought those working in the field together
for one- or two-day workshops. Now it has assumed the role of overseeing the
development of hospice care within the existing health care system in the
United States and Canada. Individuals and institutions involved with hospice
programs are invited to become members and to pay dues. At first, voting
privileges were accorded only to dues-paying hospice programs that had been
given provisional or full accreditation by the organization, but voting
privileges have recently been extended to include one regional delegate to
be elected by the constituents of each region each year and one state dele-
gate similarly elected. And so the original centralized organization with
control in the hands of a few was broadened by its members and made repre-
sentational.

The organization's stated functions are standard setting, credentialing,
gathering, and disseminating information, interceding in legislation,
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providing technical assistance, training, and evaluation, and the proposed
publication of a professional journal. At face value, all these are proper
functions of a professional organization. But what will be the effect of
such an organization on a reform still in its infancy?

Its members and its members—to-be are faced with a choice between
diversity and freedom, on the one hand, and the comfort of central control,
on the other. One is reminded of Califano's expressed concern (at the 1978
National Hospice Organization meeting) about the proper role of the federal
government and "the dangers of upsetting the delicate - chanisms of indivi-
dual and free enterprise that now support the hospice movement."

FOR THE FUTURE

Of the three main forms of hospice organization--autonomous institutions,
home care programs, and palliative care units in hospitals--the independent
institutions with full home care services are likely to be the most open
to innovative practices. 1In a suitable environment, such institutions can
serve as models and also as research and teaching centers. The freedom to
experiment and to demonstrate what care for the dying can be in this optimum
climate could provics incentives for other programs to incorporate new
methods. Sound hone care programs remain an essential element of all
hospices, including the autonomous ones.

Home care hospice programs with clearly defined relationships to acute
care hospitals offer service with a clear focus on strengthening community
supports and resources. The opportunity of following the patient when he
enters the hospital for specific treatment not only provides continuity
of care but also offers the possibility of influencing the hospital's prac-
tices by demonstrating involvement with the patient and his family. This
affirms the patient's and family's position as members of a community rather
than their temporary relationship to a hospital.

Hospice units within hospitals have a capacity, as yet largely untapped,
to change the very nature of hospital treatment. The essential humanism of
hospice care and the value placed on an interdisciplinary network can only
enhance hospital care while offering patients, families, and staff a recipro-
cal system, one aspect emphasizing cure and the other care. Similarly, the
hospice team can promote wider use of hospice methods as the concept becomes
legitimized for hospital staff. Home care services are essential here as
well and, along with care of the family beyond the time of the patient's
death, need to be interwoven with hospital programs.

The ideal of improving the quality of life for the dying is now being
put to the test of reality which judges its validity and sense of collective
responsibility. As thousands of people propel the movement into buildings
and specific programs, can its proponents maintain flexibility and faith in
community? Can they allow growth and exercise restraint at the same time?
Can they be wise, yet not self-rightcous?



The hospice movement is at the threshold of acceptance by govermment and
the medical establishment, Of immediate consequence, therefore, is the way
the movement shifts from a peripheral and reform role to integration with
the health care system. The task ahead is to maintain values and standards
while allowing innovation, accepting regulation, and adzpting to existing
structures. Most important of all, as we see it, is that the clinical

_practitioners who have heard and continue to hear the lonely voices of
patients and families should remain in the forefrunt of all new efforts.
Their close connection to patients must be the basis for jusiifying the
principles vpon which hospice is based.
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THE MOMENT OF TRUTH: CARE OF THE DYING PERSON

Cicely Saunders

The title I have chosen, "The Moment of Truth," includes far more than
the question "Who should tell--or should you tell--a patient that his death
is near?" I think that the title includes many more of the realities and
challenges of the situation. It is a situation that concern all of us,
whether we are doctors, nurses, psychiatrists, psychologists, social workers
or theologians. (I have deliberat«ly made the list alphabetical, because
all are of equal importance.) Perhaps most of all, the situation concerns
us when a member of our family or a friend is dying. This is, ro should be,
a "moment of truth."” It is not a matter of mere words, of who says what;
it is a moment with many implications, not only for research and treatment,
but implications for the whole of life, and its meaning, implications for
us as well as for the patient. But it is the patient who is, or who should
be, in the center. The question is his because it is his situation and he
is the person who matters. This is why the second part of my title is "“Care
of the Dying Person" and not simply "Care of the Dying." I think that with
the increased interest in this problgm there is a danger that the dying may,
in a sense, be put in quotes, and I believe it is very important that they
should not be. The expression, "moment of trutb," was taken by Boros, a
philosopher and theologian, for a book about death. But apparently the
phrase comes originally from the Spanish, and is a technical term referring
to the moment at the end of a bullfight when the ma‘’ .dor is alone with the
bull. The whole audience, and everybody else in the ring, are secondary. It
is just these two together, and the person is absolvcely in the center. This
is what I want to do now--put the patient in the center. This is why I am
going to tell about people I have known in my seven years at St. Joseph's.

I am not going to describe my work there very much--I think it will describe
itself.

when I arrived at St. Joseph's, I had the good furtune to be given
responsibility for some forty or forty-five patients (cut of their total
capacity of 150) who came with malignant disease, ap .ith a prognosis of
three months or less to live. They were¢. s.nt Lo u- vy other centers when
the stage of active treatment was over. They v ving pain or distress,
or had no family to look after them, or ha? sc.e other complication that
made home care impossible. This hospice nad a link with the Naitional Health
Service and so did the patient, so there was no charge for their stay, and
no "parking meter," as it were, ticking away beside the bed. Once a patient
came, this was his bed and he could stay. What I must try to do as we
proceed is distill the many teaching sessions we have had during these
seven years with various groups of students; to try to encourage you, as I
encouraged them, just to look at the patients and listen to them to learn
from them what they had to teach us. It was far more important that the
students should go alone and informally round the wards, and be able to talk
to people than to have the usual formal rounds, and then afterwards to sit
down over tea discussing the questions that arose. After these informal
visits, often they would see the patients in a totally different way, be con-
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cerned with the individual people they had been meeting, learn respect and
regard for them, and the beginnings of understanding.

Though I do not consider training in psychotherapy a necessity for this
kind of work, I do believe that we need all the understanding we can acquire
of the patients, who are, after all, people similar to ourselves. Of course,
we cannot understand exactly how a dying person feels; death is totally
unknown until a person comes to it. But I do think that we can talk of the
implications of what individual patients say or do. Moreover, we do not
need to have had the same experience as another person in order co enter into
it to some extent. We just need to _have had our own experiences and not to
have slid past or, as it were, ducked out from under any hard fact of reality
that happens to have hit us. Having had these, we can begin to look at
this "moment," which is as much a part of life as any other part, and , for
very many, the most important. It is a time of summing-up, a time of final
decisions for this person centered, the criterion of success is not how our
treatment is working, but how the patient is; what he is doing; or, still
more important, what he is being in the face of his physical deterioration.
Our attitude toward the dying patient betrays a good deal of our attitude
toward people in general, and, of course, of our interpretation of the
meaning of life. So often, it is we who need rehabilitation, not the patient,
jsut as it is the psychology of the seeing rather than the psychology of
the blind that is the problem.

I speak from a special viewpoint, but, because this is such a very
personal part of caring, I do not think it will be too difficult for you to
find relevance to your own situations. What I want to discuss concerns
attitudes much more than details. I want somehow to convey the sort of
atmosphere that I ahve seen as being very helpful to these dying patients--the
attention, the security, the hospitality of St. Joseph's. St. Joseph's is
a sectarian religious foundation, but welcomes patients of all sorts and
kinds, and welcomed me as a staff member of a different denomination. All
are wlecomecd with a confident sense of strength and peace,’with the immense
strength ¢t a recognized shared purpose--full-time concern ‘for the patient.

PROLONGING LIVING AND PROLONGING DYING

I want to talk ikouv the personal achievement of the dying. It is people
and the look un their faces that immatters, because from the look on their
faces we learn hotn their needs and their achievements. I think we must learn
to recognize the moment when our treatment turns inteo "care of the dying
person.” (o qgo «u prracing for acute, active treatment at a stage when a
patient has gon« tun ar and should not be made to return is not good
medicine. There .- a difference between prolonging living and what can
really only be called prolonging dying. Because something is possible does
not mean that it is necessarily either right or kind to do it. One often
sees a great weariness with the sort of pain and illness that brings our
patients to us such as that of Sir William Osler who, when he was dying, said
"1'm too far across the river now to want to come back and have it all over
again."” I do not think he would have given a "thank you" to someone who
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pulled him back at that stage. Recognition of this stage is not defeatism
either on the part of the patient or on . hat of the doctor. Rather it is
respect and awareness of the individual person and his dignity. When one
patient came to us, she described her situation by saying, "It was all pain.”
Another patient said to me, "Well, doctor, it began in my back, but now it
seems that all of me is wrong." And she went on to describe the physical
pain, her feeling that nobody understood how she felt, that the world was
against her, that she could have cried for pills and injections but knew
that she should not, that her husband and son were having to stay off work
to look after her--and that it was wonderful to come to St. Joseph's and
begin to feel safe again. She began by talking about her physical problems
and her many symptoms but went on to describe mental pain, emotional distress,
financial problems, and this need for security. They are all interwoven,
tied together, so that you cannot say at one moment that you are treating
one problem and not the other. The treatment at St. Joseph's is designed to
relieve the pain. Yes, one gan do that, to enable the patient not only to
die peacefully but to live fully until he dies, living as himself, neither
swamped with distress nor smothered by treatments and drugs and the things
that we are doing; nor yet enduring in sterile isolation. Now, this is the
very opposite of doing nothing, and one can do it.

The patient who had described her world as "all paiu" showed a remarkable
difference just a few months later when she was relieved and relaxed; when
she had given up her flat and organized all her affairs and when she had
really forgotten that the medicine she was taking was for pain, because, as
she said, "Now it's gone and I'm free," adding, "Doctor, do you think I
could leave off the medicine because I really don't much like the taste of
gin?" (Our normal pain medication does have gin in it--a good mild sedative.)
She did not even remember that it was for that purpose. This was two weeks
before her death.

FAMILY CONSIDERATIONS

If we could, we would want to look after a patient at home. But many
patients have so much distress that this is not possible. I have two photo-
graphs of a patient, photographs that tell a story. In the first, taken in
his ward at St. Joseph's with his wife soon after he arrived, he is sitting
up with tense alertness; his face betrays his anxiety, and his wife's face,
her despair and guilty feeling of inadequacy. In the second photogrepn,
taken after he had been under our care for a time and was on a diamurphine
mixture, he looks as I think a patient cught tc look: peaceful and com-
fortable. He is filling in his foctball pools (a mild English form of
gambling) while his wife sits uearby, her relief at his relief showing in her
face. I remember the wife of another patient stopping outside the ward and
saying to me, "Oh doctor, I won't hurry in. 1I'll just stay here and look
at him. I haven't seen him look like this for weeks!"

If we can give this kind of comfort to the patient and his family, then
we have given them back something in this last time. It is of great im-
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portance to both of them. .. patient can still be part of his family when he
has to be admitted--and he can also fail to be part of his family while he is
still at home. Wherever we are looking after these patients we have a tre-

- mendous responsibility to help them know they are still part of life and
still a part of their own family. We have a photograph of a patient and his
wife taken for their golden wedding anniversary only forty-eight hours before
he died. Though he did not have the energy to smile, the picture shows his
peacefulness and his feeling of closeness to his wife. I recall that when

he came to St. Joseph's he was confused and did not recognize his wife or any-
thing else. But after a short while with us he was himself once more. When
his wiie visited they were as close as they had been at any time during

their fifty years of marriage. It is very important to share this "moment

of truth" in whatever way one can. It is very important to say "Good~bye."
Good-byes matter. We 11l give importance to saying "Good-bye" when we go

or. & journey--how much more meaning "Good-bye" has now. We can do a lot to
create this sort of quiet togetherness for a couple by telling the patient
that we can help him cope with the pain as it comes and letting him know in
advance that the moment of death itself is quiet. Then he can, as far as
possible, have this moment alone with a relative, shielded from the things
‘that the staff can do Something about. You cannot take away parting and its
hardness, but vou can help it.

Dr. Lawrence Le Shan has spoken of "the wall of glass between the
patient and other people." My thought is more of a vacuum around the patient,
in part created by the anxious family who keep pulling themselves up and
wondering, "Have I let something out?" Then all commynication ceases and
they are just not able to relax and talk about "something else," let alone
real things., This can be a vastly important time, and often family members
bitterly regret afterwards that they were not in touch. To get them to
t.alk together, we may first have to do a lot of listening to both sides. We
find it easier to do this separately, and we say to the family, who are
usually the ones who are concealing their awareness, "You know, he really
does realize." We point out ihat they must not come in being too cheerful
and say, "You know, you're going to get better," because the patient is
saying, "They won't even let me say "Good-bye" to them." Usually, this
sharing of awareness happens quietly, without fuss, and in its own time.

I sound as if I take the line of least resistance all the time, but we have-
found that in our atmosphera at St. Joseph's, this problem resolves itself
spontaneously, especially after pain and distress are relieved and we have
listened to the anxiety. Sometimes a family member will say, "I can't talk
to him. I just can't. I can only keep going without." Ther. perhaps the
patient can talk to us, and then at least he is sharing it with someonc.

The nuns listen to the families more than I do, for they are always available.
They do not have a day off and they are always there, or on call. There

is a strong feeling of "Sister's there and I can always talk to her." They
often do. But we share together as a group. conditions in the typical
general hospital, do not apply in the.same way here.

I think it is particularly important to try to help a dying parent
say "Good-bye" to the children. I have seen mothers with quite young
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children saying "Good-bye" not in so many words, but deeply all the same.

I have seen mothers doing something special for a daughter. I remember going
out to buy a copy of The Messiah for a patient of mine to give her daughter
as a last present--a gift which obviously is going to be unusually precious.
Sometimes, when patierits are failing, they haversaid to me, "Oh, there's
nothing I can do now." You can say to them, "You know, she isn't ever going
to forget how you were loving, how you were patient, how you did this, that,
or the other while you were so ill."

I know this is true from my own memories, and I have two tape recordings
of patients, one in her forties ‘leaving two children who had both been
problems, and another separated from her husband, leaving a son- about
sixteen. They both say the same words, repeating before they died, "I've
done what I can." One went on, "I've said what I wanted done, and I have
written it all down in my will." The other dictated a letter tc me for her
children. This was of immense help to them, to feel that they had done all
that they could. They could then trust that their children would be cared
.for, just as they trusted that they would be cared for at St. Joseph's. It
is a long way to come, to this place, and as soon as a young patient with a
young family comes in, we know that this is going to take special time. We
know we are going to feel awed by having to try to help this person face
something much harder than anything we ever had to cope with. The fact is
that while this is, indeed, sad work, yet when you come to the bedside you
are not saying, "How can I help Mrs. So-and-so?" but rather, "This is St.
Joseph's and I just happen to be the one here at the moment. And it will be
all right."” )

COMMUNICATING WITH THE DYING

At St. Joseph's, there is one nun in charge of each ward, but the rest
of our nurses are not nuns. Most of them are young Irish girls who come
over and do apprentice nursing with us before they go and get ﬁuéﬁher train-
. ing elsewhere. Since they have not yet been taught to hurry, as many as
trained nurse will, they are well suited to work with dying patients. “’You
cannot hurry the dying. You cannot hurry them to realize what is happening;
you cannot hurry them to turn over in bed quickly; you cannot hurry them to
eat faster than they can manage. Within this slow speed, their own speed,
they often make a great deal of improvement. Certainly they are quieter
and easier. - N

) AN \

I recall being with a patient with a cerebral tumor about two weeks
before he died. He had been blind for about six months and was very slow
now. His wife tried to get him tu lenk up as I got ready to take their
photograph, but he could not managr it and sank back again. She looked up
at me and the picture shows the tremendous grace and maturity that I have
seen again and again, both in patients and in their families. You might ask,
"What is the point of looking after a man for fifteen months since he's
going to die at the end?" But there are no short cuts to this kind of
maturity. Though there may not be a long time available for a couple to be
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together, time is a matter of depth and quality rather than length. At this
period I remember asking his wife} "Does he always know you?" And she said,

"oh, yes, he does." Then she added, "The other day when I came in I said
to him, 'Who's here?' and he sai., 'I don't know.' When I said, 'It's me,'
he just said, 'Ah, but you're always there!'" It was marvelous how she had

gotten across to him the sense that she always was there with him, by her
faithfulness, by coming whenever she could, even though she was working at
the time..” And he, who was a gentle and courteous person by nature, was
giving her this absolutely perfect "thanks," and still responding in his own
character to the reduced information that his senses were now giving him.

He was still much the same person, unique and irreplaceable.

I remember another patient, who, like so many, showed that her heart was
still loving though her mind could no longer grasp much at all. A picture
of her shows her loving response to an unsophisticated little nurse who is
just enjoying her as she is, demonstrating her pleasure in just meeting her,
somehow still the same person as ever. Now, this simplicity is a quality:
we too often lose, but I notice that the young seem to have it almost by
naturz, if they choose to come into this kind of work. This quality is, I
think, important for a relative to observe and feel--to see this nerson as
himself, indefinably the same, still with his own worth until tiu: moment- he
dies.

s

AWARFNESS OF DYING AND "TELLING"
}
Now I have to consider the old question of what to tell the patient. 1In
the first place, I am sure . have to make a distinction between telling
somebody his diagnosis (that it is a malignant disease) and his prognosis
(that he is not going to get better as far as we can see). I think we have
to remember that the degree of insight a patient has into his condition is
not under our control. It does not depend just on what we tell him. There
are many other factors in. the situation--his intelligence, his courage,
what is happening in his own body and what this is saying to higl, what he
overhears. I know that some fifty per cent of my Patients not‘only knew,
that they were dying but talked about it with me., Of the rémainimg fifty
per cent, there were come who were senile, some who had cerebral tumors,
and some who were just not able to have insight. There were others who, I
think, recognized but did not choose to talk about it--at least not with me.
The choice should be theirs. The real question is not, "What do you tell
your patients?" but rather, "What do you let your patients tell you?"
Learn to hear what they are.saying; what. they are not saying; what is hidden
underneath; what is going on. Incidentally, only a very few of our patients
did know at first that they had been sent to St. Joseph's as the last stage

of tlieir journey. Usually they had been told something such as "You need
speclalized treatment for pain," or "you need longer-term nursing than we
can provide in a general ward." Later some of them told me that they had

a preuty shrewd idea that it was something like this when they came in, They
do not often discuss their diagnosis, which seems often to be irrelevant
at this stage, but they do talk about their prognosis, about what is
3
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happening, and they all do it differently. Since giving a general description
is difficult, all I can do is describe a group of people and tell you what
happened to each one’'of them. R
i
I recall one young woman who had been with us for two months. She and I
were quite friendly. I thought she "knew" and that she had chosen never
to mention it, She just kept her own counsel until one day she suddenly
looked up at me and said with courage and determination in her voice,
"Doctor, where did all this begin?" I pulled the curtains round and sat on
her bed (as an ex=-nurse, rejoicing in the fact that I was no longer bound
by the rule that nurses do not sit on beds!). This is important for
communicating: standing at the bedside, I would towe. over a patient. . In this
two-way traffic, I want to be on the same level. Then she went on, talking
about her family, and soon got to her real question: "Is it wrong for me
to let my children come up and visit me now that I'm getting so thin?"
She said that she had "known" since her operation six months before, adding,
"I haven't talked to my husband about it and I think it would be so hard
for him when he realized that I've been carrying this on my own all this
time. I just don't know quite how to begin." I told hexr, "Well, you know,
it will just happen, quite easily, and you've been sharing it together any-
way." And, of course, having talked to srmeone else she found herself
talking with him the next day. At last it was possible for them to share
openly. About a week later she died, but in her face she showed a quietness
and acceptance that upheld her whole family. N

' Other patients are quiet and objective and unworried. I remember one
old man saying, quite unexpectedly, "Of course, doctor, I realize this isn't
a question of cure now, is it? 1It's just a matter of Jogging along." He
was quite sure that it would be all right, that it was his family who needed
reassuring. But there are common questions and common fears that lie beyond
the one big question that we seem to talk of as if it were the only one.

Many -are concerned about their families. Many ask, "Will it be very long?"
"Will I have pain?" "What will it beglike in the end?" Or, "I hope it will
be in my sleep.” Now, we.Can be reassuring about it all. If we refuse to
discuss it openly, or smother their questions in a kind of blanket of
reassurance, they still know very well what is happening. What we have said
to them, in effect, is, "I'm afraid to discuss it." They want to talk about
the other questions, and they will do it when they are ready if only we will
let them. We can also help them without doing so in every word. Effective
communication can take place indirectly. Discussing symptoms with a patient,
often a way out of having to talk openly, can also be a way to begin. It can
give reassurance, understanding, a feeling of "I will be here."”

i

It can be a great relzase to be frank. I remember one man saying to me,
"you know, I've had it all out with my wife and now we can relax and talk
about something else." I think that is important too.

Rather unusually, one family took complete control and told a young
woman patient so that she could share her knowledge of dying with her husband
all the way through. For the two months or so that she was with us, she
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she maintained an air of serenity until the end. Of course, thi: would not
work for every family. With another family and another patier: the situation
1s completely different.

I remember one old woman telling me, very firmly, "And when I'm 70ing
downhill, doctor, I don't intend you to tell me!" (That reminds me of
another patient who, lookinc at me rather sideways, said, "I know You know
how much chance I've got, uoctor, but I'm not going to ask you.") Such
feelings are to be respected; it is the patient’s chcice and we should honor
it. When the woman was beginning to go downhill I saw her sitting pensively
with her great-grandchild on her knee, realizing--but not telling. At St.
Joseph's we certainly admit, allew, and welcome children into the ward. They
are very important to all our patients, not just the ones they are visiting.
The patients need to have this sense of continuity, to know that life is
goinag on. A child, just because it is a child, should be welcomed in this
sort of ward.

w#¢ all know the very anxious patient who has, as it were, an invisible
extra pillow: she can never rest her head right back on her pillow, she is
constantly in some kind of tension. Such a person will tend to deny what
1s happening, will talk only about her symptoms, and has to be reassured by
.+ - -al things--being given this or that drug or treatment. Not only is
¢ satient different from every other patient, but the same patient will
h different face on a different day. One particular patient made
he: w311 with a fair amount of drama one day, and then a week Or two later
confided to me, "Doctor, you know what I really need is a r - -t of false
teeth.” Care of the dying person is a changing situation, . - have to
time the help we give to the right moment. Patients will reu out to us
on twu levels at the same time. And they, too, want a day off! Mankind
cannot ogar too much reality. There is a day when you think you see a
crisis -oming and think, "Ah, now we're going to talk about it." Not at
all--the patient only wants to talk about the weather, and nati.illy
should be allowed to. The rule is ‘lLat there are no general ruies here
except that you must listen. TYuu must be ready to listen; you ' be
ready to be silent; and you must just be committed.

Sometimes one gets a very direct question. One man asked me a direct
question at a stage when I knew him very well and when it would have bee.
an insult not to have fully answered him. Often I give a rather open or
perhaps two-way answer and the person can pick up whi~hever one he really
wants. But when this man asked, "Am I going to die?" I just said "Yes."
And he said "Long?" and I said "No." He said, "Was it hard for you to tell
me that?" "Yes, it was." He just said, "Thank you. It's hard to be told,
but it's hard to tell too." His comment was, I think, truly significant.
In the first place, it shows how extremely courteous and outward-looking
these patients are. And secondly, it should be hard to tell. You just
should not be doing this easily. It ghould be hard because you are trying
to bring everything you have of understanding to hear what this patient is
really asking you. Then you should be concerned that he does well with
what you give him, and that you really are committing yourself to helping
him in every way you can, helping him right up to the end. I remember

44

[
vy



Q

ERIC

Aruitoxt provided by Eic:

also asking him, "wWhat do you look for most of all in the people who are
locking after you?" He thought and said, "Well, for someone to look as if
they are trying to understand me. I'm hard to understand." He asks not for

success but for somebody who looks ¢ he cares enough to try. I think
that is the fundamental thing. when you are a student, and when
you are a nurse, the patient m. .z you really do not know the
answer, but this gives you all cpportunity to try to learn by
listening, to ask yourself, "What . . the patient really want to know? What

is it he's worried about?"

PAIN

A great deal of my t e has been spent @ .ti patients who have severe
intractable pain. This is really where my interest in this work began. I
remember one patient who, when she was admitted, simply could not think
of anything but p:QQ;¢ In a tape recording made at the time she said, "I
love my family but Igouldn't bear to have them in the room because I
couldn't think of anything else, and they would have seen the pain in my
face." That sort of pain we can control, nearly always without rendering
the patient-sleepy. Later in her stay at St. Joseph's I looked in on her
and found her peacefully writing a letter.

Chronic pain of this kind is a very complicated condition, different
from acute pain. One woman had a whole variety of symptoms and problems
including a very large, open wound. She was restless and- in severe pain.
Upon admission the referring doctor had written on her form, "Mainly
stuporous now." But that was due to drugs, and not her mental condition.
Three months liater, she was sitting up in a chair, organizing the ward
and so on. When she was finally dying it was she who told me at what stage
she thought she really ought to take to bed. I tnink that to be in such
control can be a psychologically healthy and reassuring situation.

I recall a girl newly admitted. When I went in to talk to her she just
burst into tears because she expected to be hurt so much the moment anybody
came near her. She had chronic pain that went on the whole time but also
was exacerbated by movement. The situation held her, as it were, in a
vise. As she described it, "The pain was all around me." This is so
different from the protective, warning pain of a kitchen burn or of the
symptom that brings a patient for diagnosis or the postoperative pain which
has a reason and which you know is not going to go on for very long. This
is a ghronic pain which seems to be timeless and endless as well as meaning-
less. Now, it is important to realize that many patients make their pain
worse by anticipating it. Consequently we should do the anticipating. At
St. Joser'. we use our drugs to prevent the pain from ever happening
rather than trying to get on top of it once it has occurred. This means
a careful analysis of the total situation--the other symptoms, attention to
details, a lot of careful nursing, and just listening so that we know what
their sensation is like, and so that they know we are interested. I had
a patient say to me, "And then I came here and you listened. The pain
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seemed to go by just talking." She was not just tcying to be polite; her
perception of pain had really been influenced by our attention and time.

I stopped to talk with @ girl about s.x weeks before she died. and she had
the rather "yonderly" look of someone who is beginning to let go. Preparation
for dying seems to begin in the subconscious. How much was conscious for
her at any stage I do not really kncs. I had hoped we might get her home
again, but when I s.w her face that day I knew it would not be possible. The
surgeon came up to constlt again and tola us that nothing more could be
done. She had been in our ward for five and a half months, and when she
died she was on the same dose of narcotic at which we stabilized her when
she first came in. This can be done. The problems of tolerance and
dependence can be almost eliminated by the way in which the administration
of drugs is manag:d. It should be part of the whole process of caring for
the patient. The aim is that the patient should be alert--alert and himse’f,
and that he should be independent. If every time the patient has a pain he
must ask somebody else for something to relieve it, it reminds him that he
is dependent on the drug, dependent on ancther person. But, if instead,
the staff can anticipate the occurrence of pain, at St. Joseph's by a
system of regular giving of adequate medication to cover the chosen routine
time, the patient does not continually have to ask for relief, He can stay
alert, thinking of other things, and "forgetting" the pain.

Relief from pain should be given all the way to the end. If it is, the
patient can remain himself. I remember talking to one woman who clearly
demonstrated the capacity for meeting person-to-person that we so often see
in the very ill. This was five days before her death. This woman was
Jewish: she was deaf and dumb and she had lived in the east end of London
all her life. She could not have had an easy life. But just by looking
at her, we knew a great deal about her as she truly was. Our job was to
control her distress and pain so that she could be herself until the end.

After this patient died, I remember the woman in the next bed confiding
to me, "She didn't suffer. They don't here. I think the motto of this
place is 'There shall be no pain.' It makes you feel very safe." This is
a safety which gives independence, not dependence.

BALANCING CLARITY AND REDUCTION OF PAIN

To give enough help up to the end without making a patient sleepy is
a problem of delicate balance. If you balance your drugs for the control
of incipient confusion, anxiety, and depression the patient will not be
sleepy and confused. It is often more difficult to get the balance of the
tranquilizers and sedatives than of the analgesics but all the more
rewarding for that.

Alcohol remains our best sedative, especially for the elderly. Most
of us feel better after a drink; why should the patient be any different?
We are allowed to give alcohol in the National Health Service and we are
allowed to give gin as part of our favorite pain-relief cocktail, and
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"it's on the house." Also we encourage relatives to bring in alcohol if they
know the patient would enjoy it. I mean quite honestly that a bottle of
whiskey may be more valuable than a whole great basket of oranges. A

little of what the patient likes does him good. I know you have a problem
with alcoholism in the United States as well as with addiction, and perhaps
you feel differently, but I have not noticed that Americans feel any
differently about serving drinks. I am not suggesting that I have my patients
‘high on alcohol. I am not trying to produce a high positive euphoria. But
they come in with a heavy burden, which make: :hem feel lower than the

next person, and we are trying to reduce their burden to manageable proportions.
As visitors often reuwark, our patients look like ordinary, relaxed, serene,
cheerful people. 1 heard one of the students explain the atmosphere this

way: "It's the kir1 of atmosphere that makes one feel th.t death really

isn't anything to be frightened of, but a sort of homeco: .».." I think she
summed it up very well. You just go on. You go on tryin, something
different. You go on listening. You keep coming in, day after day, trying

to get the balance right. With some patients you have to keep on trying.

With others, you get them balanced and it remains perfect for them to the

end.

Personal, caring contact is the most important comfort we can give. It
is not necessary always to pay a long visit. Often we are very busy, but
there is always time for a brief word. Above all, we must never let the
patients down. Never just go by. The dying will lie with their eyes shut
just out of tiredness when they are waiting for you. If you then fly past
the end of the bed, rather pleased to find them asleep, they have lost
that precious moment for which they were waiting. In a Chinese poem of
the ninth century A.D. are the lines: "Tranquil talk was better than any
medicine. Gradually the feelings came back to my numbed heart." Once a
patient knows that you are really interested, he also knows well enough
when you are in a hurry. Some of the things to which you listen are not
particularly fine, maybe, and some are jolly good grumbles. But I think
it is essential that the aggressive person who wants to grumble should be
able to do it to you and not to other patients. Somebody who is basically
a "doing" sort of person, such as one old patient I remember, a former
flyweight boxer, finds it very hard having things done for him. If he is
going to let his frustration out and blow some of it off by grumbling
away about it, then he should be allowed--not indulged--but allowed to do so.

THE IMPORTANCE OF CHOICE

If a patient chooses to be out and about, as far as Possible we let him.
If he says, "Oh, I really must take to bed," we usually find that he is
right. He knows what he can manage. On the whole, we really do let him
make the choice. I think this is valuable, but it is usually difficult
to do in a general ward, where the whole process is geared to getting the
patient out, getting him going, and so on. You may see some poor old man
propped up in a wheelchair when you know he is just longing, "Please put me
back." When a patient does not have much energy, he may want to save it for
talking to relatives at visiting time, and not use it being gotten in and
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out of bed. As far as the control of physical symptoms and the control of
pain are concerned, some of our patients say, "I don't want to get used to it."
We can always reassure them that what we are using will go on being effective.
I find that patients are more often fearful about taking something for sleep
than about taking something for pain. I say to my patients, "Now, I'm going
to give you something for your restlessness and something for this and some-
thing for the other." I do not tell them exactly what the drugs are--they
would not remember, anyway. But I do tell them what I am trying to do, and I
try to involve them in the situation. I also try to change only one drug at

a time, because if you change three drugs and the patient feels sick, which
one is responsible? As the guides to public speaking advise, "Tell them
what's going on." There is a paper written by a patient who says that he had
received many pills and many medicines in his various visits to hospitals and
nobody had ever told him what any one of them was for. He said, "I could have
at least added one minim of faith if I'd been told in what direction to
project my faith."

THE ISSUE OF EUTHANASTIA

I am in the happy position of not being able to carry out drastic life-
prolonging measures because we just do not have the facilities at St. Joseph's.
Other people have made the decision, at a prior stage, that this is a patient
for whom such procedures are not suitable or right or kind. This makes it very
much easier for us than for the staff of a busy general ward. I think that it
is extremely important that the decision be made by a person who has learned
all he can about the family, about the patient himself and about the whole
situation. The further we go in having special means at our disposal, the more
important it is that we stop and think what we are doing. Of course we must
consider the facilities available in the particular institution and the demands
on them, but the most crucial consideration is the welfare of the individual
patient. In England there is a society that works to get euthanasia legalized.
They are specially concerned with the problem of the patients that I work with,
those with terminal malignant disease. Though these are not necessarily the
most difficult patients to look after, I will stick to them because they are
the ones I know best. I have had much correspondence with the former chairman
of the Euthanasia Society in Great Britain, and I took him round St. Joseph's
after I had been working there some eighteen months. He came away saying,

"I didn't know you could do it. If all patients died something like this,

we could disband the Society." And he added, "1'd like to come and die in
your Home." I do not believe in taking a deliberate step to end a patient's
life--but then, I do not get asked. If you relieve a patient's pain and if
you can make him feel like a wanted person, which he is, then you are not
going to be asked about euthanasia. It is sad that so many patients still do
not die in this condition. However, there is no situation in which you cannot
get across to a patient that he is a person you care about. Even if you are
in a hurry, you can do it; I have seen it happening again and again. This is
the positive side of the issue. The idea of euthanasia, legalized killing, is
to me morally wrong. But if my own standard of morals, or code of ethics, does
not make sense for the other person, I am not going to change his mind by
saying that. I think that euthanasia is an admission of defeat, and a totally
negative approach. One should be working to see that it is not needed. The
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great responsibility that we have, those of us who think it is wrong to
relieve all pains by euthanasia, is to see that the pains are relieved. After
all, this is no more than the total responsibility that you take on with any
patient under your care.

WARD DYNAMICS: DEATH OF A PATIENT

The patient who is upset when another patient dies is usually the one
who has just come in, and who does not yet know us or trust us. The patient
who has been with us for some time, and knows that the other patient is ready,
takes it far more quietly, not carelessly but with a compassionate matter-of-
factness which one sees, of course, with the nuns. The nuns have this quality
par excellence: this capacity to be matter-of-fact and to go on doing things
while showing deep compassion. We do not°'move our patients away when they are
dying. We have one single room on each floor, but we do not move patients
into it unless, perhaps, family tradition dictates that ten members of the
family sit around the bed for ten days on end or something like that. But
apart from such occasional crises the patients remain in their own beds during
their final days. This is vital. I have worked in a setting where patients
were always moved out, and the other patients were then far more disturbed.
You could see them thinking, "What is it like? We never see it. It must be
awful." By contrast, when people die in the ward, it isn't "awful." It is
always quiet. "It's as quiet as blowing a candle out" is how patients have
described it to me. Often it is because they have seen somebody else die
quietly that they are finally able to talk about death themselves. They talk
not because they have an extra weight of anxiety but because they feel "Oh!
Now it seems that it isn't quite so frigh*~ning." What counts the .most is
that they can see that they are no% alonc. Since we take care that the nuns
say the "last prayers" at the last moment, we have to good at knowing when
this last moment is. We try hard to se= to it that patients are not alone at
the end. And so they are in the ward, they do have their cubicle curtains
drawn at the last moment, and more often than not Sister is actually there,
saying her prayers at the very moment that the patient dies. Often the
family is there too. While you may think that this sounds disturbing, it is
not. It is aloneness that our patients are most afraid of. It is also essen-
tial that we should be good at making the end peaceful. The patient should
not be confused, fighting for breath, crying out, and that sort of thing. The
end is always quiet and peaceful, and nearly always the patient is in a state
of sleep or unconsciousness. The patient who dies fully conscious 1is rare, ‘
but a few do.

Another feature is that one must always let the other patients talk about
it, if they want to. We do no’ ‘orce talking upon them, but neither do we say,
"She went home in the middle o. che night," or "We moved her out into a single
room," or some other deception like that. I found out that one 0ld lady was
mending her nightdress forty-eight hours before she died because the

.
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patient in the bed opposite told me. Then we talked about her. Sometimes
patients become extremely fond of each other and they have much to give

each other, including emotional support and a great deal of individual
helping. But--love costs. It always does. It is hard when somebody you are
fond of goes but more than once a patient has said to me, "You know, I gave
her her last drink." There is a special communication here.

Sometimes we may have several patients who die, one right after the
other. Because we have only about forty-five beds for dying patients out of
a wing of seventy-five, the others having long-term illness, we are able to
move some around and release the tension. Of course, this is a problem
but there are problems in.every hospital. My final point on this topic is,
we are not afraid of dying ourselves. It is quiet on the ward; there is no
sense of panic; it is all right.

HELPING THE GRIEVING FAMILY

We always tend to feel guilty in bereavement. Indeed, feelings of gquilt
are part of bereavement. We go back in memory until we find ways that we
let the person down. We remember things that we did and now cannot undo.

To know that it is natural and ordinary to feel this way can be very helpful.
I think that the nurses can do a great deal for the grieving family. The
nurse who said to me, "He didn't open his eyes again after you left, you
know. You were the last person he saw,” helped me more than anybody else,
This really did matter to me.

one of the ways we try at St. Joseph's to help the bereaved is just to
listen. If a relative wants to say, "Why did God do this to me? Why did
He let this happen? Why did the doctor operate?” you must let him do it.
You must never stop him. You must never argue. You must let him talk,
because expressing these thoughts begins to help toward healing. He may
have to express his anguish again and again, but the listener is the person
who is needed, and especially the listener who is not a member of the
family. The listener from outside can help in a way that another family
member cannot. But if we are to learn to help as listeners, we have to learn
to accept people as they are. Once when I was complaining about a parti-
cularly disturbing and troublesome patient, Sister looked up at me and said
simply, "He is himself."” People who can allow us to be ourselves are
helpful, particularly in bereavement.

One sees that mourning is not just forgetting. It includes a sense of
going back to all the ties, and undoing them, and taking out what is really
valuable, until in the end what is finally left is no longer grief in the
same way, since much has been resolved. This part of the family time to-
gether is very important and can make a crucial difference to the whole
grieving process.

50



THE MEANING OF DYING

A feeling of meaninglessness can be the hardest pain of all for a dying
persor. to bear. Now, you can never impose your own meaning upon another
person and his situation, but in a place like St. Joseph's where other people
are convinced of the meaning of living and dying, it is easier to find your
own way. Sometimes another patient is more help than anybody else. Some-
times the staff have to bear their inability to understand, to feel as if
they are not helping at all, yet still go on staying close to the patient.
We tend to feel that if we are bringing nothing, then we had better go away.
But I think that is just the moment when we have simply got to stay. And
if this is the moment when the patient feels that there is no meaning in
life and that the weariness of it all is more than he can cope with and we
are feeling helpless too, well, we are very much on the same level there.

In that place where you share helplessness--there, perhaps, you can help more
than you realize. ' .
Yes, doctor, you can show my photograph to anyone you like," I remember
a patient saying, "and you can say to them 'It was all right.'" When she
had been admitted to St. Joseph's, it was not "all right" for her, but as
she found her way it was she who was telling us the meaning, not the other
way around. The answer is found by meeting fate, not by demanding "Why?2"
but by asking "How?" "How do I live in this situation?" It is like Viktor
Frankl finding meaning in the life of the concentration camps; like Dag
Hammarskjold deciding to say "Yes" to life; learning from Pierre Teilhard
de Chardin to accept our own passivities at the deepest level. But for the
woman photographed it was not complicated like that at all. The answer
for her was just simple, loving obedience to the daily demands of what was
going on in a plece where she was continually finding help and meaning,
finding that los .Aasts out fear.

THE ROLE OF RELIGION WITH THE DYING

Though there are many similarities among patients who are facing death,

each has his unique way of responding. Religion is a real and living

thing for a number of our patients, and its meaning grows deeper as death
nears. But many of our patients are extremely indifferent to religion,

or at least detached from it. I have heard one of the Sisters say kindly
of a patient: "His religion's pretty harmless."” I doubt that the really
aggressive atheist ever reaches us, because the family, knowing that the
hospice is run by nuns, would be likely to decide to go somewhere else.

In any case, we certainly never do any imposing. I remember one
incident when the Sister reported to me, "You know, I went round the ward
the other day and I found Mrs. So-and-so reading the Bible and I said to her,
'My goodness, Mrs. So-and-so!‘' and she said, 'It's all right, Sister. It's
just for the crossword puzzle!'" The fact that we could all enjoy this as
a joke is indicative of the atmosphere at St. Joseph's.
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Whatever the religious background of our patients, I often see in them
something that could be called "reaching out trustfully." They come to
remember things from the past, things that they have been too busy to listen
to before, and as death approaches, they find that things begin to make
sense. They bring a new attention to the old truths. This is something en-
tirely different from plucking at straws, and is an extremely personal
matter for each patient.

what I see over and over again with dying persons, and not only because
I hope to see this, are the fruits of the spirit--"love, joy, Peace, long-
suffering, gentleness, goodness, faith, meekness, self-control." For me
this is "truth," and this I continually see. The nuns, I think represent
Christianity in general rather than Catholicism in particular. What we *
have in common is much more important than what we disagree about. What
I see in patients is to be read of in Martin Buber, the Jewish theologian
and philosopher, in Teilhard de Chardin, the Catholic, and in many others--they
are talking to each other. I am trying to pin down the intangible. If you
have seen it--if you have been with, these patients--then you will recognize
what I am trying to say.

Patients are often shy to ask for spiritual help; at least, they are in
Great Britain. So all the more we have to serve as a link. It is often
easier for a patient just to mention it to or to have it mentioned by .an
ordinary person. Perhaps they can accept this kind of help only from an
ordinary person. You have to go quietly and very slowly, but you do need
to know, I think, about their need for spiritual help, and classify this term
‘as widely as you like. When professionals talk about the care of the dying,
they are often careful to omit this topic completely, or they may say, "Well,
it's an individual matter." I believe there is a responsibility on us here;
otherwise it is just deciding by default. It is part of total care, even
if it is not called by that name, or even recognized. At St. Joseph's I have
had the good fortune of working with nuns in an atmosphere where religion
is totally iniegrated into all that we do and think, but never forced on
anyone who enters. It is there, largely without words. Florence Nightingale,
I think, is the one who said, "You should carry the bedpan for the glory of
God." Many would prefer to say, "I'll carry it for the dignity of man."

But, you know, the two belong together. '

I have been trying to talk, in several wuys, about "being present" to
these people. Underneath there has been a belief in the person in the midst
of life and death and in God as the Truth of the moment of truth. Personal,
compassionate trust is really what is behind the atmosphere at St. Joseph's.

In my work one is continuallv seeing people at their most mature. One
could look thus far in this work and say that to recognize this moment of
greatest maturity, of the greatest depth of individuality, is a totally
satisfying and positive aim and ending. But Eissler, in his book The
Psychiatrist and the Dying Patient, talks about the need for the psycho-
therapist to have some .sort of feeling about the immortality of his patient.
I would add: perhaps something more than just "some sort of feeling."

o
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I remember watching one man who could concentrate totally on the whit2
hyacinth plant by his .2d. I saw in him the relief of that moment of pure
" pleasure. Somehow it seemed to be saying to him, "The world to which you
also belong is good and can be trusted.”

I recall the gaiety of that man and of many others. It was not a
euphoria induced by drugs. and alcohol. It was the gaiety of having gone
through doubts and fears and qQuestions and having come right out on the
other side. . This, I believe, is why one can go on working with these dying
patients, day after day, and month after month.

One patient moved from severe anxiety and denial to an emotional stage
where one day, when I was sitting on her bed, she suddenly said to me,
"You know, doctor, I couldn't ever really imagine myself dying, but there
does come a time when you are ready to lay it down." This reminds me of the
always uncanny moment when the body, which even in confusion and pain
expresses the person, is suddenly empty. To me, the mind and body are
absolutely interwoven, but appear to be no more than the toois of the spirit,
which is of much more importance. The spirit seems to lay down the body
and the mind when death finally comes. . :

I recall so many who have been truly ready for meeting this "momen%t."
These patients show man's ability to sum up all that he is in this one
moment, this moment of truth. 1In life, we are always looking ahead and
never quite getting there. We are always aiming too far, or we are always
tipping over into the depths of self-concern. Even so, we bring all that
we are into every moment. The "reason why we're here" is a summing up of
everything that has happened before. At this stage, and I have seen it
again and again, somehow there is a moment that is fully personal and
everything is summed up. When Pope John was dying, he s.id, "My bags are
packed and I can go with a t:anquil heart at any moment." This is the
"moment" of the bullfight--the whole thing summed up.

I remember talking with a patient the day before her death. Her face
showed all the quietness and the weariness of dying. Yet she consanted
to my taking her picture, knowing that I would use it for lectures. She
was a warm person who had been in our wards a long time, and she enjoyed
meeting students. That afternoon, she was easily able to talk about death
and also to ask me to say one or two things to her family for her. Our
students used to come round to visit her. She was the soxt of person who
was helping our work, and she knew it. She could teach far more during
just a short visit by sharing her experience, in whatever way she wanted
to at the time, than evér I could do in my talking about it. People who
are dying often have a tremendous capacity for meeting, or encountering,
because they have put aside the mask that we tend to wear in everyday life.
Now they are ready to meet, just as themselves, and I am sure this is why
you can get to know these patients in an extraordinarily short time, in
fact, even in a brief meeting. As students going round the ward said,
"She taught us a great deal of wisdom which we will never forget."




The answer to thc Tu.stion of preparation for this kind of work is that
you learn the care of *'e iying from the dying themselves. But only if you
look at them with respezi. and never merely with pity, and allow them to
teach you. It is tliey wno show us that the fear of deatnh is overcome. Seeing
this, we, too, can coime *o the place to which I have seer them come so often,
and which Ralph Karpe: describes vividly in his book Nustalcia: "We cannot
know what is beyord the end of our days, but we can enter into an order of
things which can make us say, 'I'm not afraid.'”

Pearsor. Leonard (ed.) Death and Dying: Current Issues in Treatment of
the Dying Person. Chapter 3., Saunders, C.M. "Moment of Truth, Care of

the Dying Person." pp. 48-78. Press of Case Western Reserve University,
19€9. Raprint with Permission.
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MODULE IT: COMMUNICATIONS SKILLS ‘\

PURPOSE AND GOALS

'3

The purpose of Module Il is to develop énd/ér refine the skills of the
hospice care nurse in communicating with'thq hospice patient/family. The
goals of the module are to assist the hospice nurse in responding to the

psychosocial needs of the dying patient and family through:

e the mastery of basic communication (attehding, listening,
responding) behaviors
e the mastery of basic instructional methods to teach the family

patient care procedures

MODUILLE CONTENT

The module content includes the following areas:

Assumptions and Values

Attending Behaviors

Encouraging verbal communication
Paraphrqsing

Reflection of feeling

Summarizing

Self-Disclosure

Confrontation |

Confrontation

Problem Solving’

Reassurance and Support

Teaching !unctions in hospice
Applying communication skills to teaching
Methods of small group instruction
Adult learning principles

Design of learning experiences

Teaching styles

LEARNING OBJECTIVES

At the conclusion of Module II, participants will be able to:
. - ] .

1
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A. Demonstrate the following seven basic communication skills reviewed

in the module.
® Attending behaviors
e Encouraging verbal communication
) Pafaphrasing
e Reflection of feeling
) Sﬁmmarizing
] Self-disélosure
® Support and reassurance
B. Demonstrate knowledge and skills in hospice teaching by:
e Identifying at least three teaqhing.roles in hospice
o Explaining at Least two charécteristiqé of teaching roles
e Identifying the three basic stages ofigroup development
e Defining the terms 'contnt' and 'process'

e Identifying the goals of teaching in each phase of group

development
e Self-identifying preferred teaching modes
e Designing and delivering a 5-10 minute learning experiencg

Module Organization and Overview

Module II has been divided into two major content areas. Section A
demonstrates and provides opportunities fér participants to practice some of
‘the most essential communication skills inherent in establishing effective
reiationships with patients aand their fami;ies. Section B examines the
teaching roles of the ho§pice nurse and provides participants with increased

knowledge and skills in feac?}ng patient care procedures to family members.

Communication skills has been placed as the second of nine modules in
/—"" v
is curriculum. This ‘early placement within the module sequence reflects the

importance of communication skills as a foundation for all of the other
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knowledge and skill areas in the curriculum. The selection of the key content
areas for the module was based on our recognition of the¢ key roles the hospice
nurse plays in responding to the psychosocial needs of the dying patient and

1n supporting and teaching the family to care for the patient at home.
A » A Co

This soction has been designed to refine the practicing nurse's communi-
cation skills in providing care to dying patients and their families. The
section buging by oxamining the role of values and assumptions in the communi-
cation process and then focuses on nine specific aspects of the communication
procest.  Our appraoch of breaking the communication process into its compo-
nent parts ls bagsed on a systumatic method of teaching counseling that was
developed by Allen I, Ivey and Norma B. Gluckstein (1974, 1976). This mcethod

i callod microcounseling,

On the following pages we will investigate the followlng nine aspects

of communication between the nurte and the pationt/family:
e Attending behavior
e bncouraging verbal communicatlon
e Vlaraphrasling
e Mkuflection of fesling
@ ummnarlzing
e lulf-Linclosure
e Confrontation
e lroblem Lolving
® Ilwassurance and Hupport

Por wach of these components of the communicatlion procouss, wo will dofine
the specitic bahaviors involved, out.line tho qoals of cach compoonet hoth from
Vhe nurses' and the patient/families!' standpoint and provide structured
exerc ey for participants to sharpon thetr abllition to perform vach communl-

cation olamant
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MODULE II: ASSUMPTIONS AND VALUES

There are A number of barriers that can detract from our ability to
communicate with patients and family members. Our own needs, fears} values,
beliefs, preferences, and prejudices can shape assumptions about others that
prevent effective communication. Each of us, through our personal experience
and professional &raining, has developed certain beliefs, theories and'
assumptions about the needs of dying patients and their families and the role
of the nurse in helping such persons. We also frequently make agsumptions
about people's needs based on their ageL sex, race, ethnic and cultural
background, education, economic status, etc. Such assumptions can help or
hinder our work depending on how well t“ey help us understand the unique

experiences and needs of particular patients/families.

Assumptions often involve attributing feelings and motives to observable
behavior. We see a patient crying and we assume first that they are sad and
second that they are sad about... A patient or family member talks to us
in a short, curt and hostile manner and we assume we have done something
(or failed to do something) that wag offensive to them. When we act on
assumptions, we relate to another 45 if our gJuesses about what they are
feceling arc fact. We often misjuddc this other person's experience and
thoughts and find outselves sayingi

"I'm sorry,'I assumed..."” |

"How s8illy of me. I thought ybu wanted..."

"I left because I felt you nceded..."

When assumptions are not carcfully checked through communication, we may
respond to those we are trying to help in a stercotyped manner that fails to

meet thelr particular nceds.
Three things to remembor about assumptions arc:

e Recognize that you will make assumptions abocut most patients and

families with whom ou work

e Remain skeptical about your assumptions. 5Sce them as thecories that
neod to be tested. Wu cannot fully know another person's .experience

no matter how close we are to that person or how gimilar our

exporiencens have been
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® Test your assumptions rather than acting upon them. Using non-
judgemental words aq@ phrases, share your .ssumptions with the
person and solicit feedback on the accuracy of the assumptions.
Testing your assumptions prod.ces a greater clarity in communicaticn

and greater levels of understanding between those involved.

Many of the communication skills we wili focus on in Module II will
assist you in checking the validity of your assumptions about particular

patients and their families.

In addition to our assumptions, there are times that our values may
differ significantly from those of a patient or family we are working with.
Such divergence in values may pose a significant barrier in helping the

patient. Such value couflicts can be reduced by the following.

® Spend time explicitly defining your own values and recognizing

particular types of .ients you may have difficulty working with.

® Practice expressing your values without trying to convert the person
you are speakiny with to your viewpoint. 3o0u can . xpress your own

beliefs and still provide alternative values and beliefs.

® Ur~ tcam mectings to explore value conflicts and how they are

impacting patient carc
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MODULE II: ATTENDING BEHAVIORS

Definition of Attending

Attending implies giving attention to, and listening to another. Through
attending the nurse demonstrates an interest in, and concern about, what the
patient is communicating. The nurse attends to what the patient is communica-
ting, how he/she is saying it, the non-verbal behaviors that are present, and
communicates to the patient that these messages are being received and that

they are important.

Goals of Attending

Patient/Family Goals

1. To facilitate the expression of ideas, values and feelings by patient/
families

2. To establish feelings of importance and self-esteem in patients and
families

3. To create feelings of trust, security and attachment

4. To communicate that the patient/family is understood and accepted

5. To allow the patient/family to direct the interaction and assume

responsibility for the interaction
Nurse GoaIs
1. To obtain data from the patient/family

2, To focus attention and cnergies on the patient/family to demonstrate that

the nurse is listening and is interested
3. To ldentify with the patient/tfamily in a holistic manner
4. To validate and evaluate assumptions, assessment and intrrvention

5. To identify patient/family perceptions

}¢¢,\
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Components of Attending

Attending is comprised of listening and observing and communicating the

fact that you are listening and observing to the patient/family.

In order that attending may be carried out, the nurse must first control
extraneous factors to make energy availabie for attending. Factors such as
noise, daydreaming, thinking about what he/she will do next, possible
interruptions, the temperature in the room, etc. should all be recognized and,
as much as possible, controlled. While attending the nurse is sensitive to
what the patient/family is saying, how it is bein¢ said and what non-verbal
factors are presented which either validate or contradict what is being said
verbally. Patients and families very easily identify when nurses are only

half-listening.

The first component of attending is listening and observing. The nurse
receives information from patients/families in numerous ways. We are

interested, here, in the information received through listening and observing.

Through listening the nurse hears what is being said and through observing
the nurse assesses what the patient is feeling. For example: A patient may
say, "I feel fine today" yet be rubbing her leg, frowning and be slumped in
bed. There non-verbal cues communicate very different informatiqn to the
nurse. There frequently is a dichotomy between what the patient says and
what the patient feels, Body language, which conveys messages, may be
unconscious on the part of the individual and may be extremely important cues

for the nurse to assess.

The nurse also demonstrates body language, or non-verbal cues, as to his/
her feelings and attitudes. The nurse should be aware of the non-verbal
behaviors such as facial expressions, gestures, poéture and cye contact that

he/s*‘in using.

'he sccond component of attending, communicating to the patient/family

that you are listening and observing, is carried out in the followi..| ways.

a. Eye Contact. Nurses should make and maintain, eye contact with the
person with whom he/she is attending.  In strictly social situations it is

considered common courtesy to maintain eye contact with the person to whom
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you are talking. 1In attending eye contact is imperative. It should be noted,
howevet, that cont!nuous eye contact may be too threatening to, or uncom-
fortable for, a patient/family and eye contact may need to be broken periodi-

cally for relief of tension.

Eye contact has cultural overtones. In some cultures eye contact may be
recognized as a hostile act (amongst some native Americans) and in others it
may be thought to be disr.spectful (Orientals). Persistent eye contact may

be very threatening to adolescents.

b, Posture. Body language is an excellent cue as to what people are
feeling. Specific messages are easily conveyed through body positions and

gestures.

The way a person sits, where he sits, his position in bed all convey
information. It is generally accepted that a person who is seated without
slouching, and who leans the upper body toward the person to whom they are
speaking, conveys an impression of interest and attention. The nurse should
assume a position which appears natural and which is comfortable for him/her.
Body position is not static or rigid and changes gsriodically throughout the

interaction.

Social distance between individuals varies culturally. The nurse should
develop a sensitivity to patient's spatial territory and not invade this space
by sitting too close to the patient/family. Too great a distance, on the
other hand, may indicate to the patient/family that the nurse is fearful of
coming closer, a detachment from the patient or withdrawal. In so far as
possible the nurse should allow the patient}family to determine and set the

social distance.

c. Accurate Verbal Following. Through'verbal responses the nurse

communicates to the patient/family that listening and observations have

taken place. The single most important factor is that the nurse accurately
responds. The nurse's response must accurately reflect what the patient/
family said and what was observed. The nurse should not introduce new topics
nor should the patient/family be interrupted. The nursc may indicate that

the paticnt/family is being followed through minimal verbal interjections as
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\
"um-huh", "I see", "I understand what your saying", "Oh", "Yes", or by

repeating key words that the patient/family have used.
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ATTENDING FEEDBACK FORM

Instructions:

You will work in triads to practice the attending skills which we have
reviewed. The F;iads'will consist of three roles: the sender (representing
the patient/family),the receiver (representing the nurse) and an observer
who will monitor the attending behavior of the receiver. This form is to be
used by the observer to record behaviors of the receiver that indicate

listening is or is not taking place.

As observer, you must pay close attention to the nurse's use of
attending skills. During the practice session, pay close attention to the
intcraction between the sender and receiver. At the conclusion of the
practice exercise, quickly mark below those behaviors you observed. After

completing the form, report your observations to the receiver.

Behaviors Indicating Effective Attending

Frequent ..ut valied eye contac:
Relaxed posture
Leaned forward occasionally

Facial alertness and animation

|11 ]

Encouraging Fody gestures, e.g., head nod

|
i

Brief vocalizations that encouraged continueu communication
A

All comments ‘‘on topic"

Warm, interested voice tone

Moderate voice volume

[T

Minimized environmental interruptions

Beh:. /i o .ndicating that Effective Attendi: j it Not Taking Place:

Rigid body posture

Minimal eye contact
Slouching/leaning away from sendrr
Interrupted sender

Wandered off topic

Dirtracting gestures, e.q., smokir«, playing with pencil, etc.

ARREEN

Talked too much
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Inappropriate voice volume
Fidgeting

Stared at sender

Abrasive or overdramatic voice tone

pay ray
[}
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MODULE II: ENCOURAGING VERBAL COMMUNICATION

There are four initial guidelines to encourage patients and family mem-

bers to verbally express their feelings and thoughts.
1. Demonstrate good listening/attending behaviors
2. Minimize interruptions of patient/family
3. Minimize évaluative responses
4. Keep your responses brief

There are two primary skills which help the nurse facilitate and focus
communications with the patient/family. These two skills are the use of

open ggestions and minimal leads. We will examine each of these two skill

areas.

Open Versus Closed Questions

Open questions give the patient room to respond and express their
feelings and interests. Closed questions ask for factual information anrd can

be answered with a few words or with a yes or no.

You can usually distinguish open and closed questioﬁs by looking at the
first few words of the communication. Open questions begin with words such

as:

e Could (will) you tell me more about that?

e How do you feel today?

e What would you like to accomplish in the next month?
e Tell me more about that. '

® Can you give me an example of that?

Open questions are generally useful in exploring the patient's feelings
and interests. Specific situations in which open questions are particularly

useful include:

e Beginning an interview. (What would you like to talk about? How
have things becn going?)

e Getting the patient/family to talk more about something. (Could you
tell me more about that? What happened after that?)

67
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® Getting specific examples so the nurse can better understand what the
patient is talking about. (Will you give me an example? What do you

mean when you say he is hard to get along with?)

® Focusing the patient or family members attention on his/her feelings.

(Wwhat are you feeling now? How did you feel when she said that?)
Closed questions often begin with words such as:

® Do you feel tired?

e Is your family coming to visit today?
®. Are you going back home soon?

® When will they come?

® Where does he 1live?

® How long have you felt like this?

e ow many months ago was that?

Closed questions are not necessarily poor; they are just not likely to

produce a lengthy response from the patient. Closed questions are useful.

® When a patient is anxious or not very verbal--they may help the

patient get started talking
® When a nurse needs specific information
® When the nurse wants to focus the patient on a particular point

® When the interview is getting too "heavy" and the nurse feels
uncomfortable and unable to handle it. Closed questions can help
move the interview from deep, emotional material to a more super-

ficial level.

A Note on Questioning:

1. Avoid asking leading questions that tend to put words in the patient's

mouth, e.g., "you do believe in God, don't you?"

2. Avoid "why" questions. "Why" frequently implies scolding, fault
finding, impatience, or dissatisfaction. "Why" ques .ons can be
turned into "what" or "how" questions and be less threatening to
the patient.

)4({
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"3. Many of us overuse questioning in our communications with patients.
Many times questions can be turned into statements which leave

maximum room for the patient to respond.
"? For example:

"what do you think about...? could be stated as "Tell me what you
think about...” or "I'm really interested in hearing about...”

Minimal Leads

Non-verbal minimal leads include head nods, eye contact, and leaning to

the patient to convey your interest.

Verbal minimal leads are brief comments which show the patient that you

are listening and encourage him/her to continue talking. For example:

"I see"

"Oh?"

"So?"

"Then?"

"And?"

"?ell me more"
"Um hmmm"

Repeating one or two key words
\

Such brief responses allow the patient to precede as he/she wishes and

lead to greater self-exploration on the part of the patient.

)
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MODULE II: PARAPHRASING

Definition of Paraphrasing

Paraphrasing is a verbal response made by the nurse which accurately
restates what the patient/family said. Paraphrasing differs from reflection
in that the nurse restates only_cognitive content of what the patient stated,

i.e., the factual aspects. Paraphrasing does not deal with feelings.

When paraphrasing the nurse uses his/her own words to restate what the
patient/family has communicated. Fewer words are used than those used by the

patient/family.

Goals of Paraphrasing

1. To communicate to the patient/family that what they have said is

understood
2. To allow the patient/family to hear what was said

3. To focus the patient/family in on what was said; to give dirpction

for future communication
4. To validate the nurse's understanding of what has been said

5. To allow the patient/family to correct misunderstandings, expand

on what was sald or to modify what was said

.
Is

Components of Paraphrasing

1. Determining what was communicated
2. Restating what was said

™e nurse attends to what the patient/family is relating and filters
out extrareous words/sentences to determine the essence of what was said. The
nurge tren paraphrases what was sajd by restating it in a conci.. a. er. The

nurse must be precise in his/her choice of words 50 that the restatement is

accurate. '’

Validating Accuracy of Paraphrase

Periodically the nurge should assess the accuracy of the paraphrase.
Through validation the nurse will prevent misunderstanding, prevent interjecc-
tion of assumptions of.the nurse and prevent distortion. The qgoal.is to
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stimulate a response by the patient/family which will qllow tbe nurse to make
a judgement as to the accuracy of the paraphrase. The nurse may use phrases
such as "Is that right?" "Did I hear you correctly?”" to stimulate a

response by the patient/family.

The response made by the patient/family allows the nurse to judge the
accurazy of the paraphrase. If the paraphrase was accurate the patient/
family will continue, give verbal feedback, such as "right", or non-verbal
feedback, such as a head gesture, to indicate acéuracy of the paraphrase.
During this time the patient/family can modify what was said or decide to

change what was said.
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MODULE II: REFLECTION OF FEELING

Definition of Reflection

Reflection is a verbal statement made by the nurse which accurately
states what the patient/fznily feels. Reflection differs from paraphrase
ir that it dea' «.th tue atf{ective level (feelings and emotions) of the
communication. 1 . nurse expresses her perception of what the patient/

family feels.

Goals of Reflectioa

1. To communicate to the patient/{amily chat foelings are accepted in a

non-judgemental manner

2. To allow the patient/family to rccugnize tealings as a normal part

of oneself

3. To permit the statement of feelings which the patient/family may

have difficulty verbalizing
4. To validate the nurse's judgement of the patient/family's feelings

Imblicit in reflection of feeling is the concent of empathy. Empathy,
by definition, means to feel as another feels, to ste, into his/her shoes and
cee and feel things from his/her perspective. It is as if the energy fields of
another have been entered and the nurse has enteréd into the patient's frame
of reference. In reflection the nurse communicates this feeling to the
patient. In order for the nurse to effectively do this he/she must be aware
of his/her own feelings and be capable of expressing emotions and feelings.
Many patients with whom nurses interact have difficulﬁy in expressing emotion;
it is a nursing task to assist patients in expressing feelings and emotions.
The nurse must also communicate to the patient that it is permissable and

acceptable to express emotions.

Components of Reflection of Feeling

There are two cc.ponents of reflection of feeling:

1. Identification

2. Formulation of Response

(Gl
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In identification, the nurse distinguishes his/her own feelings from
those being experienced by the patient/family. The nurse assesses patient's
feelings through verbal expressions that the patient makes and through non-
verbal communication. The nurse then infers, through empathy, what the

patient is feeling.

T: 2 second component is an active phase: formulation of response. When
re tng the nurse captures the essence of what the patient is feeling and
i
st .is in concise terms to the patient. The nurse can then validate hisg/

her _.cgemert about the patient's feelings based on the patient's response.

Examples of appropriate phrases which nurses might use in a reflection

- of feeling response are:

It seems that you feel...

Are you saying that you feel...
You seem to feel...

Is it possible that you feel...
I'm picking up that you feel...
You appear to be feeling...
Perhaps you're feeling...

I sense that you feel...

‘ In validating the accuracy of the reflection of feeling the nurse
assesses how the patient reséonds to the statement. Thevpatient may agree
with what the nurse has said, or may disagree.' This points out the 'cyclical
rncdel of communication and the need for constant reassessment by the‘nurse.
Now the nurse must judge whether the patient is responding accurately or
f whether the patient indeed feels that way but denies it as he/she can't own

up to the feelings.

~
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REFLECTION OF FEELING FEEDBACK FORM

instructions: Yyou will be given directions by the instructor for an
exercise to allow you to practice your reflection of feeling skills. This
form will help you as an observer to assess the reflection of feeling skills

of one of your exercise partners.

Behaviors Indicating Effective Reflection of Feeling

V)

responded to the primary feelings in the patient
statement

reflected the feelings at the same level of intensity
expressed by the patient

varied phrases to reflect feelings; avoided stereo-
typical responses

checked reflection of feeling with patient for
accuracy

responded to nonverbal expressions of feeling by

the patient in a non-judgemental manner

- used new words to capture the essence of the patient's
feelings
used fewer words than the patient
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MODULE II: SUMMARIZING

Summarizing is a technique that can be utilized by the nurse to tie
together the main points discussed by the patient or family. Summarizing
is a verbal condensation of both the feelings and content of a particular
discussion topic or it may serve as a review of all topics discussed

. during one meeting between the nursce and patient/family. In either case,

an effective summary should have thxee basic characteristics:
1. It should be short
2. It should be to the point, and

3. It should not add new meanings or interpretations to

what has been discussed.

Goals of Summarizing

1. To express to the patient/family the nurses efforts to accurately

understand what the patient/family is saying and feeling.

2. To verify the nurses perceptions (and assumptions about) the con-

tent and feelings displayed by the patient/family.

3. To clarify the patient/family's meaning by pulling together
scattered thoughts and feelings.

4. To encourage the patient/family to explore a topic further once

the central theme has been identified.

5. To close a discussion topic to clear the way for new topics

of discussion.

6. To terminate - session through a concise review of major issues

discussed.

Components of Summar irg

Accurate summarizing has two components: selection and tying

together.

The nurse uses his/her judgment to select the key point: discussed.

As the nurse picks out the highlights of content and feelings, general
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themes usually begin to emerge. When aeciding what materia. to summarize,
the nurse should note consistent and inconsistent pattern= that have
evolved in the session. For example, the patient may keep coming back to
one particular issue, implicitly emphasizing its importance, or the patient
may seem to contradict himself/herself by making conflicting statements

at different times during the session.

After selecting the principal points discussed or displayed, the nurse
attempts to tie together these points and to feed them back to the patient
in a more concise way. In drawing together the content and feelings, hte
nurse should avoid adding his/her own ideas, which could well be
assumptions. The idea is to give back to the patient essentially what he/she

has said concisely, using fresh words.
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MODULE II: SELF DISCLOSURE

Self-disclosure is the sharing by the nurse of his/her own feelings,

. »
attitudes, opinions and experiences with a patient/family for the benefit

of the;pé%ient/famill, Self-disclosure can include the nurse communicating

feelings he/she experiences in talking with the patient/family ("I feel
very sad when you say that.") Self-disclosure can also involve revealing
the experiences and feelings the nurse has had in the past to help the

patient/family achieve greater understanding of their current situatio:.

Guidelines for Self-Disclosure

Self-disclosure can have strong and at times unintended effects on the
nurse-patient/family relationship. The following guidelines are intended t:
provide knowledge on the needed timing and content of self-disclosure by the

nurse.

1. The nurse's disclosure should relate directly to the patient/
family's situation. Disclosure should come only after the nurse
has used other interventions e. g. paraphrasing reflection of
feeling, etc. to make sure that they clearly uncerstand the
patient/family's situation. A key check on the timing aad
content of self-disclosure is to ask oneself, "Am I winti‘g to
reveal this for the patient/families needs or for my own

needs?"

2. The disclosure should be relatively short aad directly to the
point. Communicating lengthy stories and erperiences tends
to shift the focus of the session from the patient/family

to the nurse.

3. The nurse should reveal information about themselves only on a
level of intimacy they are comfortable with. Ask yourself:
"How will I feel later about having disclosed th:se feelings
and experiences to the patient/family? How might such

revelations effect my feelings toward the patient/family?"
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Problems of Self-Disclosure

There are some problems sometimes associated with self-disclosure of

which the nurse should be aware.

L. sSelf-disclosure, by touching sensitive areas of the nurse's
life, can break the empathic contact between the nurse and the
patient and, as noted earlier, shift the focus of the sess on
from the patient to the nurse. Some nurses may find it
difficult following self-dislosure to bring the point of

self-disclosure back to the experience of the patient.

2. The premature use of an intimate past experieuce oOr a
threatening present feelin: could make the patient anxious

and could damage the relationship.

3. There is a certain amount of risk to the relationship any

time the nurse uses self-disclosure.

Cr
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MODULE II: CONFRONTATION

Definition of Confrontation

Confrontation is the deli’ erate interacti n by the nurse to stimulate the
patient to explore something that the patient is uncomfortable about or is
avoiding. One assesses tle nead for confrontation through identifying dis-
crepancies or contradictions in patient's statements and behavior. It can
be viewed as an unmasking of rhe patient's distortions. The nurse assesses
information given by the patient and the patient's feelings and puts it
togetaer in a way thit th: patient has not been able to do. Confrontation is
an extension of empathy a:\d is dependent upon empathy having taken place.

Confrontation is not an attack, negative or punitive.

Goal: of Confrontatior

l. To assist 'hebpatient in exploring things that are painful and

conflictual
2. To identify areas of inconsistencies, discrepancies and conflict

3. .To help the patient to recognize defense mechanisms that are being

used

4, To assist patient in analyzing their (own) behavior and feeling

and to .ccept responsibility for them
5. To lemonstrate concern by the nurse for the patient

Tyras of Discrepancies/Distortions

Patients (individuals) zontradict or distort when reality does not

.

match desires. Descrepancies occur between:
1. What we feel and how we behave
2. What we say and what we do
3. How we view ourselves and how others view us
4. What/who we are and what/who we wish to be

5. What is said at one (particular) time and another
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6.

How one reacts and how (others) most people would react in the same

situation

Distortions in behavior occur when one can not face things as they are

in reality. One then changes behavior in attempt to create balance.

Guidelines for Effective Confrontation

1.

2.

Do not accuse, attack or punish

Use confrontation only when trust and empathy have been established

between you and the patient/family

Confront specific, concrete behaviors which the patient will be able

to change

Utilize patient's strengths when confronting

R
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MODULE II: PROBLEM SOLVING

Problem Solving Outline

Step 1: Involve the Patient and the Family
Step 2: Define a workable Problem
A workable problem has two characteristics:

a. a specific statement of the problem--the situation as it is

now—--that is narrowed down enough to address

b. the direction of change that is desired. You and the patieunt/

family must come to some understanding about the desired change

If tnere are a number of problems to be addressed, prioritize the
problems as to their importance and the ease with which they can
be resolved. It is usually best to begin with problems that can

e more easily solved.

Step 3: Analyze the PrcLlem

Conduct a force field analysis by listing factors working for and

against change of the problem.

FORCES FOR CHANGE FORCES AGAINST CHANGE
1. 1.
2. 2.
3. 3.
4, 4.

Step 4: Explore Alternatives

There are usually two ways to solve problems:

a. making a force for thange stronger

b. making a force against change weaker
Step 5: Gather Information on Alternatives

Step 6: Re-examine goal and alternative choices




Step 7: Develop and implement an action plan

Step 8: Feedback and follow-up

FORCE FIELD WORKSHEET

Instructions:

Select a patient/family or personal problem tnat you have recently
exp. nced. After reflecting on the desired nature of change, complete the

following force field analysis

FORCES FOR CHANGE FORCES AGAINST CHANGE

What alternatives would (or did) you implement to increase the forces

for change or reduce the forces against change.

t5
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MCDULE II: SUPPORT AND REASSURANCE

(Refer to attached article by Enelow and Adler)

In previous skill areas the nurse has assumed a relatively passive role
allowing the patient to direct the communication. In working with hospice
patients/families nurses may find it necessary to take a more active role in

order to give support and reassurance.

Goals of Support and Reassurance

l. v demonstrate acceptance and understanding of patients and -their

families .

\

2

2. To focus patients/families energies and behaviors in a particular

manner

It should be remembered that to the patient and family the nurse -
cepresents an authority figure. Therefore, whenever thé hurse utilizes a
degree of control he/she represents a ce;tain degree of éﬁthérity. Thus,
an atmosphere of trust and empathy shouldrbe established ériogmiéuﬁﬁe usé
of control. As a first condition the nurse should unconditionally aécept the
patient and family, The patient/family should be allowed to express féelings
and attitudes without judgement by the nurse. They should be atlowed to make
mistakes without experiencing rejection. Experiences sﬁould be viewed from
the patient's/family's perspective‘and the nursé should be extrémely\sensitive
to the use of the words "you" versus "we". The patiént/family should be

allowed to set the standards or norms.

- -

Sugggrt

The nurse demonstrates support through words or -behavior to indicate

{

interest, acceptance and understanding. The purpose is to promote'fgelings

of und-:rstanding. The nurse should be sensitive Lo the words that are used™

o

. : o . : .
and also non-verbal cues. which communicate the nurse's attitude. Silence is

an important factor. For instance{’the nurse does not have to respond

——

verbalJ? to demonstrate support; staving with the patient and{not.leaving him o/

e
alcne Tay be mo.’e important “han any words in communicating support.

R -
3 J
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Direction

Direction is a relatively high form of control; it in some way lets the
patient know what shotfld be done. Relating to verbal direction an example
might be a nurse saying "Tell me‘more about that" or "Tell me what you are
feeling". If a lesser degree of control is desired the nurse could say:
"Could you tell me more about that?" This gives d’rection to ;he patient

but permits some degree of control by the patient.

Suggestion-

Suggestion reflects a lesser degree of control than direction. It is
used to guide the patient's/Family's thinking and behavior. If when a nurse
administers a pain medication she says, "This should help in a few minutes"
she has suggested to the patient that the probability of relief of pain is
high.

Reassurance

'Reassurahce should always reflect reality. For this reason statements
g which are so helpful in other situations are not appropriate in hospice.
For example, it would be\rare that the nurse ébuid reassure the family that
"everything will be fine."™ Reassurance should be demonstrated to the patient/
family by using wdrds/bghaviors that restore or maintain their sense of self-
esteem. For example the nurse might séy, "I can understand why you feel that

way".
Y

,Submodule B: Applylng Communication /Skills to Hosplce Teachlng Functions

—~

The thxblts ‘on the following pages will be utlll.ed to illustrate the

// lecture and exer-ises on the use of teaching skills in the hospice setting.

it
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EXHIBIT A

TEACHING SKILLS/FUNCTIONS IN HOSPICE ,
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EXHIBIT B

DEFINITIONS OF TEACHING SKILL AREAS

Briefing

\

Organizing and distilling alrge amounts of data and information for
for quick presentation and comprehension.

Instruction
Desinging and conducting a learning experience for a specific purpose.

Facilitation

Ensuring discussive participation and interchange on a specific idea/
issue/problem by members of a group.

Monitoring 4

Observing individual or group activity/performance and providing content
or process interventions as needed.

Modeling

Demonstrating the behaviors, skill applications and attitudes being
transmitted or taught to others.

Team Building

Defining roles and interactions among group members in consideration of
group and task needs.

Feedback

Delivering specific observations about behaviors and their effects upon
others
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EXHIBIT C

TEACHING INTERVENTIONS IN THE THREE
STAGES OF GROUP DEVELOPMENT

STAGE CHARACTERISTICS NEED TEACHING SKILLS
1 Dependence (infancy) orientation briefing
information instruction
expectations modeling
setting
2 Testing (adolescence) questions/ instruction
answers facilitation
disclosure feedback
skill development
practice modeling
3 Conjoint Functioning autonomy monitoring
(maturity) problem solving feedback
modeling
EXHIBIT C

CHANGES IN CONTROL ROLES

Teacher Control
Group Control

Time >
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LEARNING GROUP
CHARACTERISTICS

EXHIBIT E

STRUCTURED LEARNING EXPERIENCE OUTLINE

LEARNING
OBJECTIVES

Stage
Needs
Motivation
Others

Cultural
Language

Environment

What should they
learn?

How well do they
need to do it?

METHODS

Given the group
and the learning
objective, how
should the learn-
ing take place?

- envimonment
- role
practice

- time

89 (i

EVALUATION

What seemed to
work? Why?

what didn‘t?
Why?

what needs to be
changed?



EXHIBIT F

STRUCTURED LEARNING EXPERIENCE WORKSHEET

LEARNING GROUP LEARNING
CHARACTERISTICS OBJECTIVES METHODS EVALUATION
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From i ewi Patient Care, Second E&ition, by Allen J. Enelow and
Scott N. Swisher. Copyright 1972, 1979 by Oxford University Press, Inc.
Reprinted by permission.

BASIC INTERVIEWING

Allen J. Enelow, M.D., and Leta McKinney Adler, Ph.D.
(%4

1. THE CLINICIAN-PATIENT RELATIONSHIP

What we would term an effective clinician-patient relationship is ideally
chearacterized by trust and confidence ip the clinician; a feeling of relative
autonomy and.appropriate participationfon the part of the patient; continuity
of the relationship with flexibility in its nature and depth; and reasonable
expectations on the part of both doctor and patient.

Trust and Confidence

Illnesses that cause people to seek help are very often accompanied by
anxiety, a feeling of helplessness, and disturbances of the relationships
between the patient and others around him. Often, too, illness leads to a
disruption of family functioning and to loss or threatened loss of income.
Therefore, the patient comes to the physician with a characteristic mixture
of .hope and fear. He hopes that the physician will be able to discover the
cause of his discomfort and take appropriate steps to set things right. At
the same time, he fears that the physician may not be able to help him and,
in some instances, that help is not possible. These fears may be compounded
by apprehension over the cost of care, or the possibility of painful,
disabling, or disfiguring treatment procedures.

Initial trust in the ph;%ician's professional skill is usually created
by the degree of confidence the physician communicates by his manner and by
such things as diplomas, certificates, and office atmosphere. It is another
thing, however, to have a feeling of personal trust and confidence in the
physicianf Trust and confidence are.built when the physician provides support
and when he respects the patient's autonomy. They are also created when the
physician (or other clinican) maintains the reserve that defines him as a
professional person whose aim is to help, and who seeks no reward from the
relationship beyond those given to the professional person for being success-
ful in his work. Of course, previous successful treatment of the patient or
his family or friends also provides a basis for trust.

Autonomy and Participation

Three types of doctor-patient relationship have been described by Szasz
and Hollender: activity-passivity, guidance-cooperation, and mutual participa-
tion.! The major variables in the three relationships are the degree of
participation and feeling of autonomy on the part of the patient.

In the activity-passivity Trelationship, the physician uses all of the
authority inherent in his status, and the patient feels no autonomy, tries
hard to please the physician, and does not actively participate in his treat-
ment. While usually required in the management of emergencies, it is the
poorest type of relationship for diagnostic interviewing and data-gathering,
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as well as for much treatment.

In the guidance-cooperation sype of doctor-patient relationship, the
physician still exercises much authority and the patient is obedient, but the
patient has a greater feeling of autonomy and participates somewhat more
actively in the relationship. This is more appropriate than the activity-
passivity model for a diagnostic interview. But a guidance-cooperation
relationship does not encourage emergcnce of the widest possible range of
relevant information. The desire to please the physician still may cause
the patient to restrict information to what he perceives is wanted, as well
as to bias the information he gives in a direction that seems to be desired
by the interviewer. Alertness and great skill in phrasing questions on the
part of the interviewer are necessary in order to overcome this tendency.
Later in the interview, during the detailed inquiry commonly calld the review
of systems, a gdidance-cooperg;ion relationship is "yppropriate.

T~

The mutual participation relationkhip is the most desirable for the
diagnostic interview, as it is for the management of chronic illness. Here
the patient feels some responsibility for a successful outcome, which in-
volves both active participation and a feeling of relatively great personal
autonomy, that is to say, responsibility for his own behavior. This is
created by appropriate moderation of the physician's use“of his authority,

a theme that will recur throughout this chapter. In such a relationship, the
widest range of relevant diagnostic information tends to emerge and the most
successful outcome of treatment is likely to occur. While it is true that
some dependence on the physician is useful, especially in acute and
frightening illness, it is generally not useful to foster the patient’'s feel-
ing of dependence. Dependence can reach a point where it interferes with
treatment and prolongs thg relationship. The best clinician-patient
relationships encourage the patient to take increasing responsibility for
himself, at a time and rate consistent with good treatment.

>

Continuity and Flexibility -

+ While the clinician-patient relationship ideally has continuity, it is
characteristically flexible in both nature and depth. There are times when
the relationship is intense and involves frequent contacts and detailed
explorations the patient's physical and personal life. At other’ times, 0
the relati hip is casual and occasional, perhaps consisting of an annual
checkup 4r help for a minor and limited disorder, such as a simple laceration
or sprain. The nature of the relationship may vary from the careful explora-
tion of unexplained severe and acute symptoms to counseling, and from ;gutine
procedures such as inoculations or superficial physical examinations tosh
intensely emotional encounters during times of stress or crisis in the =
patient's life. In the most successful clinician-patient relationships a
data bank is built through repeated encounters. New information is added as
each new problem is explored and its solution sought. The ability to establish
this kind of relationship is primarily a function of the emotional and
supportive aspects of the interview.
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Reasonable Expectations

The patient's expectations from the 'doctor-patient relationship, and
therefore from the interview, are very much influenced bx:the pain and fear
he is experir:ncing when he consults the doctor. The patient:expects to
have the source of his disorder found and corrected. He also expects some
degree of comforting or care from the physician and some reassurance. His
view of a successful outcome of his treatment is that it produce a positive
feeling of well-being, not just the absence of pain or discomfort. The fact
that this outcome is not always possible is never easily accepted by patients,
except for those who are "professional patients," that is, those who have
learned to obtain gratification from the sick role. It is important that the
physician deal realistically with the patient's eXpressed and unexpressed
expectations from him and from their "rélationship. Open and frank discussions
about prognosis are usually helpful; tact and an understanding of
appropriate timing are necessary. '

2, THE INTERVIEW MODEL

What kind of. interview is mosg likely to produce a relationship charac-
terized by trust and confidence, and appropriate degree of autonomy and parti-
cipation, flexibility in its nature and depth, and reasonable expectations
on the part of the patient? It is our view that an open-ended interviewing
style is most likely to produce the desired type of clinical xelationship and
to be both effective and efficicnt in the task of data collectiom.

Before describing this open-ended model, let us examine two alternative
approaches to interviewing. Our observations of physicians in postgraduate
courses and of house officers in university hospital clinics led us toO con-=
clude that the average medical interviewer is likely to seek inforfiation in
the most direct manner possible--by asking a great many questions. This
style of interviewing might be called directive-interrogative. It is often
referred to as history-taking. The physician has a long "list" of items in
mind about which he wishes to have information. Each bit of information given
him by the patient is followed by several specific questions elucidating de-
tails. In a number of obseryed situations, certain consistent effects of
this interview sytle were noted. The patient has a tendency to become quite
passive. Often the patient makes some early efforts to bring in personal
concerns, then ceases the efforts and limits his communication to supplying
the information that is being sought. When the interviewer and the patient
come from different cultures or different social classes, the patient may
struggle to understand the interviewer with limited success. The interviewer
often responds with increasingly specific questions (and sometimes with
irritability). The relationship has rarely deepended by the conclusion of
the interview. Important diagnostic clues, particularly in the psychological
and social areas, may not be picked up.

In the mental health care disciplines, by contrast, one is likely to
find very little emphasis on fact-finding through an inquisitory technique
and a much greater emphasis on the development of rapport. Much attention is
paid to the empathic responses of the interviewer and to the facilitation of
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communication, and correspondingly less attention to data collection.  Facts
are not actively sought; they are permitted to gmerge. This is:especially
true of the psychiatric interview that w111 1ead 50 psychotherapy and of the
soc1ai worker's casework 1nterv1ew.2 s .

.

The.Open-endedwinterview to(be described here is a derivative of the
interview styles that have emerged in the mental health professions. It has .
been modified to fit the medical or health care setting. It combines the
goals of the fact-finding type of interview with, the concern for rapport and
the emphasis on emergence of information, rather than the extraction of facts,
that characterize the interviewing style of mJyst mental health professionals.
The description of the characteristics of the open-ended interview and the
most likely responses of patients to the interview behaviors of the physician
are based on five years of research in 1nterv1ew1ng, using an interaction "
analysis scale developed by Adler and Enelow. *' 5 fThe guiding principle of
the open-ended interview is that the clinician should exert the least amount
of authority necessary to obtain the information he is seeking within the time
allotted for the interview.

There are four general characteristics of this style of interviewing.
First, the interview should be carried out in an atmosphere that ericourages
spontaneous behavior on the part of the patient. Second, the interviewer's
behavior should encourage communication. Third, the interviewer should give
attention to the patient's non-verbal behavior as well as his story. Fourth;
the interviewer's specific information-seeking actions should be thosg: that
exercise the least control first, and the highest degree of control as late
in the interviewas possible.® )

vy
"‘v

The Atmosphere of the Interview

An atmosphere that encourages spoﬁtaneous behavior has both physical and
emotional attributes. Comfort and privacy should be provided whenever pos=
sible. The interviewer should arrange for the fewest pcssible interruptions.

-

The interviewer's behavior should encourage communication.

The interviewer should communicate by his manner that the pacient can
respond freely and discuss whatever he wishes. As a rule éf thumb, the
fewer the clinician's utterances to keer the patient talking, the better.
This is especially true in the earlier part of the interview.

The interviewer should jive attention to thé patient's non-verbal
behavior as well as his story.

Non-verbal communication is often more indicative of a patient's inner
state than his verbal account. Information not contained in words may be
clearly expressed in behavior, manner, and appearance. An important way of
facilitating the patient's spontaneous account is to call his attention to the
observed behavior.
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progressively greater use of authority.

The interview is best opened with a broad open-ended question such as
"What kind of difficulties are you having?" As the patient answers, the
interviewer should encourage spontaneous elaboration on hiz account through
facilitating remarks and gestures. If the interviewer observes that the
patient is encountering difficulty in describing his problems or discomfort,
or finds it difficult to understand his account, he should point it out to
the patient. If there is incongruity between the patient's behavior and his
account, the patient's attention should be drawn to the observed behavior.
Lastly, if these methods have not yielded specific items of needed information
or at that point in the interview where specific details are needed to fill in
the story, the interviewer should use direct questions.

The principle is this: ~ spontaneous reporting tends to produce the
broadest ‘range of information, most of which ig likely to be relevant. When
verbal communication ceages, nonsverbal communication continues. Pointing
out the non-verbal behavior tends to encourage the verbal expression of the
inner experience. For.example, a patient who is told that he has a worried
and pained look may then describe his chronic low-grade neck stiffness and
headache. Feelings, such as sadness or fear, may be first expressed after the
non-verbal . (behavioral) evidence has been brought to his attention. If this
does not succeed, questioning may be necessary. If the patient can express
himself well, very few questions may be necessary. A very important reason
for limiting the interviewer's control over the patient's communication is to
minimize bias in the information offered. The wording, timing, and sequence
of questions, as well as non-verbal behavior accompanying them, all may pro-
vide cues that influence the patient's replies. '

3. BASIC INTERVIEW TECHNIQUES

Opening the Interview

The open-ended question, such as "what kind of troubles have you been
having?" says to the patient, "I am interested in anything you may feel is
important enough to.you to tell me." 1In return interviews, an appropriate
Variant might be, "How have you been getting along?" Interviewers who do
not use the open-ended question frequently close off whole veins of important
information since they do not give the patient permission to develop areas
not covered by the interviewer. Yet scme patients, especially children and.
adolescents but also adults, are unable to respond tc an open-ended question
with a detailed account. In such a case the interviewer may be tempted to
begin direct questioning at once. If the sole reply to "What kind of
troubles have you been having?" is "Well, I've been having a lot of head-
aches," followed by silence, the clinician may fall into the tra- of asking
a ‘series of questions like "How long have you had them?", "How lony do they
last?", "Where does the pain seem to be?", "What relieves them?", and so on.
Each spécific question the doctor asks will increase the probability that the

patient will give the exact information requested and lapse intc silence
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awaiting the next question.

Before embarking on a line of direct specific questioning the inteiviewer
should try less controlling actions. These are silence, facilitation, and,
if appropriate, confrontation.

Silence

The least controlling thing an interviewer can do is to be silent and
"cive the patient the floor." If the patient falls silent, the interviewer
should consider being silent himself for at least a brief time. Ordinarily
the patient will soon feel free to resume his account. That the clinician is
not speaking does not mean that he i: not communicating. His facial expres-
sion, posture, and movements all tell the patienf something about the inter-
vizwer's response to his account and to him as a person. An attentive facial
expression and posture tell the patient non-verbally that he has an interested
listener. On the . ther hand, s 1irg over a bed patient suggests that you
will not remain lo:qj cnough for, him to tell you very much. It is a good idea
to look at the patieni but not gtare rontinuously into the patient's eyes.
Looking distracted, fidgeting)\ s ping in an attitude of fatigue, looking
away from the patient, and exanini the chart all indicate that the inter-
viewer's attention is not fully focuyed on the patient. This non-verbal

message will inhibit the patieqt coni}dexably.

the doctor's béhavior of choice is)an Anterested, attentive, and rclaxed
silence. Whether to remain silentlor flo speak when the patient falls
silent Is a choice which requires the Akill that comes with experience,
buring an interview silenges of only a few seconds often scem interminably
long. Silence is frequently quite uncomfortable for the inexperienced inter-
viewer. The busy practitioner is also likely to tolerate silences poorly
because of his schedule consciousness. A common response of both beginnexr and
Lusy nractitioner is to 3earch for a question or a remark to keep the con-
versation going. Hut one can learn to tolerate silences through practice,
Thin is a wbrthwhile exercise as there are times when it ig very useful to

ae¢ interview for the clinician to maintain his silence after the patient hac
stopped speaking,

Thus while the patient is comfuni.ating freely about important matters,

One of thesc times is when the patient has stopped spcaking in nrder to
clarify his thoughts, to recollect facts, or to find a way of adequatcly
c¢xpressing something. The patient may explain such silences with remarks like,
"Let me think a minute,” or "How can I may that better?” This kind of
thoughtful silence i rarcly accompanied by signs of increased tension. The
percoptive interviower can usually recognize this gituation and wait for the
patient to continue. An {nterruption may mako it more difficult for the
patient to express himsolf clearly,

Another wvituation roquiring a decislon whothor to remain silent or to
initiate some action occury when the patlent appears to have said all he wants

to say and has come to a natural pause. Tho pause may be signaled by a remark
and by the pationt's doemeanor {ndicating that he hay finlshed and is wajting to
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hear from you. -The best choice at this juncture depends c.- - - .uber of
circumstances.

First, the clinician should consider how often these pau.cs have been
occurring and how lengthy and complete the patient's narrative has been. If
the patient has been limitinjy his remarks to a few phrases or sentences, then
waiting for you to take the initiative again, you may have been interrogating
him. If you have been asking a great many direct questions, continuing after
brief replies, the patient will assume that brief replies i1 response to your
questions are what you wish and expect. If, upon reflection, you feel you have
placed yourself in such a situation, a pause on your part may encourage the
patient to go on, If the patient continues to remain silent, it may be help-
ful to try a comment or facilitation with a relatively low level of control.
&

If, after reflecting on the course of the interview, you realize that
you have been working hard to help the patient tell his story on his own,
and you sense that the patient is "holding back" and that his non-verbal -
behavior reflects tension or discomfort, your silence is again likely to be
appropriate: in the 'silence which follows, the patient's discomfort may well
increase, and he may then tell you on his own what is bothering him and give
you an opportunity to deal with it. This could be something in the immediate
environment, such as tclephone interruptions, the intrusion of office per-
sonnel, or a feeling that you are uninterested. On the other hand, it may be
reticence, shame, or embarrassment about telling important parts of his story.
The difficulty in communication which has developed may also be due to the
patient's discomfort in speaking frecly to somcone of different sex, age, class,
race, or ethnic background. The patient may fear the possible” diagnosis and
react to this anxiety by failing ‘. ccmmunicate frecely in order to "ward off"
the knowledge that he has the discase he dreads. Or his discomfort may be
related to important events or circunm..ances in his pcruonal life that you need
“0 know abont in order to manage the patient's treatment successfully. What-
cver the reason for his evasivencss and discomfort, a pause will allow his
discomfort to become clearly evident to both of you. If he does not specak
about it spontaneously, you arc ready to point out the difficulties in communi-
cating which you have been observing. A confrontation in this situation will
frequently result in a discussion of the difficulty the patient is encountering,
This will usually permit the interview to procced smoothly.

The situation in which a patient has been communicating freely but shows
increasing difficulty with a particular topic and halts the account is another
instance of silence best handled by remaining silent. In the ensuing pausc,
“he cmotional basis for the failure of communication may become apparent, and
the cliniciancan then proceed with a confrontation leading to a discussion of
the difficulty.

There is one time when it is mandatory for the clinician to remain silent,
this 1s when the patient has stopped gpeaking because he is overwhelmed, or
about to be overwhelmed, by emotion., Sometimes one may forestall or attenuate
an expression of strong emotion, most frequently weeping, by prematurcly saying
something to the patient, thereby failing to reduce the patient's tension.
There are several reasontd for remaining silent until the patient has expressed
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stong emotion and brought his feelings under control. Foremost is that open
expression of feelings is almost always therapeutic for a patient. 1In addi -ion,
it is likely that a patient will be able to express himself more adequately
after'a release of emotion. He may well be able to speak of things which he
could not bring himself to discuss before. If, on the other hand, the patient
decides to control himself and withhold his feelings, he has the opportunity

to do so. He makes the choice himself; it is not forced on him.

The extent to which the patient is helped and the interview is facilitated
by permitting a display of feeling depends very much on what tie doctor says
and does after it has subsided. A supportive response is almost always help-
ful. This will be taken up in a later part of this chapter.

In some cases it will not be appropriate for you to remain silent when a
patient pauses. 1f an overly talkative patient who has been dcminating the
interview and preventing the efficient gathering of diacnostic information
stops talking, for example, you might take the opportunicy to obtain some of
the information you need. Another time that you would not necessarily remain
silent at the patient's pause would be when you felt a need for clarification
of what the patient had been saying. There are several ways you might choose
to proceed and they will be described later.

In the early part of an interview, silence may allow the patient to go on
to a new topic. If the patient shows signs of increasing tension as a silence
develops, one can acknowledge what was just said, ask a broad guestion concern-
ing this or other problems the patient may have, or comment on the patient's
discomfort. Near the close of the interview, when the interviewer feels he
has a generally complete account of the patient's situation, he may not pause
but instcad immediately move to obtain some specific information with questions.

therc are a few "don'ls" with regard to the use of silence on the part of
the interviewer. Most individuals in our society are made uncomfortable by
long silences in ordinary conversation. A doctor who overuses silence may be
perceived by the patient as cold or distant. Certain individuals, particu-
larly adolescents, do not tolerate silence well. When the interviewer percieves
that his silence produces discomfort in his patient to the point of reducing
further communication, he should become more active.

Egcilitation
Encouraging communication by manner, gesture, or words that do not
specify the kind of information sought is called facilitation. Tt represents
a greater use of authority than silence but still exerts 'a low deqgrre of
control. Since a completely impassive silence on the part of the interviewer
is relatively uncommon, silence and facilitation tend to go hand in hand. An
interested, attentive manner is, of course, facilitating. Any change of
facial expression or posture displaying greater interest or attention is a
facilitation. A common mode of facilitation is the nod of the head, conveying,
“]'m listening," "I understand what you're saying," or "Go on." This message
i cncouraging to the patiert but can be overused. Inexperienced intervicwers
frequently relieve their own tension during the interview with what might be
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called the "head-nodding syndrome.”" The clinician should also take pains not
to nod his head for facilitating purposes when the patient has been expressing

a strong opinion. In such instances, his action may be mistaken for approval
£ agreement.

A similar message is conveyed to the patient with an occasional "mmm-mmm"
or by postural shifts toward the patient or into a position of greater alert-
ness. The doctor may also interject short words or phrases such as "Yes" or
"I see" without interrupting the flow of the patient's narrative.

Another type of message that is facilitating is the action that conveys
"I don't understand.” This may be non-verbal, such as a puzzled look, or a
verbal statement of confusion on the order of "I don't follow you" or "I'm
sorry, but I don't understand.”

When a patient has stopped or appears to be about to stop discussing a
topic and the interviewer wants mcre information, he also may encourage the
patient to continue by repeating his last few words. This may be done with
the inflection of a question or merely as a repetition. For example, either
"the last few days" or "the last few days?" will invite the patient to conti-
nue. Another verbal facilitation is a brief summary of what the patient has
been saying. This indicates that you have understood him and are interested
in further informaticn. A brief summarizing remark will usually encourage the
patient *o continue, without explicitly directing him to do so or specifying
what subject he should discuss.

Facilitation can also be used to return the patient to a topic previously
introduced. This is done by referring back to a phrase previously used by the
patient which indicates the mattar of interest to the clinician. For example,
in the course of describing her child's respiratory complaints, a mother may
mention that her child has had a lever and then go on without elaborating.
After she has completed her description, the physician can then say, "You say
Johnny has had some tever?" )

Facilitation, then, evokes communication by suggesting to the patient
that the doctor is interested in what the patient is saying and is encouraging
him to continue. It may also suggest, but not require, that the patient
explain or expand on something he has said. A good interviewer with a normally
communicative patient should be able to gain much of the information he needs
by attentive silence and facilitation. When the doctor genses that the patient
is not speaking freely and clearly, however, he should consider making a
confrontation.

Confrontation

In confrontation the interviewer describes to the prtient something
striking about his verbal or non-verbal behavior. Here the clinician exerts a
little more control over the interview than he does in facilitation. Facilita-
tion is a suggestion to the patient that he elaborate on 3 topic he has intro-
duced. Confrontation directs the patient's attention to sumething that he may
not be aware of--or, at best, be dimly aware of. As a result, a confrontation
very often has the effect of introducing a new topic. Examples of
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confrontation are: "You look sad," "You seem frightenrd, " "You sound angry,"
"I notice that you have been rubbing the back of your neck."

Like permitting a silence confrontation poses a difficult problem for
the beginning student of interviewing. Students are often sel f-conscious
about using it. In ordinary casual social conversation one does not call the
attention of the person with whom one is talking to striking aspects of his
manner or behavior of which he is probably unaware. To do so would usually be
considered impolite. Very often, too, confrontation is a hostile act; very
often it is used in heated controversies. Since confrontation is not part of
one's ordinary repertoire of cocial behaviors, one must develop through prac-
tice its use as an effective expression of sympathy or support during an
interview.

One situation in which a confrontation is useful has been previously
alluded to, that i, when the interviewer cbserves that the patient is having
difficulty in providing information. Some of the possible rcasons for this
have alreacy been discussed. It was Suggested that if there is a pause during
which the pacient's discomfort has become evident and, perhaps, its nature
revealed, a confrontation is in order unless the patient ends the silence by
describing his difficulties. The fcrm of the cor.frontatio.n will depend on
what the doctor has observed. Often uscful are such comments as "You ~eem to
be having a good deal of difficulty tslling me ibout this" and "You appear
quite uncomfortable." The patient who gives brief answers without elaborating
may respond to "I notice you say very little except when I ask you questions."
A common response is "Oh, I didn't know you wanted me to go on."

Note that the confrontations above describe how the patient appears to
the interviewer. They are based on what he has observed. They do not make
inferences about the patient's motives or his specific emotional state. It
is of course possible that the interviewer has been incorrect in ascribing
discomfort to the patient. In this case the remark will give the patient an
opportunity to cxplain the difference between the clinician's perception ot
his behavior and his own. Such an explanation usually provides useful
information. {

The confrontation is not formulated as a question. At first glance, it
might scem more efficient to ask, "Why are you uncomfortable?" or, "Why do you

have so little to say?" There are several reasons for avoiding such

questions. First, they assume that the physician is correct. A question puts
more pressure on the patient to agree with the doctor than a mere statement of
the doctor's observation does. Second, a direct question also requires that
the patient make some reply. The patient may not have developed sufficient
trust in the doctor to reveal the required information. He may make an evasive
partial, or even a false reply. Third, the patient may not know or be able to
formulate the answer to the question. [Fc:ling forced to reply, he qives a
misleading or uninformative answer. The question "why?" asks for . causal
explanation. Many persons, especially among the lower soci6-economic classes
and the culturally deprived, do not think in terms of intra-psychic causes for
their behavior or problems, and this is the realm of causation to which the
doctor is usually referring. Even more important, a complete response to such
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a question would take the patient to his genetic endowment, his socialization
from infancy to the present, the set of circumstances under which he is
living, and what is happening in the interview situation. Asking why allows
the patient to select some plausible "cause" out of that part of these data
which are available to him. His explanation may very well be what he thinks
the clinician believes or wishes to hear., This often leads to mutual accep-
tanc- of an explanation which appears plaucible to the interviewer but which
may or may not be either accurate or valid. In pointing out the patient's
communicative difficulties the doctor is attempting less to discover their
causes then to permit the patient tr cxpress the feelings he is then having.
This expression may be sufficient ia itself to p.vmit the patient to continuc;
if not, the doctor may be able to assist the patient in continuing once he
has listened to this expression.

Another situation in which confrontation is useful occurs when the
patient's non-verbal behavior communicates something to the interviewer that
the patient is not talking about. For example, a housewife may be describing
some set of physical symptoms, and her docto. observes her dejected posture,
sad look about her eyes, her low and monotonous voice, and her twisting
fingers. By some remark like "It strikes me "~ hat you look very sad" the
doctor responds to her non-verbal rather than lLer verbal communication.
Slightly reddened eyes or trembling of the chin or lips may indicate that
the patient is on the verge of tears. A gympathetic confrontation such as
"You look as if you are about to cry" may offer the patient an opportunity to
give vent to her feelings of dv:spair by opening wecping. This may have a most
valuable therapeutic effect. Physicians in particular tend to avoid situations
that encourage a patient to cry for fcar the patient will later be ashamed or
cmbarassed about it. 17This fear very often stems fi.in the doctor's own feclings
about the shamefulness of crying. If the doctor responds to the weeping
patient tactfully, it is very unlikely that the patient will feel ashamed or
cmbarrassed.

It is appropriate, too, to confront a patient when hi- voice, posturec,
bodily movement, or facial exprecssion betray emotions such as anger or
anxicty. Onc can say, "I get the impression that you are angry," or "You
sound angry." To an anxious patient, onc¢ can say, "You look worried," or,
"You seem tense," or one can remark on the behavior which betrays tension or
anxicty by saying such things as "I notice you're chain-smoking" or "You're
trembling." All such remarks tend to evoke a freer expression of feelings
from the patient. Valuable information is derived and other nceded informa-
tion can be obtained more cxpeditiorsly after the patient's expression of his
despair, fear, anger, or other strong feelings. Lastly, if the clinician
handles the situation sensitively, the patient will fcel ircreased trust and
confidence.

A particularly appropriate time to confront a paticnt is when his verbal
and non-verbal bechavior are clearly inconyruous. For example, a paticnt may
speak about very sad things in an indifferent manner, about insults or ygross
injustice without displaying anger, or about comfortable circumstances and
happy cvents in a mood of dejection. A comment on thesce digscrepancics may
lead to valuable information about the patient's difficultics and especially
about his conflicts.

Q

ERIC

Aruitoxt provided by Eic:



A confrontation is also appropriate when there are inconsistencies in
the patient's story. This almost always leads to valuable information.

There are few cautions to be stated about confrontations. In ordinary
conversation, when we speak of confronting someone, we often mean a hostile
accusation. This term often has an unpleasant and unnecessary connotation of
anger, even though there are many types of helpful and positive confrontations.
When confrontations are made in an interview they should reflect sympathetic
interest in the patient. Sometimes the interviewer's irritation with some
bel.avior of the patient may be the cue that calls this behavior to his atten-
tion, but it is his interest in this peculiarity of behavior and in furthering
the goals of the interview that should prompt and be expressed in the confron-
tation. A second caution concerns the overuse of confrontation. Even though
the patient is confronted in a sympathetic manner, he may feel criticized if
he is confronted too often. Confrontations can develop a nagging quality.

No more than one or two confrontations about the same or related observations
are appropriate in any intervicw.

Qgestions

The question, which could be called directive evocation,6 requests infor-
mation and specifies the area of information desired in the response. Tnis is
the highest use of authority and it exercises the greatest degree of control
thus far discussed. Open-ended questions vary in the degree of authority they
represent depending on how closely they specify the area in which the reply
is expected.

Questions that require a very specific answer are rarely appropriate if
the interviewer does not know how he will use the information in arriving at
a decision. If direct questions are properly phrased, answers will most often
be brief but high in information content.

Even dreater control is exerted when the question is so phrased that a
yes or no answer is called for. A similar form is the multiple choice query
in which the interviewer specifies a list of specific replies he expects the
patient to choose from: "Does this pain come on before, after, or during
meals?" These two types of questions we may term check-list questions since
they verbally offer the kind of question which may be answered by checking off
a pre-printed response on a questionnaire.

Check list questions are generally to be avoided in an interview. Both
types tend to stop the interchange. The patient "checks-off" the reply and
waits for the next question. Furthermore, both types tend to suggest that the
interviewer is not interested in information which does not fall into the cate-
gories provided and expects the patient to "pigeon hole" his reply categori-
cally. More communicative patients may overcome this suggestion and provide
rolevant information not requested, but the interviewer should not rely on
this when formulating questions. It is particularly difficult to create good
multiple choice questions spontaneously. The categories should be exhaustive
and mutually exclusive. If all possible alternatives are not offered, bias is
introduced. 1If all alternatives are presented the question is 1likely to be so

105



Q

ERIC

Aruitoxt provided by Eic:

complex that it confuses the patient. Multiple choice guestions are, there-
fore, best given in written form. Questions represent the interviewing behav-
ior most likely to produce biased information. A discussion of ways to avoid
bias will be found in Chapter 4.

At what points in the interview is it wise to use direct questions? The
first is any time on cannot get needed information with a lower degree of
authority. ~The second is when the broad outlines of the story have emerged
and specific information about details is needed. These include the review of
systems, inquiry into past illnesses, and parts of the mental status examina-
tion. Chapter 4 will deal with these aspects of the interview.

Direction, the highest use of control, refers to statements or actions
that indicate, instruct, or demand of the other what he should do in such a
way that an expected compliance is clearly indicated. Directions to speak,
such as "Tell me more about that," exert the full force of the doctor's author-
ity. However, the direction cited does not limit the range of information that
the patient will give to anything like the degree that a direct and highly
specific question will do so. Thus, directions, too, can allow a patient con-
siderable latitude in what he says, though little latitude in the topic he
speaks about.

Somewhat less control than with either questions or directions is exer-
cised when the interviewer makes a suggestion. A suggestion is a subtle direc-
tion or advice which may guide the patient's thinking or behavior. Because of
the authority of the clinician it will have much more effect on the patient
than the same words would have in a different setting. Suggestion is the

. commonest way of biasing information, for this reason. This can be done in

several ways. One is by the wording of the question. Another is by shifting
topics, which way say to the patient, "That's not important--no more about

that It can also be done by interpreting what the patient has said, or by
mentioning a tentative diagnosis. Suggesting a pattern of pain or a symptom
must be avoided in diagnostic interviewing. However, suggestion may be helpful
in treatment; it is probably the basis of the placebo effect.

Support and Reassurance

In the first part of this chapter, we mqntioned that trust and confidence
in the clinician is built when, among other things, the patient is offered
support. This is also true of reassurance, when appropriate and correctly
timed. The clinician's ability to be appropriately supportive and reassuring
helps create an atmosphere in which the patient is encouraged to communicate.
It also helps to promote the continuity of the relationship.

Support refers to any act which communicates the interviewer's dnterest
in, liking for, or understanding of the patient or which promotes a feeling of
security in the relationship. Examples of supportive statements are: "I
understand" and "That must have been very upsetting.” A summary of what the
patient has just said that conveys a sympathetic comprchension is supportive.

one of the most important times to express support is after the patient
has oxpressed strong feeling. After a confrontation to which the patient has
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responded with weeping, or the expression of hitherto tightly controlled fear
or anger, support is most important. It increases the solidarity of the
relationship and helps the patient to continue his account.

It must be clearly understood that supportive words without a supportive
attitude on the part of the interviewer will sound hollow and will rail to
accomplish their intended purpose. Without a genuine interest in the patient,
a feeling of friendliness, and a desire to be helpful, supportive words are
simply not supportive.

Reassurance includes words or acts which tend in the direction of restor-
ing the patient's sense of well-being, worthiness, or confidence. When
patients are very frightened, a reassuring remark may have a remarkably help-
ful effect. As with support, if the words are reassuring but the clinician's
attitude does not convey reassurance, the attempt will fail. To be effective,
reassurance must be based on evidence or fact and be genuine. Cliches are
rarely reassuring.

Since reassurance depends on acceptance of the doctor's authority,
reassurance should not be given in a way that creates unreasonable expecta-
tions. Staying close to fact is the best way of avoiding this. The clinician
can reassure by citing what he has learned up to that point and how it
can be interpreted. On the other hand, stating "averything will be all right"
or "There is nothing to fear," unless the evidence clearly supports such a
statement, is a poor use of reassurance. The statement "You are making satis-
factory progress" is reassuring only if it is based on good evidence that the
paticnt can understand.

4, NON-VERBAL COMMUNICATION

Throughout the interview, when the patient is speaking or silent, he commu-
nicates simultaneously at two levels. One level, the more obvious verbal or
lexical communication, has so far been the primary focus of this chapter.

The other, usually referred to as non-verbal communication, has been popular-
ized as "body language." !

An early systematic study of body language was made by Charles Darwin,
who published in 1872 The Expression of the Emotions in Man and Animals.®
Darwin studied the behavior, posture, and facial expressions that accompany
emotional states. He viewed them as involuntary, instinctive communications
that can be easily understood. Weeping, for example, has a communication
function, that of summoning help. He studied the non-verbal accompaniments
of such emotions as anxiety, grief, and despair and used photographs to
illustrate his contention that these facial expressions serve as universally
understood non-verbal signals.

In addition to these psycho-biologically determined expressions which
appear to be universal, many non-spoken communications of emotions, including
gestures, inarticulate sounds, facial expressions, and body movements, are
learned at an early age by those who share a given culture. Such communica-
tions may be thought of as having a vocabulary consisting of gestures with
specific meanings. Even the space a person places between himself and
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another and the way he uses time (in the sense of lateness or promptness or

speed of movement) have meaning or communications. Hall? calls this "the
silent language."

How may this silent language be perceived in the data gathering process
of the interview? Since data about the emotional status of the patient can
be obtained from both verbal and non-verbal behavior, it is as important
as the patient's wverbal account. At times, non-verbal behavior is essential
to understanding what the patient iz trying to say. Obtaining it requires
that the interviewer carefully observe the patient's behavior, including
gait, demeanor, posture, facial expression, and tone of voice, throughout
the interview and during the physical examination. Taking notes and looking
at one's chart or clipboard while writing is a common barrier to "reading"
body language. Even more frequent, however, is the simple failure to observe
the patient carefully and to heed the communication that is not being provided
in words. This may happen because many clinicians are less comfortable with
the patient's feelings than they are with "facts," such as descriptions of
symptoms, dates, and times of onset. Anger, sadness, resentment, and fear
are facts also, but ones with which some clinicians prefer not to deal. Yet
they may be as relevant to an understanding of the clinical problem as the
more "objective" data.

Some signals may appear in the words used by the patient. For example,
a recurrent allusion to something that is never further explained may mean
the patient is leaving out something significant. In this case, one might
inquire about it using either an open-ended question or a cenfrontation.

The patient, very tense while telling his story, alluded to the
various physicians he had previously consulted as either trust-
worthy or not. Thus, he would say, "Then I went to see Dr. Jones.
I trusted him," or "I was sent to Dr. Smith. I didn't trust him."
The interviewer commented, "I notice that you mention whether or
not you trust each physician you refer to." (Confrontation)

After a moment's silence, the patient said. "I guess that's a real
problem with me." This led to a description of a disturbing
experience with a brusque physician several years earlier, after
which the patient developed an attitude of suspicion toward all
physicians. Having explained this, the patient visibly relaxed.
Further interviewing clarified that distrust of persons in author-
ity was a factor in the patient's general tension and anxiety.

When a patient uses one word or phrase repeatedly it often signals an impor=—
tant preoccupation. A discreet inquiry may bring out feelings of worry,
despair, depression, or anxiety.

Facial Expressions

Sadness is often mirrored in the face of the depressed patient. A
downturned mouth, lackluster eyes, or a slight quivering at the point of the
chin or lower lip are signs of depression. Clenched teeth with bulging
masseters indicate tension, sometimes due to anger. A fixed sntile implies
that the patient is anxious tc please you and may be fearful. Sometimes
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a forced smile is used to mask depression and to fight off a desire to weep.
Simply pointing out the smile may help the patient clarify the underlying”
meaning. Anxiety usually shows in a patient's face as a discernible look
of apprehension, often accompanied by rapid shallow breathing. The appre-
hensive patient often has darting eye movement, looking about the room and
usually not maintaining eye contact except for brief periods.

A person's eyes can be quite revealing. Depression shows there. Eye
contact that is too intense may occur when the patient glares at the inter-
viewer (anger) or attempts to be seductive (manipulative behavior), expres-
sions which, of course, are not difficult to tell apart. Inability to main-
tain eve contact may reflect guilt feelings,. as when a guilt-laden topic is
being discussed. It may also indicate anxiety or the patient's difficulty
in coping with-his feelings about the interviewer. Normally, when patients
are listening carefully or are intent on telling their story, they will
look directly at the interviewer but will not appear apprehensive or angry
unless those feelings are being immediately experienced in response to what
is being discussed. They will not, however, give an impression of staring
at the interviewer.

Posture

The patient's posture communicates something of his attitude toward you,
usually his dominant emotion. Posture can reflect openness (relaxed arms
at sides, slightly slouched in the chair) or a closed, defensive, distrust-
ful attitude (arms closed, hugging oneself, sitting up very straight)l. Slamp-
ed shoulders and a bowed head are marks of depression. Anxiety is often _
signaled by the patient's shifting about, finger tapping, foot and leg move-
ments, or gripping the arms of a chair with white knuckles.

Note whether the patient leans away from you or shifts his chair to _
increase the distance, thereby indicating defensiveness or distrust, or leans
toward you or moves closer, thus expressing a desire for more intimacy.

There are also ethnic differences in the distance from others that one finds
comfortable. For example, people from Latin cultures may move closer to you

.than Anglo-Saxons do.

If a patient's posture reveals belligerence, this attitude must be
dealt with, as it can be a deterrent to a successful interview. It is best
to call attention to it in a tactful, non-threatening way so that it can
be brought out into the open and discussed.

The patient was a forty—three—year-old construction worker being
seen for evaluation in the Rehabilitation Medicine Clinic. The
interviewer noticed that the patient's fists were clenched, his
jaws tightly clenched and that he sat stiffly erect. The inter -
viewer said, "I can't help but notice how you are sitting, You
look like you don't want to be here." "I don't," said the patient
and went on to describe, with considerable anger, the great number
of examinations he had had and his feeling that: he was considered
to be either a hypochondriac or a malingerer. After the inter~
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viewer reassured him that he held no such attitude and that the
ultimate purpose of the interview was to initiate treatment, the
patient relaxed and the -interview proceeded uneventfully.

Tone cf voice -

We all know that the same words spoken in two different tones.of voice
may have very different meanings. If asked how one's day has been, a reply
of "Just fine," said in a warm and pleasant tone usually means just that; the
same words said quickly, tonelessly, and without conviction may really say,
"Don't both: . I've had a bad day and I don't want to talk about it."
When interv. ing a patient, especially on follow-up visits or after an
interval of some length since the previous interview, the response to the
usual inquiry about how the patient has been feeling may be just such a
brief comment. <fhe intonation of the words may then be the clue to how the
patient feels. {may also indicate the patient's attitude toward the inter-
viewer or the need for further encounters with healtlh care providers. The
interviewer's response is usually %eyed more to the non-verbal communication
of the patient's tone of voice than to the conteitt~of the words. Alertness
to the intonaticn and a simple comment or query about it may open up a whole
vein of useful information.

Gestures

Valuable information about the patient's feelings can be obtained by
<rserving his gestures. These are often 1nvoluntary and probably instinc-
tive, though how pronounced and expre551ve -they are is 1nf1uenced by the
culture from which the patient comes. CoVerlng the eyes or mouth may mean,
"I don't want to see it" or "I don't want to talk." Reaching out to put a
hand on the interviewer's arm or to finger his coat lapel may say, "Listen
to me" or "Pay more attention to me." Shrugs, waggling the palm of the hand,
or holding the palm outward toward the interviewer are easily read messages
that usually emphagize the speaker's words or can substitute for a verbal
message. When a patient rubs or repeatedly touches a part of his body,
one should comment on or inquire about it. The motion usually means pain or
discomfort in that area. Anxiety is often signaled by gestures such as
rubbing the chin, pulling at the lip, twisting fingers, or tapping fingers
or feet. A typical gesture of the frightened, guilt-ridden, ©Or worried
person is the partial elevation of one shoulder or the arm as though preparing
to ward off a blow.

Congruence

Any non-verbal message from the patient that suggests something other
than the content of the verbal message or seems to be in conflict with it
should be given special attention. As we have said, gestures, facial expres-
sions, posture, and tone of voice are more reliable indicators of feelings and
attitudes than words. Since verbal messages are under conscious control, they’
are subject to censorship and may be used for purposes of persuasion, to
mislead others, or to hide facts one does not wish to reveal. But body
language is not so easily censored and will usually give reliable indications

110



, .
of the patient's feeling state. Lack of congruence between v:rbal and non-
verbal messages may indicate that something is being omitted, whether de-
liberately or unconsciously. Thus, the skilled interviewer who notes
discrepancy between the verbal and non-verbal messages will inquire about it.
An effective way of doing this is through confrontation. For example, "You
know, Mr. Smith, you say you feel just fine but you look very unhappy."

This will, frequently focus tle patient's attention on his mood. Much new
information may then emerge. When patients have difficulty facing certain
problems and are attempting to keep their concerns out of their conscious-
ness, their words may serve to hely them do that. Their involuntary body
expressions will help you decipher the hidden message and bring the patients
to an awareness of problems for which there may be some treatment.

The open-ended interview, in summary, represents a style of interview-
ing that adds features of the interviewing approaches characteristic of
psychiatric and social casework to the traditional medical interview. The
medical interview emphasizes data collection-and aims for high efficiency
in gathering detailed data within limited time periods. The aspects added
from mental health interviewing include greater attention to rapport and to
the development of the clinician-patient relationship and an attempt to
facilitate the emergence of facts rather than their extraction from the patient,
+l.ereby creating the opportunity for less biased and more relevant information,
bot'. verbal and non-verbal. It relies-on a differential use of the clinician's
au=hority, never using more authority than is required to get the needed
deta, and on the ability of the interviewer, through appropriate support and
reassurance, to express his interest in helping the patient.
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MODULE IIT: CONCEPTS OF DEATH, DYING, GRIEF AND LOSS

I. PURPOSE:

The purpose of this module is to assist the nurse in understanding the
processes of‘grief in reaction to loss and developing effective treatment
interventions for dying patients and those that are left behind.

II. CONTENT:

The module content includes the following topics:

Section A: The Impact of Philosophical and Cultural Attitudes
Towards Death

e The impact of death on life

® Cultural attitudes towards death and the variables that have
influenced them in America

Section B: Grief: The Reaction to Loss

e Def.nition of terms
e Types of loss
® Theories of grief
‘® "Grief Work"
& Specific reactions to loss
e Manifestations of grief (psychological, physiological and social)
e Forms of grief reaction
e Factors influencing grief (psychological, physiological and social)
e Abnormal grief
e Factors influencing abnormal grief (social and ps )logical)
e Symptoms and behaviors of abnormal grief
e How to help the griever
~

~
® Wakes, funerals and other mourning rituals

® Grief and children
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Section C: The Dying Patient

® Death as a unique crisis situation

® Tasks of the dying patient

e Grieving and fears of the dying patient

® Defense mechanisms of the dying patient '
® Variables influencing the response of the patient

® The issues of acceptance, withdrawal and detachment and hope

® The concept of "appropriate death"

e The nurse-patient relationship when the patient is dying

e Helping the dying patient r*’”

® Death across the life cycle: identity tasks, conceptions of
death and issues as a terminal patient

IITI. LEARNING OBJECTIVES

e Identify four modes with which people provide themselves with
a sense of immortality

e Define "grief", and "mourning" and "bereavement"
e Define the two types of loss and give two examples of each type

Define the three tasks of "grief work"

e TIdentify the three general phases in the psychological manifestation
of grief

® Identify at least four of the physiological manifestations ofsgrief

® Identify at least three psychological factors influencing an
individual's grief reaction

® Define "énticipatory griaf"
e Identify at least five symptoms indicative of unresolved grief

® ~ Identify and describe at least three social and psychological
factors influencing an individual's failure to grieve

® Identify at least three ways to help a griever
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e Identify at least four things not to do in helping a grizver

e Identify at least two "fairy tales" told to children about
death and the harmful effects of each

e Identify at least three things to do when telling a child
about the death of a loved one

e Identify at least four tasks of the dying patient
e Identify the four types of death an individual undergoes

e Identify at least three emotional reactions to facing one's
own death

o“ Identify at least four fears of the experience of dying

e Identify the three types of defense mechanisms used by terminally
ill patients and give an example of each ‘

e Define and identify the four criteria of an "appropriate death"

e Identify the three levels of understanding toward which communi-
cation with the terminally ill patient should be directed

e Identify at least three responsibilities of a caregiver in working
with the terminally ill patient

e Identify at least four ways in which to help the patient have a
} better death

e Identify at least one identify task, conception of death and issue
as a terminal patient for each of the seven age groups across the
life cycle

IV. PERSPECTIVE

|

. The participant manual is divided into three sections. Section A is
designed to acquaint the participant with the impact on our lives of our
knowledge of our own mortality. - It seeks to clarify how our response to
death influences our response to life. It attempts to foster the partici-
pant's own examination of death attitudes and feelings in order to make the
participant more aware of them as determinants of lifestyle and manner of
working/relating with dying patients.
|

Also included is a section designed to provide the participant with a
cultural framework for interpretation and appreciation of the American
individual's response to death. Religious, cultural, ethnic and social norms
and proscriptions are discussed as influential variables in providing struc-
ture and perspeccive to individuals. The impacts of a death-denying attitude
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and the factors which have fostered it in our society are addressed as
further variables of the social-philosophical matrix from which an indivi-
dual's response to death arises.

Section B is the most critical. It focuses on the issues, processes
and dynamics of loss. The topic of loss is taken as the main issue in this
and the succeeding sub-modules. If the participant can grasp the concepts
within this sub-module, then the issue of the -dying patient is understandable
as a unique aspect of the same situation of loss. It is hoped that the in-
structor will continually make this point and will illustrate how grief is
a natural reaction occurring in response to all losses, not relegated solely
to a reaction after death. 1In this way other losses of patients will be able
to be understood by the participant as involving grief processes and requir-
ing conceptualization of them as such, with a consequent response based on
therapeutic interventions appropriate for a griever. The issue of children
and death is discussed with respect to the similarities and differences be-
tween adult and child respc i1ses to loss.

Section C focuses on the unique situation of the dying patient. It is
presented within the framework of a loss experience, with the idiosyncratic
difficulties and processes of dying delineated. Continual attention is paid
to therapeutic intervention and the nurse-patient relationship in an attempt
to foster a "mind set" for communication and interaction between the partici-
pant and subsequent patients.
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MODULE I1I1: CONCEPTS OF DEATH, DYING, GRIEF AND LOSS

A. THE IMPACT OF PHILOSOPHICAL AND CULTURAL ATTITUDES TOWARIS DEATH

The Issue 0f Self-Mortality

Throughout the history of mankind, the individual has been concerned with
the issue of self-mortality. From the consideration of this topic has sprung
the disciplines of philosophy, religion, and science. The human condition of
limitation and finitude, and the fact that human beings are cognizant of this
condition, bears heavily on the mind and spirit of humans as a species. The

aforementioned disciplines are examples of the search for control and pre-

dictability in coping with the human condition.

The human being is the only animal that can”conCéive of its own existence,
and hence, its non-existence, i.e., death. This knowledge influences the
experience and course of life. Much of "how-I-live" is determined by one's

response to "I-will-die."

The existentialists have long proclaimed that the posture one assumes
towards death influcnces the quality of one's life. Psychotherapists and
philosophers note that the way in which an individual orients him/herself in
life (e.g., world-view, defenses, attitudes, psychopathology) reflects
his/her responses to the threat of death and its part-aspects (e.g., separa-

tion, loss, lack of control, etc.)

Our life, as we know it, would be inconceivable without the tacit
assumption that it must end. Such things as reproduction, emotion, competi-
tion, and ambition would be pointless if there were never any death (Verwoerdt,
1966) . The very fact that people are finite and have only limited time makes
the quality of life all the more poignant and meaningful. If people were im-
mortal there would be no reason for aspiring, hoping, striving, and attempting
to make meaning out of life, for existence would continue ad infinitum and the
quality and value of the experiences of life would pale in intensity in an

endless supply of tomorrows with limitless opportunities.
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Koestenbaum (1976) has delineated the importance of death in our lives:

® We need death in order to savor .ife

® Death is an 'invention' needed and therefore created for the sake of

feeling alive
® Death puts us in touch with the sense of a real, inuividual existence

® Death makes possible decisions for authenticity--that is, courage and

integrity
e Death gives us the strength to make major decisions
® Death reveals the importance of intimacy in our lives

® Death helps us to ascribe meaning of our life retroactively, a useful

concept for older people
® Death shows us the importance for ego-transcending achievements

® Death shows us the path to self-esteem. It gives us the capacity

to do something important

However, the threat of the negation of the self and all that is valued,
which is most often prompted by thcughts of death, demands response. Human
beings are future-oriented animals. To conceive that at some time there will
be no future arouses anxiety. This anxiety, itself a response to death, also
may initiate other subsequen: responses., It is these respor ses which influence

the quality, experience, and course of human life as we know it.

The human condition of death and limitation, and the implications derived
from this condition, are stimuli to which all people are subjected and to
which they react in response. The reactions may be subtle or blatant; never-
theless, each individual (unless severely organic) entertains a relationship
with death. The relationships may range from complete denial of the fact that
the individual will die, to complete and existential acceptance of death. The
responses to this relationship of an individual and his/her ultimate death

pervade both experience and existence.

Death is the ultimate threat in the presence of which the individual con-

stantly exists. The coping mechanisms employed tc deal with this threat are
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integrated with other behaviors in the individual's repertoire throughout the
life experience. A person's response to death will be a significant influenc-
ing variable for other aspects of life. Several examples serve to illustrate:
The parent who cannot accept the fact of his own mortality will avoid the
topic of death at all costs. The child's questions around life and death,
living and dying will be ignored or given reproval. Wakes and funerals will
be missed. The individual will postpone making a will or geiting a yearly
physical check-up. Discussions about death or death-related topics will be
discouraged and/or left unfinished. The individual will minimize separations
and losses. In sum, this individual will conduct life in such a manner as

to do his/her best to avoid confronting mortality.

Another type of individual will attempt to master the threat of death
through the use of counterphobic mechanisms. Such a person will be the "dare-
devil" or the one_who disregards the physician's orders and continues to sus-
tain the overactive lifestyle. In all realms of life these people tease and
tempt death in a grandiose effort to assert to themselves that they have con-

trol over death and that they will be the master of their fates.

A different individual will adhere to the religion that promises an
eternal life that death cannot vaaquish. To such a person, life has meaning

as a portal to the more important afterlife. She/he acts accordingly.

All of these individuals have differing responses to the threat of their
own deaths. These résponses flavor their lifestyles in unique and idiosyncra-
tic ways. Their views of death and the attendant emotions and defenses aris-
ing therefrom influence the quality and experience of their lives in all areas.
Experiences that are partial aspects of death (e.g., separation, loss, etc.)
and events associated with death (e.g., sleep, illness, etc.) may arouse the
same threat of death to the individual and may be responded to in much the

same manner as more direct death stimuli.

Therefore, our attitudes and feélings around death manifest themselves in
other non-death related experiences and behaviors. Hence our relationship
with death is a significant variable affecting our life experiences cogniE}ve—
ly, behaviorally and phenomenologically. The fact that we, at some future
time, will "not be" renders an infinite amount of ramifications and reactions

in the "now." The responses will be diverse; from the individual who denies
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the human condition and has his/her body cryonically frozen to be brought

back at a future time, to the individual who accepts the finitude of life but
establishes his/her immortality through the reproduction of offspring or the
creation of artistic works, to the existentialist who endeavors to create
meaning in the present with disregard for the future. 1In an infinite number
of ways the individual }eacts to the knowledge of the fact that she/he will
die. These reactions are extremely crucial in influencing the life experience,

life style and death style of the individual.

(At this point, please read "Confronting Deatn-Related reelings" by
Kavanaugh [1972]Tin Appendix. Note how he legitimizes our having these feel-
ings. They need not preclude our doing effective work with the dying and the
bereaved if we are aware of them. It is normal and natural to have less-than-

positive feelings about death.)
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Confronting Our Own Personal Feelings About Death

EXERCISE I

In light of the previous discussions (here and in Kavanaugh, 1972) think of
your own feelings about death and the attitudes you maintain about it. Write
down some of these feelings and attitudes.

In what ways do they influence your own life style and experience? How does
tha thought of death affect your life now? (e.g., Are you a "daredevil?" Do
you avoid attending wakes?, etc.) Please note these below.

Please share your responses with others and see how many are similar, how many
are unique.

How does your interest in Hospice fit in?

In what ways do your attitudes and feelings about death have an impact on the
ways in which you deal with terminally ill patients and bereaved individuals?

In what ways could you improve your own effectiveness confronting your own death
related feelings and improve your work with dying patients and bereaved indivi-
duals?
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In what areas do you still need more work?

R b3




Attitudes Towards Death and Cultural/Historical Perspectives

In order to appreciate the individual's response to loss and death, it is
necessary to have an understanding of the socio-cultural context witnin which
it occurs. Culture and society act upon the individual by proscribing the
norms and mores to be followed, supporting or sanctioning against certain be-
haviors and actions, and determining the repertoire of responses from which
the individual will choose. Any work with the individual in the areas of loss
and death necessarily must take into account that individual's social, cultur-
al, religious and even ethnic background. Especially because it deals with
the universally important issue of death, the individual is highly influenced

" by the beliefs, mores, norms, standards, and proscriptions of social-cultural,
ethnic, and religious background. What is an appropriate way to respond in
one culture may be punished in another. The area of death and response to it
is laden with'contrast. Behaviors and rituals have developed out of our
search to cope with this universal phenomenon. For this reason, there may be
more variety in the behaviors evidenced by individuals coping with loss and
death, since this reflects the diverse ways in which groups of people have

approached apd struggled with the issue.

It would be proﬁibitive to discuss here the many rich and varied differ-
ences found. among various groups in their attitudes and practices related to
loss and death. Instead, an overview of the dominant American attitude toward
death will be presented, since this will most directly influence the responses
of 1nd1v1duals with whom you will work. Such an ovefview obviously precludes
discussion of the finer ethnic, cultural, and rellglous differences found

within this one society.

Death in American Society and Culture

In his book "Man's Concern with Death" Arnold Toynbee (1968) ...ote:

From the moment of. birth there is the constant possibility
that a human being may die at any moment; and inevitably
this possibility is going to become an accomplished fact
_sooner or later. Ideally, every human being ought to live
each passing moment of his 1ife as if the next moment were

going to be his last. He ought to be able to live in the

Lo
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constant expectation of immediate death anA Y ¢ like
this, not morbidly, but serenely. Perhapg yigS ms¥ be
too much to ask of any being. (p. 259)

For anyone who has surveyed. the American attituf\; ! Qeath, it is an
unequivocable fact that the abeve is indeed too muqy ¢ 3k ©f persons in

American society and culture today.

There exist three.general attitudes constituti,A NN Socio—cultur‘al
'responSes‘ to death. All sobieties fit into one of tf\eSg pqcterns gf‘ Yesponses.
A society's response to death is a function of how ¢R s fi4S into its tele-
ological view of life. The three general responsea Agey Q¢ath-accepting,

death-defying, and death-denying.

Primitive, norx-technologic'al societies are usua;\w .deqch~acce2ting. The
people in these societies view death as an inevi,tabl& 2\4‘1 nstural part cf the
life cycle. There is an integration of dying and 1\8;\6L34d attendant behaviors
into the everyday patterns of living and life. ExayNity in¢lude the Fiji

A S
Islanders, Trobrianders, etc. /\/\/\,\‘\

Death-defying societies are those sucH as in Ry Eg)-\? . Here the popu-

lace refused to believe that death would take anythjf\g g“’a}\, Hence, pyramids
we¥Xe built to contain all the Pharoah's wipes and mof\g}‘ 9 Possessions for

the world after death. Death itself would\not depx\i/’&g/vhe haroah, He would
vanquish it, \\_// ]

The United States today is a perfeE:t example af 9g.ea§p”denzing culture.
There is a refusal to confron* death and there are jf\gtdad (Ontrivances for
coping with it. There is the attitude that death iy SMylthetical to living

ard that it is not a "natural" prrt of human existeRy

~ .
Americans go to great lengths to shield themsq;yt frqy the realities

of death. Take for example the fact that the vast yAji/itm Of anericans no
longer die in their own homes, but are sent to nursjf\q P s and hospita’s to
die, away from their own familiar environment, familﬁ*l gf\d {riends, True,
because of this, other family members need not be “\amﬁ U%Q,rlfortable by
watching their loved one die, but for the dying ind{“j‘i\]al Jeatph becomes
lonely, mechanical, and dehumanized. At the very mf\gly thst people most
need the comfort -of human companionship and love fx\of‘\ fgmiky: they are iso-
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lated in the hbspital room to await death alone and unassisted.

Dr. Kibler-Ross paints the picture of a more natural death in her book,
. \

On Death and Dying (1969):

a I remember as a child the death of a farmer. He fell from a
tree and was not expected to live. He asked simply to die at
home, a wish that was granted without questioning. He called
his daughters into the bedroom and spoke with each one of them
alone for a few minutes. He arranged his affairs quietly,
though he was in great pain, and distributed his belongings
and his land, none of which was to be split until his wife
should follow him in death. He also asked each of his child-
ren to share in the work, duties, and tasks that he had carried
on until the time of the accident. He asked his friends to
visit him once more, to bid good-bye to them. Althcugh I was
a small child at the time, he did not exclude me ox my siblivgs.
We were allowed to share in the preparations of the fauwily just
as wé were permittéd to grieve with them until ne J7ed. When
he did die, he was left at home, in his own beloved hon2> which
he had built, and among nis friends and neighbors who %ent to
take a last look at him where he lay in the micot of flowers
in the place he had lived in and loved so much. .n that
country today there is still no make-believe slumber room, no
embalming, no false makeup to pretend sleep. Oaly the signs
of very disfiguring illnesses are covered up with bandages and
only infectious cases are removed from the home prior to the
burial. .

: !

Why do I describe such "old-fashioned" customs? I think they
are an indication of our acceptance of a fatal outcome, and
they help the dying patient as well as his family to accept &
tbe loss of a loved one. If a patient is allowed to termin- y
ate his life in the familiar and beloved environment, it re-b
quires less adjustment... The fact that children afe allowed
to stay at home where a fatality has stricken and are inclu-

ded in the talk, discussions, and fears gives them the feeling
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that they are not alone in the grjef apd gives them the
comfort of shared responsibility and shared mnurninG- It
prepar~s them gradually and helps th§m view ceath as part
of life...(p. 5-6) '

As cap be seen Dr. Kubler-Ross is atteppting to Stress the importance of
treating death as a natural ing£:3§§nﬁ\ f 1ife. fThe death of the farmer in
Switzerland she describes would be all to foFQjign to Americans. Here we go
to great expense to avoid the fact of death, We try to have the dead one look
as though still alive. We note how "natur{i" the Qeac »neé 1ooks while résid—
ing in the "slumber room." We use terms lige “Eaes on" and "at rest," We send
the children away because we think they are ound to understand, 1In
effect, we attempt to deny the fact the ing iqu S died. Worse still, we
perpetuate our denial in the ycuny by such’iiéy aei:;;hw has gone to sleep."
There is little open communicat . about the tQpiC. It is gtrikingly apparent
that Americans will go to practically any egtfemef to avold accepting death
for what it is--a cessation of life, a natygal part of the 1ife cycile.

Clearly, the time has come for Hospice!

flerman Feifel, in his essay "The Meanipd Qf Peath 4n American gociety:
Implications for Education" (1971) traces gpm@ of the reaSons why it is so
difficult for Americans today to accept death: (¢ cohirasts today with the
Middle Ages when death was viewed as the emgriunce into a new life. The
Christian idea of death as a life, albeit c¢pafiyed from pefore, was prevalent.
Death was the reunification with the Creatay: Qeath would carry one to o final

reward.

Today, with decreasing family integratjof and a decline of many primary
group interactions, plus thd upsurge in teepn®logy and its resulting deperson-
alization and alionation, we find "a waning of providential faith, geath no
longer signals atonoment and redemption as muCh 46 man'y loneliness and a
threat to his pursuit of happine .. Fear of Ynath reveals 1ess concern with
judyment and more with total nihiliation snd 1088 of identity." (Feifel,
1971). All of this occurs u . time when men and women find themsolves loging
command of many of their communal relationgniPy. 'The resulting logg signifioen
a lack of that which could sorve to bolster oYt gonse of Continuity or help us

to transicend death in some sort of meaningpeyl t,shion.
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Lifton (1968) in discussing "Death in Life: Survivors in Hiroshima" has

come to some of the same clusions as Feifel in delineating what has lead

the American culture to i.. reased difficulty in dealiag with death. He des-

cribes six variables:

Urbanization. Individuals are increasingly removed from nature and

witnessing the life/death cycle.

Sezaration of the aged and.persons close to dying. These individuals

are segregated away from the general populace into nursing homes and

hospitals, making death a more foreign experience and one to elicit

‘the fear of being alone since it will imply such separation.

Trend toward the nuclear family. With the absence of the extended

family comes increased vulnerability to be devastated and left with-
out support following a death of a loved one, and an absence of the
opportunity to see aged relatives die and experience death as a

natural part of the life cycle.

Secularization from religion. Reli ,ion used to: minimize the impact

of physical death by focusing on the hereafter; endow death with a
special meaning and purpose; and provide for a future and immortality.
There has been a marked loss of these coping mechanisms with the

decline in religion,

Advance in medical technology. This has given man more of a sense of

control. There is less of a need for a system of thought which makes
meaning out of death (i.e., philosophy and religion). It has "promised”
us immortality through cryonics. However, it has enveloped us in
torturous bio-ethical quandries (e.g., definition of death, euthanasia).
All of these "advances" have compromised our ability to understand

death as a natural part of human life.

Mass death. Previously if the individual contemplated his/her own

death it could be assumed that it would cause a ripple in mankind,
signifying some degree of importance. With today's constant threat of
mass death and nuclear destruction however, this is absent. What good
will it do to leave something behind if there is no world left to be

aware of it? Additionally, our sensitivities have become blunted to

128

1.5



individual death. We learned to feel "good" that only fifteen men
died in Viet Nam instead of thirty on a particular day. In the past
there would have been a time when just one death would have been more

v

horrifying.

Lifton posits four modes which offer us comfort in dealing with death and

provide some form of immortality:

® The biological mode allows us to prolong ourselves into the future
through our children. Our very genes and memories will be carried on

through the projection of ourselves by .ur heirs.

® The social mode provides for our lives to have direction and meaning
if we can leave something worthwhile behind us. This usually comes to

fruition through one's work or creative endeavors.
® The rcligious mode provides a clear future in an immortal hereafter.

® The natural mode allows us to be part of nature. The decomposition
of our bodies will nourish further growth in nature and we will not
forever be destroyed because <! «ur ;pot in the cycle of the chain

of life.

Consideration of all of these variables will provide a more complete
understanding of the social and cultural framework out of which most of the
Hospice patients will operate. An appreciation of this is important because
of the strong influence that society and culture will have ﬁpon the responses

of the individual. Responses to loss and death are no exception.

B. GRIEF, THE REACTION TO LOSS

Definition of Terms

The terms "grief," "bereavement," and "mourning" are often used inter-
changeably. Actually, however, they have quite distinct meanings and impli-
cations. The following definitions will be used in this text.

° rief: rocess. The emotional reaction to the perception of loss.
This implies that: (a) grief is a continuing development involving
many changes; (b) grief is a natural reaction; and (c) grief is a
reaction to the experience of many kinds of loss, not necessarily

death alone.
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e Mourning: The cultural response to grief, This implies that there
is no one style of grief, but that grief is a reaction which, like

other reactions, may be socially and cdlturally influenced.

e DBereavement: The state of having suffered a loss.

Types of Losses

Grief is the normal reaction to loss. Each ind:vidual encounters loss
throughout the entire life cycle. Loss is a natural part of our existence:
children lose baby teeth and childhood naivete; a pet kitten dies; a lover is
abandoned; an amputation is performed; a brother moves away; a wife succumbs
to cancer; and retirement occurs. All of these are losses. Losses may be of

two kinds:
e "Real" or "pnysical"
e '"Symbolic" or "psychosocial"

Examples of a "physical" loss include losing a desired possession, or

moving to a new city. Examples of a "symbolic" (psychosocial) loss would in-

clude getting a divorce, or losing status because of a job demotion. (Usually
a symbolic loss is not identified as a loss per se and pecople do not realize
they need to take the time to grieve and deal with their feelings about it.
Nevertheless, it definitely is a loss and will initiate a process of grief just
like a physical loss will. We will see that one of our most important tasks

is to help people identify and acknowledge their symbolic losses in order that
they can appreciate and realize that a loss has occurred and that they need to
grieve for it.) Over and over we must confront issues of loss, To a dgreater
or lesser degree the process of grief occurs in reaction to each of these
losses. Grief is that process which will allow us to let go of that which

was and be ready for that which is to come.

If we think about it, it becomes apparent that many of the situations
which have been difficult for us in our lives have entailed our having to

experience some kind of loss, whether it be "phsyical" or "symbolic."

~ 130

ERIC

Aruitoxt provided by Eic:



EXERCISE Il
— e

' Write down the three most difficult situations you have had to deal with in
your life.

Have any of these involved a "physical" or "symbolic" loss?

If so, which of them?

Please make a list of some of your reactions at the time when you were faced
’ with the situations.

Please note your reactions after you dealt with the situations and since that
time.
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Therefore, it is important to realize that'grief is not only relegated to
the reaction after death. As nurses, you are constantly in situations where
people must cope with loss. Just being in a hospital environment or in a
Hospice entails the loss of one's familiar environment. Being sick and depen-
dent upon others to take care of you is a loss. The loss of independence also
means that there is a loss of control for the individual who now is in a patient
role. The illness of cancer brings with it a number of attendant losses. These
may include: 1loss of autonomy, loss of body functions, loss of body parts,
loss of social contact, loss of self-esteem, and loss of mobility. As can be
seen, these losses are both ?hysical and symbolic (psychosocial) in nature.
Each of these losses have an impact upon individuals and will prompt some form
of grief reaction. The loss of a breast is not necessarily any more or less
of a loss than the loss of social ccntact. The meaning and extent of the loss
will differ for each person according to their own individual personality and

characteristics. As nurses there are several things that must be remembered:

® That cancer involves a number of losses both physical and symbolic

in nature
® That each of these losses prompts its own grief responsc

® That the importance of a loss will vary according to its meaning to

each individual

Two Landmark Theories of Grief

In 1917 Sigmund Freud published his classic paper "Mourning and Melan-
cholia" in which he undertook to define the normal process of grief. He

wrote that mourning is:

the reaction to the loss of a loved person, or to the loss
of some abstraction which has taken the place of one, such
as one's country, liberty, an ideal, and so on... It is
also well worth notice that, although mourning involves
grave departures from the normal attitude to life, it never
occurs to us to regard it as a pathological condition and
to refer it to medical treatment. We rely on its being
overcome after a certain lapse of time, and we look upon

any interference with it as useless or even harmful.
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This illustrates for us several important things about grief. First, it
’ aséerts‘that grief is prompted by loss and that this loss need not Only'involve
a death. Second, it notes that grief is a normal and expectable process.
Third, it implies a self-healing aspect of grief which, under normal conditions,
will be'resolved. The four “grave departures from the normal attitude to life"
constitute the major characteristics we normally associate with grief and

include:
e A profoundly painful dejection

e Cessation of interest in the outside world (insofar as it does not re-

call the lost loved one)
® Loss of capacity to love

e Inhibition of activity with turning away from any activity not con-

nected with thoughts of the lost person

These are viewed as pathognomonic of the grief process and the expecta-
tion is that, with time, they will he overcoiue ané resolved by reality, with

interference of the natural process being useless or even harmful.

' In his landmark study after the tragedy of the Cocoanut Grove Fire in
Boston in 1944, Erich Lindemann, the pioneer in grief investigation, wrote
about acute é}ief as a normal reaction to a distressing situation and one often
cited among alleged psychogenic factors in psychosomatic disorders. It was
marked by a definite syndrome with psychological and somatic symptomatology.

Lindemann delineated five points that were characteristic of grief:
e Somatic distress
e Preoccupation with the image of the deceased
e Guilt
e Hostile reactions
e Loss of patterns of conduct

A sixth characteristic was evidenced by individuals who appeared to hor-
der on pathological reactions--the appearance of traits of the deceased in the
behavior of the bereaved, especially symptoms shown during the last illness or

behavior shown at the time of the tragedy.
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Tasks and Process of Grief

When Erich Lindemann conducted the first major investigation into the
process of grief, he interviewed the relatives of victims in the Cocoanut
Grove Fire in Boston, Massachusetts. His description of "grief work" still

stands today.
"Grief work" entails the following three tasks:
® Emancipation from the bondage of the deceased
® Readjustment to the environment in which the deceased is missing
® Formation of new relationships

The term "grief work" is an apt one since the process of grief is a
stfenuous and arduous one. It requires both physical and emotional energy, as

do all other types of work. It is no less work than digging a ditch.

One of the major complicating factors in accomplishing one's grief work
is that the effect of loss itself resurrects old issues and conflicts for the
mourner. Conflicts around childhood dependency, ambivalence, parent-child
relations, and security, to name but a few, are stirred by the experience of

loss and may mitigate against easy resolution of grief.

The fact that grief is not commonly perce.ved as "work" often causes dif-
ficulties for the bereaved. They are often not prepared for the intensity of
their own reactions or do not fully understand the importance of expressing
and accepting them. In addition, since others are similarly unaware, they
quite often are lacking the social and emotio . support necessary to sustain

them during their grief work and mournina.

Basically the single most crucial taux ir grief is "untying the tie that

kindg" one to the deceased individual. This does not mean that the deceased
is forgotten or not loved. What it means is that the emotional energy which
the mourner had invested in the dececased is modified in such a way as to allow
the mourner to reinvest in others for his/her emotional satisfaction. Thuis is

termed "decathecting” or detaching and modifying emotional ties so that new

relationships can be established and the mourner is not tied non-therapeutically

to an individual who is no longer alive. The work of mourning entails the re-
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viewing of the memories and feelings connected with that whigh was lost. Not
only the actual person/object/ideal must be grieved, but also the mourner's
hopes, dreams, fantasies and unfulfilled expectations for it. The successful
accomplishment of this task derives from the satisfactory completion of ;he
grief work outlined by Lindemann. The reactions during the process of meeting

these tasks are discussed next.

Sgecific Reactions to Loss

A number of researchers have delineated the stages they have perceived in
grief. A brief overview of sevaral of them are presented here to acquaint the
reader with some of the writings in the field. Although these were initially
written with specific regard to the loss of a loved one through death, they
are discussed here in terms applicable to any type of physical or symbolic

(psychosocial) 1loss.
Lindemann (1944) described three stages.

e The initial stage is one of shock and disbelief which is characterized
by the inability to accept the loss and occasionally the absolute

denial that the loss has occurred

e The second stage is the working phase of acute mourning which is
characterized by the acceptance of the loss, disinterest in daily
atfairs, weeping, feelings of loneliness, insomnia, and loss of
appetite. There is an intense preoccupation with the image of that

which was lost

e The thiid stage is the resolution of the grief process which is marked
by the gradunl reentry into the activities of daily life and a de-

creasisg imroc of that which was lost

Bowiby's 19 ) theory of griet differentiates three main phases of

mournting:

e The first phase is “Protest" which is signified by anger, yearning,

denial and weeping

e The second phase is "Disorganization" in which there is degpair and
depression



® The third phase is "Reorganization" in which the breaved breaks
down attachments to that wh'.ch was lost and starts to establish new

ones

In 1970, Parkes summarized the psycho-emotional aspects of grief. He wrote
that it was a phasic process which commenced with the "Numbness" phase. This
was followed by the second phase consisting of "Yearning," or the attempt to
reunite through various means with that which was lost (also termed "Search-
ing") and "Protest," which is evidenced in the restlessness and irritability
directed either ﬁoward the self or others. In addition, tearfulness, anxiety,
tension, and the tendency to treasure reminders and to want to keep a clear
vigual memory of that which.was lost may be apparent. The third phase is "Dis-
organization" which is characterized by the disinclination to look to the
future or to see any purpose in life. Following this there is a gradual re-

turn of interests and appetites.

Kavanaugh (1972) posits seven stages in the process of grief. These are

self-explanatory and includé:
e Shock
® Disorganization
e Volatile Emotions (e.g., Anger and Hostility)
e Guilt
® Loss and Loneliness
® Relief

® Reestablishment

Kubler-Ross (1969) delineated five stages an individual undergoes when
coping with imminent death. These have also becen used to identify the grief
of individuals after a loss, as well as serving to describe the grief of a
dying individual engaged in preparatory grief over the loss of self and loved ’

ones through his/her own death. These stages include:

e Denial and Isolation, a period of shock which functions as a huffer
against the overwhelming reality of the situation and then gradual.y

givag way to less radical defenses
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e Anger

° Bargainlng, in which pleas are made to God or the doctors or which is
ev1denced by the intense preoccupation with that which was lost, in

order to forestall the loss for a little while longer
e Depression
e Acceptance

There are numerous other conceptualizations of the processes of grief.
They have been written in describing such populations as the dying patient,
the divorcing individual, the patient coping with an amputation, and the sur-
vivors of natural disasters. Although the theories and conceptualizations
nay have different names and ostensibly focus on different topics, they all
entail loss. They all have the same basic feelings in common, only the labels

differ.

Because of this, it is helpful to consider the emotional re- vuions to
.grief as fitting within three broad categories: Avoidance, in which there
is shock, denial, and disbelief; Confrontation, a highly emotional stage where-
in the grief is most intense and the emotional reactions to the loss are felt
most acutely; and Reestablishment, in which there is a gradual decline of the
grlef and there begins an emotional and social reentry back into the everyday
wcrld. Any theory of the symptomatology of grief can be collapsed into these

three broad phases.

"Stages" Theory

Before continuing further it is important to address the issue of
"stages." There has been much controversy in recent years about "stage theor-
ieg." The main criticism has centered around the expectation that such a word
as "stage" connotes: i.e., that there exists an invariant and sedquential pro-
cess. Adherence to such a belief has resulted 1n individuals being forced into
inappropriate positions, as some caretakers have responded to them in terms of
the stages they were "supposed" to be in rather than to the particular needs
of the individual at thaz point in time. Thus, the stage theories have been

misused by some who have defeated their purpose by trying to fit the individual
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to thé theory instead of using the theory to gain a better understanding of

the individual. All individuals will not have the same experience, need the
same interventions, nor follow the same clinical course. As an example, to try
to "push" patients through Depressibén in order to try to get them to Acceptance
(to use the Kubler-Rcss schema) is not only doing the patient the grossest
misservice, since the individual needs are not being attended to, but is also

a misinterpretation of the purpose of the theory, which is to provide a general

pattern but not suggest an invariant, necessary, or absolute course.

For this reason, the schema presented in this writing is discussed in
terms of "reactions" rather than stages. These reactions are colored by the
individual characteristics of each person, as well as the pertinent social and
physiological factors, (to be discussed below). The reacpions do not form
rigid phases and the indiyidual will flow back and forth among them in his/her
experience. All individuals will not experience all reactioﬁgf*‘The reactions
are presented here as possible responses to a loss. The listings are not

meant to oe exhaustive of all possibilities.

Psychological Manifestations of Grief

1) The Avnidance Phase

During thiss phase there is a desire to avoid the terrible acknowledgment
that which was loved is now lost. Depending on the nature and meaning of the
loss to the individual, the world is shaken and she/he is overwhelmed by the
impact. Just as the human bodv goez into shock after a large enough insult
to it, so too does the human psyche go into ghock when confronted with an
important loss. It is the natural reaction to the impact of such a blow.
During this period the individual may be confused and dazed, unable to compre-

hend what has happened.

As recognition starts to seep in and shock starts slowly wearing off,
denial immediately crops up. It is only natural that the individual would want
and need to deny that such a terrible event has occurred. At this initial
phase dénial is therapeutic. It functions as a buffer by allowing the indi-
vidual to absorb the reality of the loss a little at a time and serving to pre-
vent his/her being completely overwhelmed by it. It is similar to an "emotion-
al anesthesia" which serves as a protective mechanism for persons who have

[
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suddenly been confronted with the destruction of the /W t\¢Y used to know,

Disbelief and a need to know "Why?" may appear f, AN yile, There may
~

be an eﬁlosion from the more outgoing, or withdrawa) \f‘ _Q/B%fsm;alization
%
-
from a more introverted mou. ier. :
AN

2) The confrontation Phase

During this highly emotional phase grief is epr/Vk\FQd MQst intenselY.
The individual has recognized that there has been a l/v MAd the ghock has
worn off to a great degree. Denial and disbelief may, V\\}l wflur, but a whole
host of new reactions arise that spring from the indifqd\vﬁl’ ¢ tonfronting of

the loss and its implications.

Anger is a natural reaction occurring When an ihﬂy’\/dhal loges someone
or something that is valued, Unfortunétely, our sociﬁw‘ dbag not deal very
well with anger and therefore both the mourner and thﬁ\,e Ly jng to console the
mourner may have difficulty acknowledging and accey ti/\g Vhiﬁ very nqatural and
expected emotion. Anger is one of the two primary plﬁblvms e encounters in
grief because of this social lack, and guilt is the (Rye/ yany times the
anger is displaced onto other people, frequently wit},AUt tha Griever's con~
scious knowledge or intent. This anger may be ventey gt GDQ, the Aoctors, the
person who died, other. who have not sustained the 1</§9. 2Q the pereaved
self. The anger at oneself may also be the result qf¢ ql\g,lt (Aiscussed beloy) «

108s of control, or frustration.

Guilt is always to be expected following a losy, BJ%\:@ our relation.
. -~
ships always contain some measure of ambivalence (i.y\, 4% degree of nega-
é / N
tive as well as positive feelings) and because our Ny, ay OQurgelves, are pot
\ UANAERS
perfect (i.e., in even the most perfect relationship \n\/Q 4 always something
else that could have been done for the other person), ql{jltz #i11 alyays be a
natural concommitant with loss. After a person epr/:\\gl\/Qs s lags it is com-
mon to think about what "could" or "should" have be WY, 2SS well as to feel
, &f
guilt about the nﬁmal amount of "negative" feelingy \m/ ed}St in the ambiva-

Jent feelings we. all have, to one degree or another,

There are other causes of guilt too. The grie\,/\ v& ¥rQl guilty that he
is still alive while a loved one has died. The many YA ﬁnvﬁ of grjef can
prompt guilt., For example, an individual could fee) \a{ AN \Wen they recognize

»
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\
their own normal sense of anger at the deceased for having died and deserting -~
them. For some people, the fact that they give vent to their emotions by cry-
ing may be enough to resurrect gullt due to the fact that they feel they have

"lost control." - . ,/'

Depression and despair are common reactions to important losses. Many
Depression ===Ec o

writers feel that it is precisely an important loss which gives rise to any
- .

depression. Whether or not this is true, there are definit€ly numerous

’

. . . . .
symptoms of depressign which are usual manifestations of grief. These include:

\

Y
withdrawal; aEathx; feelings of loss; regression; dependency; somatic problems;

tearfulness; feelings of hopelessness, helplessness, and being out of control;

ambivalence; shame; sadness; loss of ability for pleasure; depersonalization;

loneliness; disorganization; lack of concentration; confusion; a sense of

[

abandonment, disinterest and detachment.

There are several common reactions which are a combination of depression
- f

and anger. These include irritability, anxiety, and tension.

The preoccupation with that which was 1ost is a natural response to loss.

It occurs both as a wish to undo the loss and as a reflection of the internal
grief work being done, in which the griever is focusing attention on that
which is lost (e.g., the deceased loved one) as he/she begins to detach emo-
tionally from it in order to free attachments for new ones in the future. This
preoccupation with.that which was lost is often manifested in the bereaved's
thinking that they have seen the lost loved one/object or in actively searchiag
for that which has been lost. Numerous things'will remind them of what they
have lost. Picturee and momentos are clung to. There is some evidence that a
significant proport}on of bereaved individuals actually experience some type of
visual or auditory hallucinations in which they "perceive" that which was lost.

(Rees; 1972)

Reactions such as these, and the intensity of other grief reactions, often

make the mourner wonder "Am I going crazy?" 1Individuals are scarcely ever ade-

dquately prepared for theftype and strength of grief reactions they sustain. Be-
cause these reactions are so different, unexpected and intense, the mourner may

believe that he/she has lost touch with reality.

An additional difficulty is that there are few models or culturally pre-
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scribed roles for mourners in our society. This makes it difficult for the

mourner to know how he/she "should" act or feel. With the ~“sence of such

guidelines there is an increase in ambiguity. This ambiguity fosters more
stress in a situation which is already overburdened by it, and this may serve
to contribute further to the mourner's feelings of losing control and "going

crazy."

3) The Reestablishment Phase

This phase constitutes a gradual decline of grief and marks the beginning

of the emotional and social reentry back into the everyday world. Although the
old adage “once bereaved, always bereaved" is unquestionable, the mourner
learns to live with the loss as emotional energy is reinvested into new per-
sons, things, and ideas. The old loss is not forgotten, but merely put in a
special place which, while allowing it to be remembered, also frees the mourn-

er to go on to new attachments without being pathologically tied to the old.

This phase is not an "all-or-nothing" phase, nor are the previous two

1ses. Rather, it waxes and wanes during the latter peripd of the Confronta-
tion phase and continues slowly thereafter. It never arrives all at once and
for some time it co-exists with many of the previous rec '.ins. Guilt often
accompanies the beginning efforts at reestablishment as ti. mourner must Cope
with the fact that she/he continues to live and oxperience in spite of the loss.
For those grieving as a result of a death this is a particularly thorny issue
as they may feel that they betray the lost loved one if the, enjoy life with-

out that person.

Physiological Manifestations of Grief

There are a number of physiological reactior.s that accompany the ern...ional
reactions to loss. These have been ducumented most notably by Lindemann (1944)
and Parkes (1964, 1970, 1972). The following is a list of some of the more
common physiological symptoms which occur in normal grief. A mourner may mani-

fest one or any number of these:
e Anorexia and other gastrointestinal disturbances
® Loss of weight

e 1Inability to sleep
141
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e Crying

® Tendency to sigh

e Lack of strength

® Physical exhaustion

e Feeling of emptin: "_ness

® Feelings of "somet:.. .ck in throat"

e Heart palpitation and other iidications of anxiety
® Nervousness and tension

o ‘Loss of sexunl desire

® Lack of energy and psychomotor retardation

® Restlessness and searching for something to do
® Shortness of breath

The important thing to remember is that although we have defined grief as
the "emotional" reaction to the perception of loss, there always are physiologi-
cal concommitants to all emotional reactions. Therefore, grief is expressed

through a variety of somatic symptoms as well as psychological ones.

-

Social Manifestations of Grief

The experience of grief appears socialiy in a loss of normal patterns of

conduct (Lindemann, 1944) including:
® Restlessness and the inability to sit still

® Painful lack of capacity to initiate and to maintain organized patterns

of activities

[

® Social withdrawal behavior that is antithetical to the establishment

of new relations and the alleviation of stress

/

Forms of Grief Reactions

Tr= above descriptions delineate normal grief. However, there are a num-
ber ot other forms in which the grief reaction may be seen. The following list

is adapted from Averill's (1968) analysis of Lindemann (1944) and Parkes (1965).
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Normal Grief: A stereotyped set of psychological and physiological

reactions in which there are a number of - +ponses which fit under the

three general phases of Avoidan:e, Conrtrontation, and Reestablishment.

Exaggerated Grief: An abnormally prolonged grief reaction, frequently

with an intensif_cation ¢cf une or more of the manifesiations of normal
grief. Leurotic features, such as undue guilt and identification

symptoms, are often associated with this form of grief.

Abbreviated 3rief: A short-lived, but genuine grief reaction due to

an immediate replacement of the lust object (e.g., marrying a new
spouse right after the first ore dies) or to an insufficient attach-
ment o the lost object (e.g., the individual was never really tnat

attached to the spouse in the first place).

Inhibited Grief: A lasting inhibition of many of the manifestat:i.ons

of normal grief, but with the appearance of other symptoms (e.g.,

somatic complaints) in their place.

Delayed Grief: Normal or exaggerated grief may be delayed for an ex-

tended period of time, ranging up to years, especially if the:re are
pressing responsibilities to occupy the bereaved (i.e., "pushed aside
until later™). A full grief reaction may eventually be initiated by
some event related to the originai loss, (e.g., a pet's death can
trigger a grief response for a loved one who died years earlier, but
who had never been mourned because the griever felt he had to be strong
to take care of other family mei-.ers). In the meantime, only an inhibi-

ted form of grief may be observed.

Anticipatory Grief: Many of the symptoms o< normal grief may result
from an expected loss, i.e., "in anticipation" of it, (e.g., the ter-
minally ill patient and his family). In some cases this may result in
only an abbreviated reaction manifested upon actual loss, but this will
vary according to individual cases. In some instances, if the expected
loss does not occur (e.g., the P.O.W. soldier doesn't die but returns
home) the grievers have already mourned in anticipation of the possible
loss to such an extent that they have emotionally detached themselves

from the individual and no longer feel the same attachments. (This
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gives some explanation of the high divorce rates in the marriages of

P.0.W. soldiers who returned home)

Factors Influencing the Grief Reaction

An individual's grief reaction will be influenced by a number of factots:

psychological, physiological and social in nature.

I. Psychological Factors Influencing crief

1) The nature and meaning of the relationship severed or loss sustained

will hav~ . profound influence on the grief experience. All individuals will
not respund in the same way to the same loss. O 2eds to appreciate the
idiosyncratic meaning that a loss has for a given individual in order to undef-
stand the grief experience. For example, the loss of a pet may be painful to
many people, but it may be exceptionally devastating to the elderly individual
to whom it has meant company and security. Such an individual may grieve more
over the loss of a pet than over the loss of a sibling, if the pet has been
more important and meant more to the individual. For this reason, it is im-
protant to attempt to have an understanding of the meaning a particular loss
has to a particular individual. Without such an understanding it will often

be difficult to appreciate the individual's grief. One's sense of meaning
determines what is important in their world and what would constitute a loss

to them. To be told that due to medical reasons one's jogging must be restrict-
ed to two miles a day may be a small disappointment for many of us, but may
constitute a major traumatic loss for the individual who had aspirations of
being a marathon runner. Therefore, one can never use their own standards
solely in determining the impact of a loss for another individual. Insteacd,
this individual's frame of reference must be employed if we truly want to

understand the impact and implications a loss may have.

2) The individual qualities of the relationship lost will necessarily

influence the mourner's grief. For example, a relationship characterized by
extreme ambivalence may be more difficult to resolve than one which is not as
conflicted. 1f there is a small degree of attachment in a relationship it will
be easier to resolve the grief for it than for a relationship in which there is
a stronger degree of attachment and theré is more lost, Individuals who are

strongly dependent upon an individual who dies may sustain more difficulties
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than others as they try to part with the lost relationship and establish new
ones. Therefore, the psychological nature of the relationship severed and the
strength of that attachment will have an influential bearing on the mourner's

capacity to complete grief work.

In this context it is important to differentiate between "role-loss" and
"object-loss." A role-loss entails a loss of status or function (a symbolic
loss), while an object-loss involves the loss of a particular person or object.
For example, if a woman becomes widowed she loses her husband (objecf-loss) as
well as her status and function of being‘a wife (role-loss). In many situations
the role-loss, with its attendant alteration in status and function, may be
more important in the cause °f grief than is the actual object-loss. - For
example, we are all familiar with people who become dquite depressed after
their last child gets married. Usually in these cases, it is the loss of
being able to parent, to nurture and to be needed that causes the grief and
not necessarily the loss of the child per se since that child is still alive.
Therefore, frequently we may perceive people dgrieving and are puzzled since
we cannot see an object-loss. In many cases, a role-loss {e.g., retirement)
has prompted the grief reaction, which will entail the same processes of

grief as would a specific object-loss.

3) The individual's personality, coping behaviors, and mental health will

influence the response to grief just as it influences all other responses in
life. If an individual has always been one who has run away from crises,

then chances are that the same behavior will be evident in the grief situation.
In most cases, an individual's personality and past behavioral style will be
the best predictor for future behavior. Obviously there are exceptions to

this rule, however the coping behaviors that one brings to bear on other
stressful situatiors in lifg tend to form the repertoire from which individuals
usually select coping behaviors to meet the crisis of loss. Similar to the
dying patient, the individual will grieve (apd the dying patient will tend

to die) in the same manner in which the rest of life has been conducted.

Additionally, the current state of mental health as well as a past history of

depressive illness wiil’play determining factors in the individual's response

to the loss since they influence the perceptions, reactions, and coping

mechanisms that will define the individual's grief.
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4) An individual's past experiences with loss and death will obviously

influence how a current loss situation is approached. Such past experiences
will not only set up certain expectations, but serve to provide coping
strategies and/or defense mechanisms. As with anything else, if a situation
has been experienced previously it will be slightly easier to cope with to
the extent that it is not as strange as it was the first time it was experi-
enced. By the same token previous negative experiences can influence a
grieyer in a harmful way, just as past positive experiences can assist the

griever i~ coping better with the loss.

5). Just as the individual's personality, coping behaviors, and mental
health play a crucial part in determining the grief reaction, so too does the

individual's level of maturity and intelligence. These are additional

attributes of the individual's personality and, as such, influence the
perceptions and reactions following the loss. Maturity and intelligence
have been found to be consistently and positively correlated with effective
coping skills and with favorable outcomes of stress. The findings are the

same with regard to the stress of loss.

6) The characteristics of that which is lost are determinants of the
nature and meaning of the lcss. Wi: regard to loss through death the
characteristics of the relationship severed and the role it played in the
mourner's life constitute critical variables in the determination of the
mourner's grief experience. Additionally, the age of the deceased and the
type of person he/she was will play a large part in the type of reaction that
will be manifested by a mourner upon the death. In our society, the death of
the young is viewed as a worse loss than the death of the elderly. ﬁence,
grief is usually more intense subsequent to the loss of an adolescent as
opposed to the loss of his grandparent. There are, of course, many exceptions
to this, but in general, our society {(correctly or hot) tends to respond in
the fashion of decreasing ‘-tensity of grief with increasing age of the
deceased. We need to be . .0y of this, however, since it would be wrong to
minimize the intensity of a mourner's grief merely because his/her loved
one was elderly. We must appreciate the meaning of the deceased to the
mourner and be careful not to get caught up in social stereotypes. (e.g.,

If the deceased was old it is necessarily easier for the mourner.)
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There has been some literature which suggests that the death of one's
child (irrespective of age) provokes more intense grief reactions than the
death of a spouse or parent (Sanders, 1977; Gorer, 1965). It does not make
sense to parents that their child should pre-decease them. The normal order
of the world appears to have been violated. Again, the role of the deceased
in relation to the mourner is a factor in that mourner's grief experience.
(See also the discussion on role-loss in previous section on "The nature and
meaning of the relationship severed or loss sustained"). However, the primary

determinant will be found in the meaning of that relationship to the mourner.

7) Another factor is found in the mourner's perception of the deceased's

fulfillment in life. The more the mourner perceives the deceased as having

had a fulfilling life, the more reédil& can the death be accepted and the
grief work done. This is an additional reason why the death of the young is
so difficult to comprehend and accept, since they have not had the opportunity

to have had much of a fulfilling life.

8) The "death surround" contains important variables influencing a

mourner's grief. This term refers to the immediate circumstances of the
death or loss. This also includes the iocation, timeliness, reason for the
loss and degree of preparation. Ideally, the mourner will feel that the
circumstances are appropriate (e.g., the deceased had had a fulfilled life,
Qas older, died in familiar surroundings from an illness that had received
the best medical attention possible and the mourner had had the opportunity
and time to prepare for the loss and to "finish unfinished business" with
the dying person). It is in this area that Hospice is especially crucial in
influencing the experiences of the griever as well as of the dying individual.
To the extent that the death surround can be accepted by the griever, the
grief will be more amenable to management. The converse is also true. The
circumstances of one's loss may be detrimental factors exacerbating the
emotions of grief (e.g., if one has to deal with a loved one's having been
decapitated in a motor vehicle accident it may be more difficult to cope
with than if the death had occurred in the person's home with family and

friends attending).

9) The issue of "sudden" versus "expected" death is an important one.

Much of the research points to the rela*ively adaptational value and salutory
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effects of having had some advance warning and the opportunity to experience
moderate amounts of anticipatory grief prior to the actual loss (Fulton and

Fulton, 1971; Glick, Weiss, and Parkes, 1974; and Parkes, 1975, 1972). This

allows time for "finishing unfinished business" with the patient; preparing
oneself for the consequences of the loss; and absorbing the reality of the

loss gradually over time.

Fulton and Fulton (1971) identify the four facets of anticipatory grief.
They are:

e Depression

® Heightened concern for the ill person

® Rehearsal of the death

e Attempt to adjust to the consequences of the death

As with other situations in life, human beings appear to be better able

to cope with stress if they have some preparation for and forewarning of it.

However, some researchers have been concerned that too much anticipator:-
grief can lead to premature detachment from the dying person (Lindemann, 1944;
Peretz, 1970; Travis, 1976; and Levitz, 1977). Others feel that this is a
normal part of the process (most notably Chodoff et al., 1964). Still <clLers
feel that the duration of anticipatory grief is not significantly related to
the severity of the grief reaction (&addison and Viola, 1968; Clayton et al.,
1968; and Pa-kes, 1970).

Despite the mixed results in the literature, the general feeling is +hat
if individuals can have the opportunity to prepare for an imminent loss
(whether it be a physical or symbolic [psychosocial] loss) they are more
equipped to cope effectively with it than:if they have had no prior knowledge
and the news comes as a complete shock. A well-trained Hospice staff and
supportive family can minimi.e the effects of any premature detachment which

would be non-therapeutic for the individuals involved.

II. thsiological Factors Influencing Grief

1) The potential negative effects of drugs and sedatives may outweigh

their usefulness in many cases. Drugs to calm a person down or anesthetize
LY il

them to the grief experience are non-therapeutic in that they rob the griever

from experiencing the pain and realizing the loss they are ultimately going
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to have to confront. Oftentimes the bereaved are drugged during the wake and
funeral, the precise times in which they should be encouraged to give vent

to their emotions. This leaves them having to eventually confront their loss
later on, at times in which there may not be social support available as there
usually is during the initial period following the loss. The bereaved are al-
ready psychically "numb" and the immediate use of psychupharmacological agents

to accomplish the same effect is questionabkle.

This is not to imply that at some point drugs are not a useful tool for
the bereaved. Although heavy sedation to block the mourning process is not
wise, mild sedation to prevént exhaustion, severe insomnia, and disease re-
sulting from them may be quite therapeutic. Since the bereaved need energy
for their "grief work" such medication may be helpful in these areas. Compli-
cations of the mourning process (e.g., agitated depression, psychosis, elation,
phobic anxiety states, etc.) will require the ski}led evaluation of a psychia-
trist and may benefit from psychopharmacological intervention, as may other

indices of abnormal grief.

2) The nutritional needs of tﬁe bereaved need to be monitored. The
bereaved require strength to effectively cope with their loss. Inadequate
nutritional intake will compromise the individual's functioning. It is not
uncommon for the bereaved to be anorexic and, if ‘they do eat, to complain of
the altered taste of food and impaired gastro-intestinal functioning. Despite
this they must be encouraged to maintain adequate nutritional balance and

eating habits.

3) Adequate rest and sleep are mandatory for the bereaved. Some degree

of sleep disturbance is normally expected in the grief response. However, a
lack of sufficient sleep may predispose the bereaved to mental and physical

exhaustion, disease, and unresolved grief. The requisite energy to undertake
the necessary grief work may be impaired and a medication consultation would

be warranted.

III. Social Factors Influencing Grief

There are a number of social factors influencing grief. These include
the individual's social, cultural, religious, and ethnic background and the

individual's external support system and the acceptance and assistance of the
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members therein. These factors will be discussed in detail in t.;e =ection

"How to Help the Griever" below.

Abnormal Grief

Tn 1944 Lindemann classified "abnormal" grief reactions into two categor-—
ies: those which constituted a delay of normal grief reactions and those
which represented distorted reactions. Under distorted reactions Lindemann

noted the following behaviors:
e Overactivity without a sense of loss

e The acquisition of symptoms belonging to the last illness of the

deceased
e Development of a medical illness psychosomatic in nature

e Alteration in relationship to friends and relatives with progressive

social isolation resulting

® Extreme hostility toward specific persons somehow connected with the

death event, e.g., surgeon, hospital, nurse

® Wooden and formal conduct which masks hostile feélings and resembles

a schizophrenic picture
e Lasting loss of patterns of social interaction

e Acts detrimenta. to one's own social and economic existeunce, e.g.,

giving away one's belongings, foolish economic dealings

e Agitated depression marked by tension, agitation, insomnia, feelings
of worthlessness, bitter self-accqsation and obvious need for

punishment. The individual may be suicidal

It is important to note that aspects of these réactions are found within
the dimensions of normal grief. The reactions are pathological only when they
are carried out to the extreme of a continuum. ‘This serves to identify one of

the three Primary variables which mark abnormal grief (Siggings, 1966): absence

6f a grief reaction, prolongation of a normal grief reaction and distortion of

the normal grief reaction.
Jackson (1957) feels that there are two conditions which may provoke diffi-

culties in accomplishing grief work and thus predispose one to abnormal grief.
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(1) The difficulties may result from the mourner's inability to tolerate the
attending emotioual distress of grief, and (2) they could arise due to an ex-
cessive need on th2 part of the mourner to maintain interaction with the

deceased.

Lazare (1372} has delineated a number of sccial and psychological reasons

for failure to griaggblthus leading to abnormal grief. The following lists

are adapted from his work.

Social Factors Influencing Failure to Grieve and Abnormal Grief

e Soc:al negation of a loss: In this situation the loss is not socially

defi.ied as a loss, e.g., an abortion, a miscarriage, an infant given
up for adop*ion. Although grief work is necessary, the social support

fo- it is inadequate or nonexistent.
s,

e .socially unspeakable loss: In this case the loss is so "unspeakable"

that members of the social system of the bereaved cannot be of any. . __
help. They tend to shy away from ignorance of what to say to help.
Examples of a socially unspeakable loss would be: an overdose of

) morphine, a murder, a suicide.

e Geographic distance from social support: In this instarce the individ-

uwal is either away from his/her social supports at the time of mourning
or there are no existing social supports available to assist the person.
Geographic distance from support is becoming more and more apparent as
people are becoming.increasingly mobile. In addition, deaths may

occur in places or at times when individuals may be unable to travel
conveniently or quickly. The diffiéﬁhties irnherent in this type of
situation are s%sn in the dilemma of the twenty year old college girl
whose mother did%;ot tell her that her father had died until after she
returned from scho:*”. when her finél examinations were over. By that
time the family had already dealt with a great deal of their own grief
and provided little support to the daughter in her own grief. Addi-
tionally, some individuals have no social supports in the first place.
Reasons for this include the breakdown of the nuclear family; a de-
cline in primary group interactions with consequent depersonalization

and alienation; and the diminished importance of religious institutions,

N\
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all of which were sources of support for the individual in the past.

® Assuming the role of the strong one: In some situations there are

certain individuals who are designated to be the "strong one" by threcse
around them, i.e., they must make all the funeral arrangements, etc.
Often these individuals miss the opportunity to deal with their own

grief due to the role they try to maintain.

® Uncertainty over the loss: In cases where the loss is uncertain, e.g.,

a boater lost at sea, a child who is kidnapped, the grkevers and their

\
social systems are often unable to commence grieving until they knoﬁ\\

Rl

the status of the lost person. This is why so much money and time is \—]

spent searching to recover missing bodies and confirm the death.

pPsychological Factors Influencing Failure to Grieve and Abnormal Grief

e Ambivalence and guilc towards the lost person: Unresolved grief may

occur when the individual has profoundly amb;valent feelings toward
the deceased. They may result in the individual's being frightened
~ to grieve for fear of discovering negative and unacceptable feelings.
The recognition of such feelings may prompt feelings of guilt in the
mourner. Some individuals cannot complete their grief work because
they would have to review their relationship with the deceased and
they may be reluctant to do this if they feel guilty about some of
their actions or feelings related to this relationship, ei<* or now

or in the past.

e loss of an extension of self: An individual may be so dependent upon,

or place such a higu value on the deceased, that . he/she will not grieve
in order to avoid the reality of the loss. One patient said, "Mother
wag my other half. I cannot be complete without her. She cannot be

dead."

° Reawakening of an old loss: Some individuals are reluctant to grieve

because the eurrent loss reawakens a more profound and painful loss
that has not yet been confronted. An example of this would be the
man who cannot grieve for his divorce because it resurrects the
-memory of the death of his mother for whom he never*approprlately ~

[N

grieved. o
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e Overwhelmed by multiple loss: Some peoplé who experience multiple

losses such as the death of an entire family, or who suffer a number
.of losses within a relatively short period of time, have difficulty
grieving because the losses are too overwhelming to contemplate and’
deal with in the grief work. In the case of losing one's family
members, it is additionally complicated because the family, who would

normally support the grief, no longer exists.

e The need to be strong and in control (and ocher idiosyncratic

resistances to mourning): Some individuals do not permit themselves
to grie&e for fear of losing control or appearing weak to themselves
and athers. For example, some people have expressed the concern that
if they start to cry the tears will never stop. Others are afraid to
give up the pain since it binds them closely to the deceased. There
may be numerous other idiosyncratic resistances which have to be

interpretéd by a therapist if not worked through by the individual.

Symptomstand Behaviors of Unresolved Grief

J

Thé,féllowing list (adapted from %azare, 1979) euu-erates some symptoms
and behaviors indicative of unresolved.br abnormal grief. Cémbined with those

noted by Lindemann in 1944 (see above), they delineate the major evidences of

grief work that is incomplete if they are-Ténifest beyond the normal time

expected for such symptoms to subside. Ic is'zgix_important to note that this
determination of abnormal grief is a very relative matter, depending.on the
typé of loss and the psychological, physiological and social factors inflhenc-
ing the griever's response. Usually as long as a grieving behavior is not
physically or psychosocially dysfunctional, harmful, or representative of
pathology c: a more severe nature,‘thensit,can be viewed as "non-abnormal"

and seen as part of the defensive process of grief. This allowsxfor a wide
variety of reactions in which the typical, but by no ‘means exc. ‘sive, guideline-
for duration is usually six to twelve months for the very intence symptoms;i
It may, however, take much longer, sometimes up to triee years, for the less
intgnse symptoms to diminish. The more of these symptoms listed below that

the patient evidences, the stronger the Jnosis of unresolved grief.

e
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The development of a depressive syndrome of varying degrees of severity
following a subsequent loss which alerts cne to the possibility that

the prior loss was never adequately resolved

A history of delayed or prolénged grief which serves to indicate that
the individual characteristicaliy tends to aveoid or have difficulty .

with grief work

The appearance of symptoms of guilt, self-reproach, panic attacks and
somatic expressions’of fear such as choking fsensations and breathing

I
attacks

The appearance of ~omatic symptoms representing identification witn

‘the deceased, often the symptoms of the terminal illness

The experience of distress under thz upper half of the sternum

accompanied by exoressions Such as "something stuck inside

Continuation of the searching. behavior. Search%ng is a normal-compo-
nent of grief as the individual seeks to find and reunite ‘with the lost
loved one in some form. In this instance, theﬁsearching behavior con-
tinues unzbated as there is exhibited a great deal of scattered be-

havior and physical moving around

Recurrence of depressive symptoms and searching behavior on specific
dates, anniversaries and holidays. Although anniversary reactions
are common, it is the intensity and type of symptoms which demarcates

this from the normal anniversary reaction

Feeling that the death occurred yesterday even though it occurred long
ago. This is also the feeling that is conveyed to the listener when'

the bereaved is speaking of the loss
Unwillingness to move the material possessions of the deceased after

\

a reasonable amount of time has passed
Diminished participation in réligious activities
Recurfent themes of loss in an interview with the bereaved

If the lcss is over one or two years old and the individual cannot
discuss it with equanimity

LY
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@ When relationships with friends and relatives shifts for the worse

@ When the person avoids visiting the grave or participating in rituals

that are part of that individual's culture
e When the individual fails to grieve initially following the loss

Mortality and Morbidity Following a Death

There have been a number of investigations that have illustrated the
possible physical sequelae of a loss through death (most notably Lindemann,
1944; Parkes, 1964, 1970, 1972, 1973; Rees and Lutkins, 1967; Maddison and
Viola, 1968; Glick, Weiss, and Parkes, 1974). All of these have concluded
that the death of a loved one carries with it a definite physical risk much
greater than would be oxpected in the normal population. For example, Parkes
(1964) found that within a six month period following the death of their
husbands a group of London widrws under sixty-five had tripled their psychiat-
ric consultation rates and had sedation prescribed for them at seven times
the amount prior to the death of their husbands. Maddison (1971) found that
thirty-two percent of bereaved widows suffered a marked deterioration in
health thirteen months following bereavement as compared to only two percent
of a control group. Glick, Weiss, and Parkes (1974)‘discovered that within
eight weeks after the death of their husbands forty percent of the widows
they studied had consulted their physicliang because of headaches,‘digziness,
sleoplessness and loss of appetite.  parkes (1973) roporfed that-this same
population spent considerably more time in bed than did the control group and

had three times as many hospitalizations in the year following bereavement.

Mortality statistics have been researched and there is a strong mortality
risk to the bereaved. Kraus and Lilienfelad (1959) and rarkes, Benjamin and
Fitzgerald (1969) found an increase in mortality rates of forty porcent for
widowers in the first six months subsequent to the loss. Studies by Cox
and Ford (1964) and Rees and Lutkins (1967) also found a pignificant increase

in mortality for tho bereaved as compared to the control populations.

Mese ntudies corroborate a wealth of clinical doscription that roeveals
the state of bereavement to he one of great psychiatric and physical riusk.
For these reasons the importance of adequate resolution of tho grief work can-

not he stragisod LOO Mucun.



How to Help the Griever

What the griever needs most is to be allowed the acceptance and non-
judgmental listening which will facilitate the expression of gfief emotions

and the necessary reviewing of the relationshin with the lost loved one.

In his excellert book, "Understanding Grief," Jackson (1957) notes that
the goal of éhe therapist (or any consoler) is to assist the individual in
releasing the emotional ties to the deceased despite the attending discomfort
and sorrow, and to subsequently replace the type of interaction lost. The
individual must be persuaded to yield constructively to the process of grief
and this involves acceptance of the discomfort generated by looking realistic-
ally at the loss. The griever is‘encouraged to participaﬁe actively in the
work of mourning instead of trying to escape or deny it, and to realize that
the grieving period can be delayed bqt not postponed indefinitely, for it

will be carried on directly or indirectly.
Lindemann (1944) delincated how the individual murt confront his loss and

|

...comfort alone does not provide adequate asgistance in the

grief:

patient's grief work. ‘He has to review his relationships with
the decceased and has become acquainted with the alterations
in his own modes of emptional reaction. His fear of insanity
and his fear of accept%ng the surprising changes in hisg feelings,
cspecially the overflow of hostility, have to be worked through.
He will have to express his sorrow and sengse of losu. He will
have to find an acceptable formulation of‘his future relation-
ship to the deceased. He will have to verbalize his feelings

of guilt, and he will have to find persons around him whom he
can use as 'primers' for the acquisition of new patterns of

conduct.

Important ways in which a therapist or co.usoler can assist the griever

in appropriately and adequately confrontiiy his loss arc to:

e B¢ present physirally, as well as emotionally, to render the yricever

securlty and support. 'Thigs is especially important during the initial

perlod of shock and disorganizallon in which consistent phywsical

156

J‘nrl
WRY,



O

ERIC

Aruitoxt provided by Eic:

presence and physical contact (e.g., hugging, handholding) not only

., conveys to théTQriever that she/he i_. not alone, but helps re-orient

the griever to the world that has gone out of focus and control with
the loss of the loved on.. Naturally such physical support is impor-
tant throughout the entire mourning period. However, it becomes
crucial again at the time when *!': true _mplications and reality of
the loss sinks in, weeks and months after the death. This is the time
when most social support has dwind.ed as people assume the bereaved

is “well over it" and they diminish their interventions. For many
grievers this period of time is actually the most difficult, as the
pain of loss is felt most acutely with the griever being forced to

resure life without the loved one.

Especially during the early periods of shock and disorganization it
may be help“ul r someone to take charge of some of the routine
functions and rouponsibilities of the bereaved (e.g., providing meals,
doing errands, etc.). During this time it may be therapeutic to
render the security of some directioui, as the bercaved may be unable

to provid - their own. '

Assist the griever in accepting, expressing and identifying feelings

Listen non-jurgmentally and with pcrmissiveness and acceptance so

the griever can ventilate emotions without fear of rejection. This

ig important since many of the emotio. »f grief are unacceptable and
guilt-provoking to the mourner and yet they need to be expressed., As
Shakespeare wrote, it is important to give words to grief and sorrow,
for when a passion can expend itself in words it is less apt to result
in deeds: “Give sorrow words; the grie§ that does not speak whispers
the o'er-fraught heart, and bids it break." Unless the mourner ran
feel accepted, this very necessary therapeutic process will be

thwarted.

It will be important for the bereaved to cry and cry, talk and talk,
review and review without the interrupfions of our sanity. These
processes arce crucial in cnabling the bereaved to cffectively complet :

the requisite yrief work.



® Let your genuine concern and caring show

e Encourage the griever to talk about the deceased. E.courage the

discussion of the negative as well as the positive aspects of the

deceased and their mutual relationship

e Provide the griever with normative data about the grief process to

alleviate concerns about "I'm going crazy" and facilitate appropriate
grief work (e.g., explain that a certain amount of ambivalence is
normal in all relationships). Essentially one tries to "normalize"
the person's grief. This is consistent with Fulton's (1967) two
principles for assistance to bereaved children, which also applies

to adults: (1) prevent distorted grief responses; (2) facilitate

normal grief processes

® Encourage the griever to be patient with him/herself, and not to expect

too much of him/herself, and not to impose any "shoulds" on him/

herself

There are a number of things not to do:
o—

® Do not support flight, e.g., through moving, taking a vacation, makin
significant changes, etc. If this occurs too early the bereaved will
find they are stripped of their stable roots and the security of

familiar surroundings
e Do not allow the griever to remain isolated

® Do not let your own sense of helplessness keep you from reaching out

to the griever

e Do not encourage responses antithetical to appropriate grief. For
example, do not say "don't cry," censor the person's anger or guilt,
or tell the person to take a tranquilizer just to avoid some scmatic

distress
e Do not be afraid to mention the dead person to the griever

® Do not be amazed if the griever talks about many of the sam: things
repeatedly. Gric.ors need to review and review the relationship with
and memories of the deceased

1.
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e Do not let your own needs determine the experience for the grieve..
For example, do not close down a conversation about the deceased

because it hurts you to see the griever cry

e Do not expect the bereaved to be exactly the same person after the
loss. The experience of loss will change the bereaved to a greater

or lesser extent, both positively and/or negatively

e Do not tell the griever they should feel better because they have
other loved ones who are still alive. This robs them of their legiti-

mate sadness

e Do not try to explain the loss in religious or philosophical terms
too early; e.g., to say "it's God's will" will not be helpful when
grievers need to ventilate thei. anguish and feelings. Such explana-
tions may be helpful later on in assisting the griever to find some

meaning and/or perspective in their loss
e Do not push grievers into new relationships before they are ready

Obviously all of these suggestions hold true within certain limitations.

Grief which is absent, distorted, too prolonged or intense will need con-

frontation by professionals. There will be times, too, when the consoler will

need to become more directive and assertive with the griever. For although
the bereaved require non-judgmental acceptance and support, there will be
occasions after a period of time when they could benefit from a gentle, loving
and well-timed nudge in the direction toward meeting the three goals of

appropriate grief work.

Duration and Resolution of Grief

The duration of grief is variable and will depend upon the influencing
factors of the grief response (see previous sections 'Factors Influencing
the Grief Reaction"). Obviously these factors will also determine the extent
and type of grief experience. The research that has been ~cnducted on the
duration of grief is scant, inconclusive and is artificially biased since
the follow-up period is usually only eighteen months, precluding knowledge of
what happens after this time period. This prohibits making a valid, general-

ized statement about the length of normal grief. As stated previo:sly, a rule
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of thumb is that as long as a grieving behavior is not dysfunctional (physi-
cally or psychosocially), harmful, or representative of pathology of a more
severe nature, then it can be viewed as "not abnormal” and seen as part of
the defense process of grief. This allows for a wide variety of reactions
and fluctuating intensities of bereavement symptomatology. Although we once
thought that the symptoms of grief lasted only six months, we now talk in
terms of years. Symptoms of grief may take up to three years to be "resolved,"
although the saying "once bereaved, always bereaved" is most definitely true.
There are some parts of the loss that will be with one until they die. Most
of the more intense reactions of grief, however, usually subside within six
to twelve months. Yet, it must be stressed repeatedly that no evaluation can
be made about grief and its duration unless one takes into account all of

the psychological, physiological and social factors which influence a specific

grief response (or the lack of it) to a specific loss.

Anniversary reactions are to be expected. These are brief upsurges in

grief which occur during certain times of tne year (e.g., during anniversaries
of important events, holidays, birthdays) or to certain stimuli (e.g., special

song, photograph, special location) and are normal within limits.

Lazare (1979) has delineated sume criteria suggestive of the resumption

of one's life with successful resolution of grief. As with most other aspects

of grief, these will be evidenced in a waxing and waning fashion:
e The depressive symptomatology of bereavement disappears

e 'The individual's time sense goas back to normal, i.e., they can let

time go on now

e There is a different kind of sadness, i.e., from a bitter sadness

’

there is a change to a sweet sadness ’
® The individual displays more equanimity when discussing the loss
e The individual starts to be able to enjoy holidays
e 'The "secarching" for the lost loved one ceases
e 'The individual relates better to others

® 'There is a more therapeutic relationship with the deceased
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Wakes, Funerals, and Other Mourning Rituals

Mourning rituals provide some structure and norms for the bereaved in
théir grief. They provide an opportunity for survivors to express their
love, respect and grief for the lovea one who has died. In this respect
funerals are qQuite impoftant psychologically. Although an individual may
disagree with the tendency of Americans to foster ostentatious or death-

denying wakes and funerals, their purposes and functions are quite important.

There have been funerals since the time of prehistoric civilization.
All cultures have some ritualized form of body disposition and rite of passage.

Basically there are three purposes of a funeral rite:

e They mark the transition between life and death and validate that the

individual had existed

e They provide an occasion and location for other individuals to offer

support to the grievers
e They provide for disposition of the body or remains

The wake (or Shivah, for those in the Jewish religion) facilitates sever. ]

needs of the grievers. First, it assists in the confirmation of the reality

of the death. The natural urge to want to deny the death is confronted by - ¢
ceremony of leave-taking. Viewing the body is often quite helpful in that ..
reverses the process of denial while promoting acceptance ¢f the death and o
firming its reality. It also provides a meaningfhl symbol upon which to fo. s
attention and which can stimulate emotions and memories which need to be ver
lated, as well as providing the climate for mourning and expression of feelings.
Thus, the three purposes for viewing the body are: realization of the fact thc
death has indeed occurred, recalling the memories and feelings towaru the

deceased, and prompting the expression of theze ramories and feelings.

The wake or Shival .80 provides the setting for the social support of
the bereaved that is so crucial. It affirms to the bercaved that they arc 1ct
alone in their grief. Additionallv, it f-cilitates che expression of feelings

on the part of the berevaved as well as or 'i1e c¢¢' sole 'S,

Therefore, the basir purposes of mo -+ .ing ritua... are quite therapeutic
in nature. 1f the rituals uave becco.r less tran Jhat, the error is in the

interpretation, not tb de.ign.



Grief and Children

The majority of that which describes and defines adults in grief also
holds true for children. Like adults, children will display a variety of
reactions.;? the death of a loved one. They go through the same types of

grief and have many of the same needs as adult grievers.

What differences there are between grief in adults and grief in chiid.wun
are usually the results of the differences in the child's cognitive gras.
of death (see following submodule "Death Across the Life Cycle") and the
results of the manner in which the information about death has been con7ey..}
to them by adults. Many of a child's problems with death and grief a. .s¢« f{com

the poor ways in which adults interact with children around the topic o% deeth.

For example, children are often told myths or fairy tales about de."h
instead of the truth. Grollman (1974) discusses some of these in light o1 the

unexpected detrimental effects they can have upon children.
Example 1: "“M)tner has goae on a long trip"
Child's Reaction:
® Anger and resentment (?Why didn't she take me?" "Why did uhe 14ave%")

® Feelinge of abandonment and guilt ("I must have done somet. :ng bad

to make her leave me.")
® Declusion that Mother will return
e Wonder at why everyone else is %0 sad and crying

Example 2: "God took Daddy when hLe was so young becawuse your father was so

good that He waunved your fa'her for Himse'f."
Child's Reaction:
® Resentment and anger against Gol ("I needed him")
e Fear of being good ("I mighc be taken")
Example 3:, "Grandma dic. because she was so sick.”
Child's Reaction:
e Arsociates all sickness with death

]
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Example 4: "Your aunt died. Now she's sleeping forever."
Child's Reaction:
@ Associates sleep with death and becomes afrai: t: 3. to sleep

There are several important things to remember when telling a child of

the death of a loved one.

@ The child should be told immediately in order to prevent hearing it

from someone else

e The child should be told by a close person, preferably in familiar

surroundings

e The child should be given as honest an explanation as possible within

his limits of understanding. (e.g., Children who are very young will

not be able to understand the notions of irreversibility and perma-
nence but they can, for example, understand something like the analogy
of death as being similar to a broken toy (something which the child
can definitely comprehend): in both, that which is loved does not
function anymore, and although you would like to get it fixed it

cannot work again... etc.)
M

e Convey to the child that he/she is loved and will continue to be taken

care of vsen though a very sad thing has happened and the adults are
very upset. It is frightening for the child to see adults upset, but
this must not be hidden since it is a natural reaction and children
need to know that it is permissable and normal to express grief. It
should be explained as such and should accompany attempts at making
the child feel secure even though there is a great deal of change

occurring

e Predict for the child that he/she may feel sad and have strange or

different feelings for awhile, Let him know that this is natural and

that they should talk about those feelings. Convey that such feelings
wi.l not last forever. Often the child is not included in funerals
and other rituals of mourning. Often children are sheltered from the
grief expressions of adults. CHILDREN HAVE A RIGHT AND A NEED TO BE
INCLUDED. They should be allowed to share their grief with those they
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love. Silence about the death and isolation from significant others
at this time deprives children from the opportunity to deal with their
emotions. In addition, if children are not included, they start to
feel insecure and abandoned as they see adults reacting and sharing
in an experience in which they cannot share. Thus, children are shut
out at the time they most need to be included. This does not serve

to protect a child, but only to harm

The child should be given the opportunity to decide whether to go to the
funeral or not. Never force a child to go. If children decide not to go,
respect that and let them khow they can visit the grave or the church when
they want to and that you will be with them if they want. If the child de-
cides to go, explain the details in advance so that the child will have sone

idea of what to expect.

Frequently, adults project their own fears and concerns onto children
and for this reason assume that the funeral will be devastating to them. It
definitely need not be. Of course it will be sad, but it is always sad to
lose one whom we love. Since we try to prepare our children for dealing with
life in the real world, we must also try to prepare them for the losses and
deaths which they inevitably will confront. It is so much better if we can be
the ones to help children face the sadness of grief when we are there to
assist them in the coping with it. The alternative is to try to hide children
from the real world and perhaps have them have to confront its griefs when we

are not there to help.

It will be important to watch out for the childish association leading

to the idea that their personal wishes or actions caused the death of their

loved one. This may also be observed on the adult level but is especially

prevalent in children due to their "magical thinkiqg," e.qg., the child who
feels responsible and guilty for the father's death because he had engaged

in a fight with him or had said "Drop dead:" These misconceptions must
definitely be corrected. Additionally, it will be important for adults not
to evaluate the ehild's grief solely in comparison with the adult's (although
there are morc similarities than differences). éometimcs children will not
react at all to thc¢ news that a loved one has died. Sometimes they appear

to be little disturbed and will want to continue to play instecad of attending
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the funeral. We may feel that they are insensitive to the death or that

they do not understand it. This conclusion may be quite incorrect. Children
engage in denial just as adults, and the behaviors observed may be the more
primitive manifestations of the same denial of the adult. The most therapeu-
tic posture in situations like these are to let the children know that you

will be willing u;discuss the death and their feelings when they are ready.

In summary, it is necessary that adults discuss death with children in
order to demystify it. Ideally, prior to the loss of any loved one, the child
will have had some conversation with an adult about death and its natural part
in the course of life. Adults can utilize the numerous "teachablc moments"
that constantly occur in everyday life to instruct their children about death
and grief. For example, the death of a pet or a national personality can pro-
vide a natural opportunity for adults to discuss death and its implications/
ramifications with their children. 1In this way, when death occurs to someone
in the child's life, the child will no* be totally unfamiliar with it. (This
is a prime indication for the need of and reason for the importance of Death
Education in the schools and homes). A death should not be hidden from child-
ren for they will be able to sense something is wrong and will feel the worse
for being excluded. Do not be afraid of letting children see you grieve as
long as you continue to make them feel loved and secure. After all, death is
sad and painful, but sadness and péin are part of life and children have to
learn to live with it. It is better that they learn in the security of a

cluse family environment.

C. THE DYING PATIENT*

Death As A Crisis Situation

The diagnosis of a terminal illness presents the individual with the
information that life, as that individual has known it, has a limited futurc.
such limitation demands accommodation and reorientation in living, values,

goals and beliefs

#This submodule is written on the adult dying patient. ‘he unique issues of
the terminally i1l child are not within the scope of this writing, oatside of
the.information presented in the submodule "Death Across the Life Cycle." For
more complete discussion the reader is referred to Schowalter (1970), Spinetta
(1974), Easson (1970), Mavtinson (1978), Gyulay (1978), and Bluebond-Langner

(1978).
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From late childhood individuals are cognitively aware of the universality
of death, and, by implication, of the fact that théy too must die one day.
Yet, the news that one has contracted a life-threatening illness and will die
as a result of it, although conveying nothing fundamentally new (since it is
expected we will all die' does alter the indiviaual's perspective radically.
Previously, the fact of personal death could always be denied. It was some
event in the future which could easily Se repressed and sublimated. Now, '
after being told that one is teorminally ill, the individual is compelled to
take a good hard look at impending death and the meaning it has in the person's

life. One cannot avoid confronting it anymore.

Parad (1965) analyzes the crisis of the knowledge of death within the

five aspects of crisis (as adapted from Pattison, 1977).

e This stressful event poses a problem that by definition is insolvable
in the immediate future. In this sense, dying is the nost stressiual
; ‘
crisis because it is a crisis to which we can only surrender and

cannot solve

e The problem tax2s one's psychological resources since it is beyond
one's traditional problem-solving methods. One is faced with a new
experience with no prior experience to fall back upon, nor can one
get such experience second-hand. Although one has lived amidst death,

it is far different from one's own death

@ The situation is perceived as a threat or danger to life goals of
the person. Dying interrupts a person in the midst of life, and even

in old age it abruptly confronts one with the goals one sets in life

e The crisis period is characterized by a tension which mounts to a peak,
theh falls. As one faces the crisis of death anxiety begins to mount,
then rises to a peak during which the person either mobilizes coping
mechanisms or experiences disorygar.ization and capitulation to anxiety.
In either case, one passes to a state of diminishing anxiety as one
approaciizs death. The high poir* tor the anxiety usually occurs con-

siderably in advance of death

e The crisis situation awakens unresolved key problems from both the

near and distant past. Problems of passivity, dependency, narcissism,

v,(‘]"lln
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identity, for example, may be activated during the dying process.

/
Hence, one is faced not only with the immediate d&ing process but also
with the unresolved feelings from one's own lifetime and its inevitable

M

conflicts

There.are three commonalities of facing death. These are: the feeling

of limit, wherein the individuals feel trapped in illness; the feeling of loss,
where the individuals recognize that they must necessarily lose all that they
nave ever known here on earth; and the feeling of change, where the individual

becomes dependent on others around them (Gordon, 1970).

The individual will struggle'to cope with the crisis of the knowledge of
impending death and these common feelings arising from it. However, psychologi-

cal defense is difficult for the terminally ill patients for the following

three réasons (Verwoerdt, 1966):

e The illness itself and tﬁé physical sequelae of it deplete the ego of

energy required to maintain appropriate defense and coping mechanisms

e The individual has had no previous experience with death to assist in

the adaptation to it

e Healthy adaptation fequires .he expectation of pleasurable results
in the future. This is absent in the patient facing a terminal ill-

ness

For these three reasons, the stress of the knowledge of fatal illness
severely taxes the coping abilities and deferse mechanisms of the individual's
ego. This is why the crisis of the knowledge of death is such an overwhelming

cne to face.

fhwere are various ways in which patients may react to the news of
terminal illness. They may accept or deny the news, vascilliate wetween
accepting or denying, or do both simu&taneously. They may overtly express
knowlege that they ar@ dying, but emotionally be unable to accept it. Con-
Qersely, chey may accept it, but be unable to verbalize it (Kalish, 1970).
Patients may react as they have to all past crises or they may respond with a
slight chiange in personality. They may become narcissistic and demanding just

to insure they will not be left alone. They could use reaction-formation or
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excessive denial and stoicism. They could become somewhat paranoid and need
someone upon whom to blame all their problems. Whatever the response, it is

undertaken to serve the needs of the patient at that moment. .

}

Koestenbaum (1972) delineated a number of the implications inherent in

being informed that one is terminally ill. Among the most salient are:

e The patient may feel shock and numbness, but submitting to these:

feelings will not change the situat®on

i

o™ The patient is then forced to decide exactly what is and is not

important in life

e The patient is compelled to face the question of the ultimate mean-

ing of his/her l1ife. The patient must be honest and not procrastinate

-

e The patient becomes aware of the limits of life

e The patient sees the present moment in relation to death. Life un-
folds itself in the direction of death. The patient should realize

that all life points to death

® For the patient, what may have seemed depressing, frustrating, and

hopeless before, now achiev: 5 meaning

Therefore, the manner in which a patient reacts to ths news of terminal

"illness is contingent upon a number of factors. To understand and effectively

apprecijate the patient's reactions one must view them in the spectrum of the

patient and the patient's perscnality and experiences as a whole.

Tasks of the Dying Patient

As patients strive to cope with the threat of impgnding death they also
undertake a variety of additional tasks. Most, if not all, of these tasks
only serve to remind the patient even more acutely that time on earth is
simited. It is important that those close to the terminally i'l patient recog-
nize this and assist in any possible manner with the executing of these tasks.

As outlined by Kalish (1970) the tasks are:

, .
e The patient must contemplate arranging a variety of affairs. Each one

signals impending death. Each one brings &he patient one step closer

to it. These include: getting the will in order; paying back dcbts{‘
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checking on insurance policies; leaving messages .or friends, neigh-
bors, and co-workers; making funeral and burial arrangements; and
taking care of the welfare of those left behind. Often pain and dis-
comfort, fear, anxiety, confusion or disability hinder the patient
from takirg & Jdirr=ct role in these arrangements. If denial has caused
the ' .1.nt to reject the notion of immediate death, such arrangements

may © t ve made at all

The patient must undertake ihe task of uoping with loss, both of loved

ones end the self., Dying persons are o ten deeply concerned with wiat
~nffect their death will have upon their survivors in ways other than
legal and financial. They will freguently consider their survivors'
grief, their needs, their vulnurability, their coming need to establish
replacement relationships, etc. Ail of these feelings may be discussed
4nd have & potential for bringing patierts and their loved ones closer
if the feelings can be openly and honestly discussed. Mutual pretense
precludes any such interaction and the deceit wears emotionally on all
those involved and robs them of meaningful interaction at this time.
Similarly, the dying patient must accommodate the self to its own loss.
The patient is yoing to lose the entire known world and all of the
people in it. Coping with this impending .0ss is one of the most dif-
ficult ta;ks for the dying person whose tears are a combination of (he

reaction to the loss of self and empathy with the sorrow of loved ones

The third task of the dying patient is to see to future medical care

needs. Often this task can be left to others, but many times the
patient derives a sense of satisfaction in exercising some control in

such matters as location of death and use of analgesics, etc.

Another task is that of planning the future and allocating whatever

time, energy, and financial resources may be left to the patient

—

Patients al--~ have to prepare themselves to anticipate possible future

pain and d: smfort or face possible loss of various forms of sensory,

motor, or cognitive abilities. It ften turas out that the realities

of the situation are less important than the anticipation of them.

Changes in appearance and loss of performance and function must be
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reckoned with. All of these prospects are extremely anxiety-provolking

to the patient

"The loss of physical function, the fear of regression, the recognition
of loss of control over physical and cognitive capacities, the coming
destruction of the body; all these suggest a loss of self or a loss of
identity" (Kalish, 1970, p. 64). The question arises of what will
Lappen after the body ceases to exist.. Who or what is the patient

+nen? Just a statistic? A memory? A name in the record books?

Thus, the sixth task is that the patient copes effectively with the

death encounter and similarly with the feelings of loss of self and

identity. The patient must consider bein¢g a non-person, a forgotten
person, a person whose oontinuation resides only in memories, pictures,
and temporary results of work and human relationships; The patient

mu. -t cope with the fear of a rite of passage from which no one has
returned with descriptions of the new role. The patient has to cope

with the possibility of permanent extinction.

This coping with the death encounter inevitably brings up concerns of
immortality. Many are comforted through their religion at this time.
Others, while religious, find no such comfort. The research on the
role of religion has produced mixed results. Whatever the beliefs
along these lines, the consideration of immortality is usually elicited
with the imminence of death. Living memories may be hoped for in one's
children, artistic, or industrial contributions. It is at this time
that patients who do not feel fulfilled, or as though they have contri-
buted to society, will sink into what Erikson has termed tile state

of despair. (1950)

This task is one in which the patient makes a decision, to whatever

extent that it is within the power of the self to speed up or slow

down the dying process. If patients feel that, in dependency, they

are an emotional and financial bu~den on the family, or if they feel
guilty in their nonproductive status in society, they may wish to

stop fighting and may give up the will to live. This i: something
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that each patient has to decide for him/herself, if indeed she/he

can still make that decision

Types of Death

There are four types of death that each dying individual actually under-
goes: social death, psychological death, biological death and physioloyical
death, Ideally these four types of death follow in the above order and

facilitate one another.

Social death represents the symbolic death of the patient in the world the

patient has kngwn. Socially, this world begins to shrink. This occurs natural-
lv when the individual is hospitalized and removed from the familiar environ-
ment. The number of social contacts diminish accordingly. Withdrawal and
separation from people in the patient's environment result from an increasing
preoccupation with the illness and grieving for the losses to come. Usually,

by the end of the illness, contacts are limited to only the sevefal of those

significant others who are closest to the patient.

In some cases, however, social death occurs much earlier than necessary.
In these sitv-~tions, individuals may be deserced and placed in nursing homes
by families who already consider them as dead. Or, they may be placed at the
end of the hospital floor in order not to provoke anxiety in the hospital staff
who are made uncomfortable by a dying patient. Studies have been done which
illustrate that the needs of the terminally '° tend to be met much less effi-
ciently than do those of the acutely ill. One classic study noted how nurses
took longer to respond to the call lights of terminally ill patients than to
those of the acutely ill. All of this reflects the discomfort that the dying
provoke in those around them. Although such anxiety is understandable, it
needs to be managed in ways that are therapeutic and not deleterious to the
patient. Social death is a natural part of the dying process but care must be
exercised to insure that it derives from the natural sequence of the patient's

dying trajectory and not from the defensiveness cf those in close proximity.

Psychological death refers to the death of aspects of the dying individu-

al's personality. Terminal illness demands some degree of regression and
dependency just in the fact that the individual is no longer capable of the
same degree of autonomous functioning as previously. Additionally, grief over

the losses (symbolic and physical) resulting from the illness contribute to
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personality changes, as does the patient's pain and the decreasing interest in
the external world resulting when the dying individual decathects from the
world and many of the people in it. Dying individuals start to regresSs and
draw into themselves. The disease process itself often fosters personality
changes biochemically, as do medication and pain. In essence, the individual,

as others know that person, dies.

Biological death refers to decth in which the organism, as a human entity,

no longer exists. There may be artificial support which keeps certain organs
functioning, ‘but the human traits of consciousness and awareness in a self-

sustaining mind-body organism are dead.

Physiological death occurs when there is a cessation of the operation of

all vital organs.

Ideally, these four types of death succeed one another in relatively
orderly fashion. Social death paves the way for psychological death. Thera-
peutic intervention would attempt to structure the environment so that these
two types of death do not occur too far in advance of the latter two. When
biological death precedes physiological death by too gveat an interval,
crucial questions of bio-ethical concern arise as eyidenced in such legal-

moral issues as euthanasia, transplantation, and “pulling th: plug."

Obviously, the goal of Hospice would be to create the climate for all

four types of death to ‘occur as coincidentally as possible.

The Anticipatory Grieving of the Dying Patient

-
b

In the previous section, "Grief: The Reaction to Loss,"” the psychological,
physiological and social reactions to loss are discussed. In many ways, the
grief processes of the dying individual parallel tho-~ of the bereaved individ-
wal. In this sense. the grief of the person with a terminal illness is akin
to the anticipatory grief discussed previously. In anticipation of a multitude

of future losses, * e individual grieves. Such future losses include not only

the demise of the -«1f but also:
e Loss of control
e Loss of inderendence

e Loss of various psycholoji- al, physical, and cognitive capacities and
functions
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e Loss of significant others, ex*ernal objects and familiar environment

. e lLoss of some aspects of the self and one's identity (includiag the
feelings that one has had about the self and its atu:»ibutes, e.g.,

competent, lovable, attractive, worthy, etc.)
s

® Loss of meaning, and the loss of the world and relationships to the

people in it

Although the dynamics of the anticipatory grief of the terminally ill

have much in common with the previously discussed grief of the bereaved, there

are some siguificant differences. These differences are in the matters of -»nd-

point, acceleration, hope and the vulnerability to ambivalence (Aldrich, 1974).

In terms of endpoint, the grief of the bereaved subsequent to a loss can
be indefinitely prolonged. In contrast, the grief of the dying patient has a

finite endpoint dependent upon the occurrence of the death. Under nrdinary

circumstances, the grief of the bereaved decelerates as time passes. 71neoretic-
ally, anticipatory grief should increase as tl.e anticipéted loss becomes more
imminent. However, defenses mobilized to cope with the stress, especially
denial, may éo influence the anticipatory; grief as to result in the clinical

' observation that overt grief in anticipation of loss does not uccelerate con-
sistently in degree as the loss approaches ac theory woula dictate. Both the
direction of and the rate of change in the extent of grief will be affected

by individual factors.

The differences between anticipatory grief and post-death grief in termé
of hope are found .n the reality that prior to the loss there can always exist
some possibility of hope and the opportunity to take some action which could
conceivably delay the loss or prevent it from happening. 1In post-death grief
whatever measures the mourner takes cannot affect the timing or extent of the

\
loss. The mourner cannot alter the irrevocable fact that the loss has occurred.

' Ambivalence has a special impact upon anticipatory grief, especially with (?
respect to.the likelihood of denial. The terminally ill patient often strug-

gles with ambivalent feelings over the fact that it is she/he, and not other

loved ones, whé is éoing to die. PFeelings of anger and jealousy, along with a
sense of being cheated, contribute to this ambivalence. Consequently, there

may be an increase in the denial of potential losses as the dying patient tries
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to cope with negative feelings which are often quite unacceptable to him/
herself. Ambivalence may also be present for the bereaved after a deatk, but
the unique situation of terminally ili anticipatory grievers tends to make .nem
more vulnerable to it, as well as vulnerable because of it, i.e., since they do
not want to alienate others with their negative feelings and end up being

left alone.

Therefore, the dying individual struggles with the same tasks as the
mourner after a death (see previous section). Obviously, there wil. - be
a period of reestablishment per se, but for many terminally ill perso..s this is
replaced by the state of realization or resolution (to be discussed belc !
Other differences may be found in the intensity of some of the emotional
reactions described below. Although they are also concommitants of norm:l post-
death grief, these reactions are particulaily salient for the individual —olcia-

ing the loss of self through imminent death.

Emotional Reactions and Fears of the Dying Patient

1) Anxiety

Anxiety is composed of apprehension and occurs i. the acsence of a speci-
fic danger. It differs from fear in that it is non-directed in nat.re.
In fear, the individual recognizes the threat. In ahxietv tae néividual
frequently cannot specify what it is that is causing him to feel aurious.
Some degree of existential or annihilation anxiety vill be common for aryone

contemplating their own death. It is a natural *:iction.

One of the ways in which a dying individual‘c anxiety cun be made more
manageable is to assist them in specifying those r:articular issues in dying
that may contribute mgst strongly to their anxiety in order that these ca-
be addressed individually. An accurate assessment of the patient's specific
concerns is necessary in order to therapeutically meet his/her particuiar needs
and fears thereby reducing the anxiety by delineating its components and respond-
ing to what causes it. Essentiaily the énxiety is broken down into its more
manageable fears so that the patient can cope with the specific fears instead

of the more global (and thus more terrifying) generalized anxiety.

It is important to note that although most individuals are afraid of and

anxious about their own deaths, it is not the same issues which are difficult
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for all persons. 1In other words, each individual will have specific fears

about death. What is of the utmost concern to one person may be negligible

to another. Pattison (1977) delineates a number of fears or part-aspects of
the experience of dying. He notes that although we cannot conquer % .e ultimate
problem of death, we can help the terminally ill person to cope with the va i-
ous parts of the process of dying. He believes that by focusing on these
part-aspects the crisis can be made more manageable for patients and thus
enable them to cope more efficiently, thereby enhancing self-esteem, digni.y
and integrity, which are easily compromised in the attempt to confront the

global issue of death, a most anxiety-provoking endeavor.

The following fears ox part-aspects of the experiehce of dying will not
be equally important to each individual. Each person will respond to the fears
in a unique mans 2r determined by such things as personality, previous experi-
ence, coping and delense mechanisms, amount and kind of support, etc. %The
therapeutic goals are to ascertain which fears concern the patient (almost
like conductiné‘h differential diagnosis), to assist the patient in confrontin:
his/her pertinent fears, and to separate each issue (since one cannot deal ith
all of them simultaneously) so that résolution, in appropriate fashion, can

begin.

Th> specific fears (many of them adapted from Pattison, 1977, 1966)

inclvu le:

» The fear of the unknown: This fear is a strong and basic one in all

human beings. That which is unfamiliar or which we cannot anticipate

1 Latens us at all levels. From the child afraid of the dark to the
adult confronting death, we all cling to the security of the familiar.
Like the rast of us, the terminally ill patient is afraid of death.
This fear is exacerbated by the fact that the patient will have to
confront this anxious situaticn in the immediate future. For the dying
individual it is important to separate that which can be answered about
the unknown from that which cannot i answered. Diggory and Rothman

(1961) note the following questions about the unknown of death:
What life experiences will I not be able to have?

What is my fate in the hereafter?
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What will happen to my body after death? .

wWhat Qill happan to my survivors?

How will my farily and friends resiond to my dying?
What will happen to my life plans and projects?
What changes will occur in my body?

what will be my cmotional reactions?

Obviously wome of these questions are answerable immecdiately, while
others will req ire time in order to be answered, and still others will
not be answerable on this earth. Those questions that can be answered
should bc answered. It is helpful for the patient to distinguish
becween questions about the reality of life, for which answers can be
iegitimat.ly given, and those related to philosophical, religious, and
speculative concerns for which only opinioné, 1 < not answers, can be
given. Patients may also make plans which will insure that his/her

p: ‘ierences will be respected with regard to other questions. (e.g.,
What will happen to the body after death? In order tq answer that
guestinn, the patient can make his/her own burial plans.) This will
eliminate some of the unknown quantity WiEP which the patient must
cope. Anything that can do this will b@ therapeutic for the individual
[

confronting this fear.

The fear of loneliness: It is well known that when individuals are

afraid or placed in uncertain situations the presence of others car.
be reassuring or comforting. We all derive some amount of security
from others. In sickness this security is not always provided sirce
individuals tend to be isolated when they are ill or in pair.. Unfor-
tunately, as family, friends or caregivers, we tend to want to absent
ourselves from having to view such things and consequently the social
world of the seriously ill person diminishes. If it is anxiety-
provoking to see others ill, it is especially difficult to see them
when they are dying. For this reason the dying person becomes increas-
ingly isolated from social contacts. Not only are the dying removed
from a familiar environment and hospitalized, but too often, because

they want to avoid acknowledging the fact that they too will die some
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day, friends and relatives will remove themselves. This leaves
dying persons alone and without support at the very time when thev
most need it: during the crisis of their uwn dying. As in any - her
crisis the individual benefits from the support and nurturance of
others during that period. The deprivation of social contact, as
illustrated in experiments in sensory deprivation, can foster ego-
disintegration in the patient. This fear of loneliness appears to

be most paramount when individuals initially face, the prospect of
death and fear that they will be deserted in dyingy, It is quite
ironic that this should be one of the most widespread fears of dying
individuals, and also one of the ones which can most easily be elimi-

nated by assuring the supportive presence of loving others.

e The fear of loss of fam.ly and friends: The dying individual mourns

the loss of significant others just as they will mourn after that
individual dies. This grief must be worked through in order for the
individual to face the permanent separation entailed in death and
consequently to enable the individual to die more easily and without
"unfinished business" with the people left behind. Such working
through entails accepting and clarifying the ambiguous and conflicting
emotions betweei: the patient and his loved ones in an effort to
achieve some acceptable resolution and to reaffirm the meaning and
value of the relationships. The grieving process and "working
through" is very similar to that seen in the bereaved. (See previous

submodule "Grief: The Emotional Reaction to Loss.")

o The fear of loss of self-control: The patient who is progressively

debilitated from a deteriorating (isease wurries over adequacy and
dependence. These are very important issues in a culture such as ours
which rewards and prizes self-reliance and independence. The terminally
ill patient experiences this loss of self-control over an extended .
duration of time with no recourse but to become more dependent as the
illness progresses. It is often a humiliating an¢ anxious process

to experience. The most therapeutic intexrventions will encourage. and
allow the patient to retain whatever contrc.i is possible (e.g., making

decisions about daily tasks, etc.) in order to enhance the individual's
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sense of control and self-esteem from whatever self-determination is
yet available. 1In a situation in which the person has little control,
i.e., a terminal illness which is ending life, any situation or decision
which can render some measure of control (however little) can help ease
the frustration and sense of guilt arising from the impotency resulting

from the condition.

The fear of loss of body and disability: Because our bodies are sn

very much a part of our self-image the loss of body paris, disfigur-
ation, or bodily deterioration due to illness, results not only in

a loss of function, but a loss of self. This blow to our self-
integrity brings shame, inadequacy, guilt feelings, accompanied by
feelings of being unloved and unwanted. We need to assist dying
persons in grieving the losses of.body parts and body-image, along
with helping them cope with subsequent disability, without incurring
a loss of integrity or seli-esteem. We cap also provide opportunities
for the dying t-. exercise as much physical management over their own

bodies as possible.

The fear of suffering and pain: The fear that one will die in scream-—

ing torment is a common one. Individuals can usually endure pain
better if it makes sense to them and they know that after the pain
there will be some relief. For the dying patient these comforts

are absent. There is not the expectation of a pleasurable future
subsequent to the pain as there is for the patient with post-operative
pain, and there often is little rationale for why it must continue

in the face of the fact that the individual must die anyway. In
light of thié, it is important to develcp the most efficacious
program of pain management possible and to involve the patient in
that pain management. Additionally, suéh psychological variables as ‘
knowledge that the'pain does not constitute punishment, will not
result in the patient's being left alone or ignored, and will be
explained and managed as rigorously as possible, all add to the
individual's greater ability to tolerate the pain. If one has the
comfort of human presence and is not isblated in his pain, the

tolerance of it may be made much hﬁfher.
R
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® The fear of loss of identity: The losses of human contact, family and

friends, body structure and function, self-control and consciousness
all threaten the loss of one's identity, since they all serve to
affirm éur identity to ourselves. At the point of dying the issue
will not be that one dies, but how one dies. Faced with thelthreat

of death and dissolution, the individual is faced with the tasks of
attempting to retain self-respect, integrity, and dignity in the pro-
cess of dying. There are three major mechanisms for this. The first
is found in the maintenance of identity through contact with those who
have been and are part of one's life. Continual contact with the
familiar reaffirms to dying individuals that they are still the same
people they have always been. Being treated as a living person (who
also happens to be dying) rather than as one who is aiiggdy dead, 1is
helﬁful in this regard also. It is critical for health care personnel
to continue to think of the person and not the "disease." A second
mechanism is reinforcement of one's identity through the, continuity of
one's life in one's family, friends, work and bequeathed possessions.
A third mechanism is found in the maintenance of idenlity through a
desire for union with loved ones who have died previoqsly or tnhose who
will die subsequently and join one. There will be reunion with one's
significant others. This reunion with one's parents and progeny allows
cne. to place the self at one point in the continuum of human'reiétion-
ships, at which death is merely .one point in the more universal span

of existence.

® The fear of sorrow: As individuals contemplate the losses they will

undergo as part of theldying process there is a fear that they will be
unable to tolerate the attending sorrow. Therapeutic intervention will
focus on enabling the dying individual to experience the joys and
pleasures that are possible, especially since all losses do not occur
spontaneously. It will also seek to avoid preﬁature‘sorrow which

could cut off the dying person from available satisfactions by focus-
igg solely on the~anticipatory grief work. There needs to be a melding
of the two: anticipatory grief and enjoyment of remaining satisfactions '

and accomplishments.
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e The fear of regression: As the dying person grows cioser. to death the

fear of regression becomes more salient. rreviously it had been a con-
cern about final behavior (e.g., the dying person would act foolishly
or childishly, etc.), related to the fear of loss of control. Nearer
to death, as therc is a diminution of physical capacity and clouding

of consciousness, the sense of regression, of 1psing concrete and hard
reality, where there are no boundaries of self or others ahd where the
senses of time and space are lost, may be frightenﬁhg to the dying indi-
vidual. Therapeutic intervention will assist the individual in com-
fortably shifting away from reality to turn inward toward the self,
allowing a witrdrawal and surrender to the self which accompdnies the
turning away from life and signals psychic death. (See section on

"The Issue of Acceptance, withd;awal and Detachment, and Hope".)

o The fears of mutilation, decomposition and premature burial: These

fears are not specific to the dying process but are included here since
they may arise as an issue for a dying patient. They are focused on
what happens to the body aftéEgaéath (e.g., afraid that the body will
be eaten by worms after buriai), and the horrible fear that the indi-
vidual could be misperceived as dead and buried while still alive (as
has occurred in some fambus horror stories). 1Individuals may sustain
just one or several of tﬁese related fears;-vThese can be addressed

by having patients choose their own preferred mode of body diquéition
and providing appropriate information about it, as well as instructing
them in the medical certainties énd precautions required prior to

pronunciation of death.

'

@ . .
Summarizing the fears and part-aspects of the experience of dying,

Pattison writes (1966):

Given our interést, support, and guidance, the dyirg person
- may turn to use his avgilable capacities to deal with the
\ several distincé part-prbcesseé of dying. He can face death
as' unknown with the rea]ization that he cannot know, and
instead consider the processes of"ﬁyiﬁg that he can know
and deal Qith. He can learn tc endure the inevitable

degrees of separé&jon that begin to occur if he is not
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actually deprived of human contact. He can face ‘he

loss of reIatives, friends, and activities and actively
mourn their loss and become reconciled to it if this

grief is defined and accepted. He can tolerate the loss

of self-control if it is not perceived by himself and
others as a shameful experience, and if he can gain control
of himself to the degree that he is able. He can retain
dignity and self-respect in the fage of the completion

of his life cyclé, gradually relinguishing the unactainable
and respect himself for what he has been. Then one can
place one's 1i;e in a perspective of both reunion and
continuity with one's personal history and tradition.

If this is accomplished, then one can move toward an
acceptable reg;ession where the self gradually returns

to a state of non-self. (Pattison, 1966)



EXERCISE III
Please list your own particular fears of the experience of dying.

El

N

Your work?

In what ?ays do these fears influence your life?
] .

o L R
-

—

Which of these fears are most difficult for you to respond to in a dying

patient?

Why might thése particular fears be
dying patient? : _ :

Please share your respc..ses with others and see how many are similar, how

many are unigue.
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TIME/MATERIALS

INSTRUCTIONAL ACTIVITIES QUTLINE

2. Occurrence of tumor, surgical trauma to
sacral reqgion

Unhibited Neurcpathic Bladder--Fatient has
the desire tc void but cannot prevent
urination long enough to reach the bathroom
(Ssmith, 1978). Causes include:

1. Interruption of inhibitory signals
causing frequent and uncontrolled
urination (Smith, 1978)

2. Occurence of brain tumor, vetebral
prolapsed lumbar disc

III., Types of Incontinence

A,

True Incontinence--the loss of urine through
an opening with no cortrol This is =z2en in
persons vith vesicovaginal fistula, neoplasms,
or injury to the urethral smooth muscle
sphincter during radical prostatectomy

Stress Incontinence--the loss of urine during
some tyre of stress (as coughing, laughing,
sneezing, standing) due to weakness in the
sphincter mechanism and muscle tone of the
pelvi: floor -

1. Stressful events increase the pressure in
the bladder and the weakened sphincters
and muscle tone are incapable of holding
the urine (Cantor, 1979)

2. Stressful events include coughing,
laughing, sneezing, sitting and standing

Urgency Incontinence--th: desire to void comes
so quickly the person can not reach the

bathroom bLe fore voiding \

1. Seen in persons with upper motor lesion,
tumor, or urinary tract infection

2. Occurrence may be caused by the same
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| TIME/MATERIALS

E.

IV. Methods to Control Incontinence

INSTRUCTIONAL ACTIVITIES OUTLINE |

mechanism involved with the unhibited
neuropathic bladder

3. When inflammation is present the over-
stretched inflamed muscle may spasm
(Priscilla, 1979)

Paradoxical Incontinence=--a small amount of
urine flows occasionally or constant
dribbling occurs

1. Seen in persons with urinary retention,
secondary to flaccid bladder, lesions
and obstruction

2. The bladder overfills creating greater
pressure than the urethral pressure which
allows some urine to escape relieving
the pressure within the bladder
(Smith, 1978)

Several! types of incontinence can exist
simultaneously

A,

Indwelling Catheter

1. Only a temporary measure to control in-
continence because of increased risk
from long texrm use

2. Advantages

a. The catheter is constantly draining
urine from the bladder

3. Disadvantages:
Q2
a. Increased risk of urinary fection
because of bacteria ascend 7 in the
tubing (Rarrows, Jameson, & Lange,
1976)

b. Bladder spasms may occur from
irritation caused by the catheter
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|_TIME/MATERIALS INSTRUCTIONAL ACTIVITIES OUTLINE

c. Pyelonephritis can develop due to
urine reflux (Jacobs & Kaufman, 1978)

d. Formation of urethral fistulas, diver-
ticula, and strictures caused by the
pressure of the catheter upon the
urethra (Jacobs & Kaufman, 1978) :

e. Calculi can form in the bladder
£. Interference with sexual activities

g. Increased risk of developing bladder
carcinoma if used over ten years (Fam,
Gabilondo, Jacobs, Kaufman, Pkane,
Rossier, & Yalla, 1978)

4. Catheter Insertion and Maintenance

a. Insert catheter using aseptic technique

. b. Do not clamp catheter:

- to prevent overdistension of the
bladder. This leads to decreased blood
flow to the bladder which inhibits
the ability to fight infection
(Champion, 1976)

c. Employ asceptic technique

- Roll catheter between fingers to
determine if sediment is obstructing
catheter. (Sometimes sediment may
obstruct catheter at the tip)

- 1If obstructed, remove catheter and
.replace it, instead of irrigating

(Irrigation could push the bacteria
back into the bladder) '

5. Drainage Bag

a. Should be a closed drainage system to
limit bacteria entering into the system

. - 955
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TIME/MATERIALS

INSTRUCTIONAL ACTIVITIES OUTLINE

through air contamination

Should have a valve to prevent urine
reflux

Should not come in contact with the
floor because the drainage port may
become contaminated

Special care is needed when emptying the
bag -

- Hands should be washed after emptying
each bag to prevent cross conta-
mination

- Should have a separate emptying
container for each patient

Separate patients with urinary tract
infection from other patients

The drainage bag and tubing should be
lower than the bladder to facilitate
drainage by gravity (to prevent urine
stasis in the bladder and reflux).
Avoid loops or kinks in the tubing

Leg bag--catheter drains into a small
bag strapped to the’ leg

- Do not strap it tightly otherwise
it will decrease circulation to the
leg

- It needs to be emptied more fre-
quently than the overnight drainage
bag

- It is easy to conceal under clothing
- An ambulatory patient can -use the leg

bag during the daytime and use an
overnight drainage bag at night
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TIME/MATERIALS

INSTRUCTIONAL ACTIVITIES QUTLINE

- Select a leg bag which has a valve to
prevent urine reflux

6. Catheter Care

a.

Wash the area around the catheter with
soap and water. Then starting at the
catheter insertion site apply an iodophor
solution in a circular outward movement.
Follow this with an application of an
iodophor ointment two to three times a
day

If the patient is allergic to iodine,
clean area with soap and water and apply
an antibiotic ointment to the meatus

7. Bladder spasms caused by the irritation of the
catheter

a.

Give appropriate antispasmodic agents

B. Intermittent Catheterization

1. Advantages:

a.

One means to control incontinence over a
long period of time

e

The infection rate”is lower with inter-

mittent catheterization compared to in-

dwelling catheter because there is no
urine reflux from the catheter tubing,
therefore there is no route for bacteria
to travel and trauma is minimized
(McMaster, Nicholas, & Rosen, 1978)

Use asceptic technique in hospital

It allows the vatient to remain sexually
active

It can be used with bladder training

exercises _

- 1Indwelling catheters inhibit sphincter
contraction
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TIME/MATERIALS

INSTRUCTIONAL ACTIVITIES OUTLINE

e. There is a decrease in irritation
to the bladder and the urethra

f. There is a decrease in fistula
formation trauma

g. The patient can learn to perform the
procedure using a clean technique
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TIME/MATERIALS INSTRUCTIONAL ACTIVITIES OUTLINE

2. Disadvantages

a. Infection can be caused by the
introduction of bacteria during
catheterization

b. Damage to the urethra can occur
during catheterization

c. Hydronephrosis can occur because of
large residual or infected urine
refluxing (Carter, David, &
Pelosof, 19737)

3. Procedure

a. Have the patient attempt to void
using the Credé maneuver, then
catheterize the patient with a #12

’ or #14 French catheter every four

hours

b. Measure residual urine; if it is
below 200 ml for 24 to 48 hours
decrease frequency of catheteri-
zation to every six hours. This
can be progressively reduced to
every eight and then 12 hours if the
residual urine remains under 200ml
for 24 hours (Champion, 1976; and
Hartman, 1978)

c. The sterile technique should be
employed by nurses to prevent hos-

pital acquired infections

d. Self catheterization can be taught
to the patient to perform at home

- Use the clean technique in the
home

- The infection rate is not

’ 4 959 ”
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increased wher. the patient uses the
clean technique compared to sterile
technique in the home (Champion,
1976). The patient is not exposed
to all the bacteria found in the
hospital

e. Limit fluid intake to 1500-2000ml per
day to help control the frequenéy
of catheterization (Hartman, 1978)
yet maintain adequate flow

C. Suprapubic Catheter

1. The ca.heter is inserted directly into
the bladder from the suprapubic area

2. Advantages: _
a. No urethral trauma occurs since the
catheter does not enter the urethra

b. There is a reduction in bacteria
since no urethral trauma occurs
which is associated with higher inci-
dence of infection (Donovan & Kiviat,
1977)

. c. The cost is reduced compared to
intermittent catheterization

3. Disadvantages:
a. Difficulties in maintaining patency
can occur because of sediment

blocking the tubing

Q\\ Infection can be caused by the
—bacteria ascending the tubing

c. Dribbling from the urethra may occur

d. Bladder spasms caused by the catheter
irritating the bladder have occured

960
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_4. Patient Care

a. Keep insertion site clean with daily
application of an iodophor solution

b. Periodic changing of the suprapubic
catheter will be needed to reduce
the risk of infection.-.- (Recommended
time varies: from every month to
every few months)

5. Evaluating for obstruction

a. The catheter tip may be lying against
the bladder wall. Have the patient
turn side to side to move the tip
away from the wall (Wiley, Wilsey,
and Woodrow, 1976)

. >. b. Check tubing for kinks
c. Milk tubing to dislodge sediment
D. Condoms--an external device around the penis
secured by adhesive, There are many differ-
ent types commercia’ly available
1. Advantages:
a. There is no urethral trauma
b. Risk of infection to the urethra and
bladder is reduced since there is no
urethral trauma or catheter directly
entering the bladder

2. Disadvantages:

a. Damage to the skin from removing
adhesive may occur

b. There may be irritation to the skin
caused by the exposure to the urine

c. There may be difficulties in keeping
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the device on "

d. If the device is applied tight, it will
decrease the blood flow to the penis
and cause necrosis

e. Not possible for female pétients

3. Patient Care

a. Shave the pubic hairs which might ad-
here to the tape -

b. ‘Wash the penis with soap and water
and rinse well prior to applying the
device

- c. Dry the skin carefully. Do not rub,
otherwise further damage can occur

d. Apply a skin barrier to prevent skin
. irritation especially when applying
adhesive directly to the penis

e. Apply the device as the manufacturer
recommends -

f. Tape the device to the thigh so
twisting does not occur. (allow for
some slack s&<the patient does not
dislodge the device when moving)

g. Change the device every other day and
allow the penis to be exposed to_air;

CTT— ' this will decrease moisture buildup
' o which acts as a good medium for
bacteria

E. Prosthesis--An instrument (usually a silicone
: cuff) is surgically placed into the perineum
which applies pressure around the urethra to
control urination (Worth, 1979)

1. It works by inflating the cuff to prevent
urination and deflating the cuff to allow

hadi V4
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for urination. The point is located under
the skin in the abBdomen for women and in
the scrotum for men (Cantor, 1979 & Scott,
1978)

2. Advantages: - .

a. This is one method to control incon-
tinence without an external device or
catheterizations )

3. Disadvantages:
a. It requires surgery

b. The pressure around the urethra can
ledd to necrosis

c. Cost
4. Patient Care pm e

a. The amount of pressure used in inflating
the device must be' carefully watched
to prevent necrosis (Cantor, 1979)

Electronic stimulators (experimental)--an
electronic device to enhance sensory awareness
of“/a full bladder and of the ability to
contract the perineal and pelvic floor muscles
(Cantor, 1979 & Smith, 1978) -

1. Advantages:

a. The clectrodes are disposable and the #
generjtor is relatively inexpénsive
. N e s
b. It is eifernally or internally located.
(examples: Introvaginal and anal
devices)

2. Disadvantages:

a. Sometimes the device is worthless for
long-term use
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b. Intravaginal devices are not easily
removed which can lead to sexual
frustration (Cantor, 1979)

c. Vaginal and cervical inflammation can
occur from the device irritating the
vaginal wall or cervix (Cantor, 1979)

d. The device may fall out

e. Damage to the device can occur

f. The anal devices need to be removed
for defecation and cleaned frequently
to work properly

3. Patient Care

‘a. Exercises can be used to help strengthen
the perineal and pelvic floor muscles
which may return the patient to

normal voiding patterns

b. The device needs to be removed for
cleaning, especially anal devices

v - G. Penile clamps--padded metal device applie~
E : around the penis to apply pressure tc ‘o

urethra (Smith, 1973)

1. Advantages;

a. This is one way to control dribbling

b. The patient can use.a condom while at-
home and use the clamp when going out

) 2. Disadvantages:
a. When the device causes too much pres-
sures against the urethra, necrosis

can occur (Baumrucker, 1979)

b. Sometimes it is an ineffective means
of controlling dribbling

964
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c. It is difficult for the patien. to
apply the device correctly

3. Patient Care

a. Remove and change position of the clamp
about every two hours to prevent de-

" creased circulation to the area and to

allow for voiding (Willington, 1976)

b. Do not apply tightly, otherwise urethral
trauma and necrosis can occur

H. TIncontinence pads

1. There are commercial incontinence pads
available with plastic lined underwear.
Sanitary pade can be used by female
patients with a small amount of dribbling
or stress incontinence

i 2., Advantages:

a. No urethral trauma can occur

b. There is a lower risk of infection to
the bladder

c. Bladder exercises can be performed
3., Disadvantages:
a. Skin excoriation is caused by the
exposure of moisture and urine to the

skin

b. Bulky pads are uncomfortable and may
be undesirable to the patient

¢. Incontinence pads are cxpensive for
long-term use

d. Problems with odor control will occur

4. Pratient Care

b -
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a. Apply skin barriers to protect the
skin

b. Keep area clean

c. Allow the air to come in contact with
the skin for 15 minutes every eight
hours

d. Check thc¢ patient every hour to deter-
mine if pads are soiled when the

patient is unable to do this

V. Other Measures to Control Incontinence

A. Bladder exercises--to help strengthen weaker
sphincters, perineal and pelvic floor muscles
(Cantor, 1979)

1. Exercises cannot be performed correctly if
there is an indwelling urethral catheter.
The catheter inhibits sphincters' con-
traction (Cantor, 1979)

B. Infection Prevention

1. Infection can aggravate incontinence

2. Fluid intake should be about 2,000cc per
day

3. If the patient voids infrequently and
large amounts of urine accumulate, en-
courage more frequent urinations to pre-
vent the pooling of urine in the bladder
which acts as a medium for bacteria
growth

4. Instruct the female patient to clean after
each voiding and bowel movement from front
to back to prevent contamination from the
bowel and vagina

VI. Some Types of Surgeries to Correct Urinary Incon-
tinence
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A. Ileal Conduit--the ureters are anastomosed to
a portion of the ileum which is brought to the
surface of the abdomen to form a stoma. An
appliance over the stoma must be worn con-
tinuously to collect che urine (Gittes, et al.,
1979)

1. It is used to manage incontinence and
carcinoma of the bladder

2. Advantages:
a. Only one appliance is worn

b. Fewer problems develop after surgery
compared to other diversions

3. Complications:
a. Obstruction

'i b. Stoma stenosis (Althausen, Mitchell,
Pfister, & Yoder, 1977)

c. Pyelonephritis (Gittes, et al.,
1979)

d. Calculi formation

e. Skin irritation around the stoma
(because of urine leakage, allergies
to the adhesive or improper removal
of appliance)

‘ f. Trouble keeping appliance on

g. Altered body image

4, Patient Care

a. Follow systematic, planned procedure
for removal and re-application

- b. Adhesive should be removed from
appliance and washed with soap and

)
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water

c. To reduce odor soak appliance in a
mixture of one quart of water and
one tablespoon of vinegar

5. Observations of the stoma

a. Observe for prolapse or retracting
stoma and report abnormal findings
to the physician

b. Report any abnormal bleeding which
does not readily stop

C. Observe for necrosis, obstruction
or skin irritation

B. Cutaneous ureterostomy--the ureters are
brought to the surface of the abdomen and an
appliance is applied over the ureters
(Gittes, et al., 1979)

l. 1t is usually seen in patients with
limited prognosis and with neoplastic
obstructions

2. Complications:

a. Ureters tend to slough or form
stricturesg

b. There are difficulties with keeping
an appliance on

c. Two appliances are neefled

3. The care is similar to that of the ileal
conduit

C. Urethrosigmoidostomy--the urcters are anas-
tomosed to the sigmoid colon where the urine
and feces become mixed. (The patient needs
to have a good anal sphincter.)

968
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1. Advantages:

a. No appliance is needed

b. There is no drastic changes in body
image

c. It is less expensive since the
patient does not have to buy an
appliance

2. Complications:

a. There is free reflvx of feces to the
kicéneys (Gittes, e al., 1979)

b. Stenosis and ob: “ruction occur

c. Electrolyte imbalar.ces caused by the
bowel reabsorbing electrolytes
excreted in the urine can occur
(Gittes, et al., 1979)

d. These patients have a higher risk.
of developing carcinoma of the colon
(Leadbetter, Piece, and Zickerman,
1979)

3. Patient Care

a. The patient needs to learn to defecate
every four hours during the day and
once in the night to prevent hyper-
chloremic acidosis and hyperkalemia
(Gauit, 1977)

b. Watch for signs of hyperkalemia
- Neuromuscular symptoms: weak-
ness; occasional paralysis; loss
of deep tendon reflexes; irri-

tability and confusion

- EGG changces

969
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- Respiratory paralysis

c. Watch for signs of hyperchloremic
acidr .is

- Stupor

- Deep, rapid breathing

- Weakness

- In severe acidosis--unconsciousness

D. Cutaneous vesicostomy--the bladder wall is
brought to the abdowinal wall in which a
small opening into the bladder is constructed
like a stoma (Gittes, 1979)

1. It is performed when the bowel cannot be
used for an ileal conduit or when the
patient cannot tolerate a long surgical
procedure

2, Advantages:
a. No urethral trauma/damage occurs

3. Complications:
a. There are difficulties with keeping
an appliance on

b. Stoma Stenosis can occur (Brady,
Foret, Mebast, & Sloss, 1971)

c. Calculi can form

d. Bladder dilation may develop (Brady,
et al., 1971)

e. Prolapsed bladder through the stoma
can occur (Brady, et al., 1971)

f. The bladder is unable to contract to
force urine out and the residual
urine acts as a medium for bacterial

L

ofd ")




TIME/MATERIALS INSTRUCTIONAL ACTIVITIES OUTLINE

growth (Brady, et al., 1971)

g. Urine leakage from the urethra can.
occur
E. Continent Vesicostomy--the urethra i% surgi-
cally closed and an external nipple valve is
made from the bladder wall which is brought
to the ,surface of the abdomen (Barrett, 1979)

1. It is currently used in an areflexic blad-
der, otherwise bladder spasms can occur

2. Advantages:

a. No external appliance is needed, only
a 4" x 4" is needed to cover the area

b. There is no urethral trauma
3. Complications

] a. The major problem is nipple dysfunction
{(Barrett, 1979)

b. There is a risk of infection through
the introduction of a catheter

4. Patient Care

a. The patient can use the clean tech-
nique to catheterize him/herself
through the nipple

b. The self catheterization needs to be
performed four to six times a day
(Barrett, 1979)

c. Limit fluid intake to 1500-2000cc per
day
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F. Nephrostomy tubes--catheters placed directly
into the kidneys ’

1. Seen in patients whose ureters are
obstructed and other urinary diversions

could not be done

2. It is reserved as the last method for
urinary diversion

3. Complications:

a. There is an increased risk of infection
in the kidneys

b. Maintaining patency can cause problems

c. There may be urine leakage around the
catheter causing skin excoriation

d. Accidental dislodgement of the
catheter can occur

e. Calculi can form
4. Patient Care

a. Keep the patient's skin clean with an
an application of iodophor solution
twice daily

b. Be sure the tube is taped securely
to prevent a-zcidental dislodgment

c. Tape both tub2s in a manner so the
patient does not lie on them

d. Monitor the intake and output and
check for the patency of each tube.
Notify the physician if a tube be-
comes occluded

e. Periodic changes of the catheters will
lower the risk of infection

972
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VII. Drug Influence

<a

A. Treatment of urinary infection with appro-
priate antibiotics and sulfur drugs can
eliminate the urgency associated with
incontinence (Raz, 1978)

1. Obtain a urine culture to determine the
drug of choice

B. Drugs which contrnl involuntary contractions
of the bladder (Raz, 1978)

1. These are very useful to control
dribbling between catheterization

2. Instruct patient to void if able prior
to receiving the drug

3. Some examples: Propantheline Bromide,
’ Imipramine, and Oxybutine

C. Drugs which stimulate bladder contractions
. to reduce high residual of urine in the
) bladder (Raz, 1978)

1. Some examples: Bethanedol chloride,
Phenoxybenzamine, and Guanethidine

D. Drugs to decrease the symptoms of pain,
urgency, and burning from urinary tract

infection

1. An example: Phenazopyridine HCL

’ ' ' 973
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SECTION E: PROBLEMS RELATED TO/RESULTING FROM

IMMOBILITY
I. Edema
A. Definition of terms
l. Edema - excessive fluid accumulation in
cells, tissue oOr serious cavities
2. Interstitial compartment - in relation
to the human body, it is the space be-
tween the cells
3. Pitting - to leave an indentation on the
skin after applying pressure
B; Edema can be caused by several conditions,

all causing a leakage of the fluid from the
cells into the surrounding compartments

1. Inflammation can cause edema because of
the vasodilator response that the body
has to an inflammatory process

2. Obstruction of the lymphatic system
causing decreased return of protein to
the circulation causing an increase of
the oncotic pressure in the interstitial
space

3. Congestive heart failure causes an
increase in venous pressure which, in
turn, causes an increase in the intra-
rapillary hydrostatic pressure

4. Aging causes decreased tissue elas-
ticity and therefore diminished tissue
turgor to help facilitate return

5. External compression of the vessels
causing decreased return bloodflow and
resulting in edema
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6.

Physical assessment

1.

4.

5.

Preventative interventions

1.

f. Hypernatremia

Allergic reactions to food, medications,
or external stimuli such as dust or
pollen

Inspect for swelling of the entire in-
volved body part - measure the circum-
ference of the affected part vs. the
normal- part for baseline purposes
Palpate pulses

Palpate for edema by pressing firmly
over the bony prominences. Apply

pressure for 5 to 10 seconds. Remove
the pressure and observe for any pitting

»

If edema is present observe for any
external pressures .

Inspect for any unusual rash

Identify those patients at risk of
developing edema, especially those
patients who have:

a. Congestive heart failure

b. Renal insufficiency

c. Hypoproteinemia A

d. Starvation (¥serum albumin)

e. Hepatic disease

g. Obstruction of the great veins

h. Chronic hypokalemia
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2. Maintain accurate intake and output

records on all patients at risk for
developing edema

3. Monitor daily weigbts, as a patient can
» . gain 10 pounds in water before edema
will appear

4. Limit sodium intake for patients at
risk

’ 5. Limit fluid intake

6. Make frequent change of positions,
avoiding prolonged dependency of
extremities - nmobilize patients

E. Nursing interventions
® General observation is most important

l. maintain aeccurate intake and
outy ut records

2, Monitor daily weights at the same
time each day using the same scale

3. Limit fluid and sodium intake
4. Change positidn frequently to avoid
a. Dependency of extremities

b. Skin breakdown - edematous
tissue is poorly nourished
and breakdown occurs quickly

5. Skin over pressure areas should be
examined and massaged gently with
non-alcohol based lotion to Stimu-
late circulation. Techniques re-
puted to toughen skin usually produce
dryness with increased risk of
breakdown
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6.

Position the patient so that the ex-
cess fluid will drain away from the
affected body part

a. Hhlevate the extremity

b. Pulmonary edema - position the
patient in the semi-recumbent
position to decrease venous
return to the heart and lungs

Jobst, TED stockings

Administration of Diuretics

977
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ACTION OF DIURETICS

OBSERVATIONS

Chlorothjiazide

(Diuril® )

Derivatives: Benzthia-
zide, Chlorthalidone
(Hygroton ® )
Cyclothiazide (Anhydrono)
Hydrofluemethiazide
Methyclothiazide

o et Y

drase inhibition

| DRUG . ACTION
. . ) + . .
Acetazolamide (Dlamox‘b ) | Na and-HCO, not reabsor- | Effectiveness 1if used
bed dug to carbonic anyh- |daily. I & O. Pare-

sthesias and drowsiness
common. "Hyperglycemia
in diabetics. Hypo-
kalemia (Muscle weak-
ness, respiratory dif-
ficulty, cardiac ir-
requlavities) and meta-
b>lic acedoses. (mal-
aise, headache, weak-
ness, nausea & vomiting,
abdominal pain, hyper- '

Interferes with tybular
reabsorption of Na

nea) .
Al

GI irritation. I & O.

|{\Weigh gd. Hypokalemia.

Hyperglycemia. Hyper-
uricemia. Ortho-

static hypotension. Re-
lated to sulfonamides -
cross hypersensitivity.,:

Ethacrynic Acid

Blocking of enzyme
catalyst reducing Na
reabsorption.

Ototoxicity. Thrombo=
emobili. I & O.
Electrolyte imbalances.
GT irritation. . Moni--
tor cardiac status,
Rebound hypoglycemia °
on termination.

Furosemide (Lasixo)

As with Ethacrynic
Acid.

Is&0O0. Ototoxicitylv
Hyperglycemia: -Govt.
Electrolyte imbalances.

Mannitol

%

Inhibits tubular reab-
sorption by increasing
osmotic pressure of

filtrate.

Is&O0. Elqctrolyte
imbalances.

r
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DRUG ACTICN OBSERVATION =
Mercaptomerin In acid filtrate, mercury Hypersensitivity
{Thiomerir®) ious §ectease reabsorption | reactions. I & O.

c¢f NA' + H.0 in renal Electrolyte imbalan-
rubules ces. Possible
k@, hyperglycemia.
Aldactone pldosterone antagnoist Delayed effect of 2-3
NA , CL , HO excietion days. I & O. Hypo-
without loss of K . tension. Worsening
of impaired liver
-~ function. Gyneco-
mastia.
Theobiomine ¥anthine derivative. Gastric irritation.
Increases reral blood I & 0. Vertigo.
- flow. ‘ CNs & Cardiovascular
stimulation.. )
— g
<
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{
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IT. Thrombophlebitis'

Definition of terms

1.

2.

Thrombophlebitis can be caised hy hyper-
coagulability of blood, alt.-rations in the
structure of vessels and venous stasis

1.

Thrombophlebitis - inflammation of a

°

Phlebitis - inflammation of a vein

Thrombus - clot found either in a blood
vessel or a cavity in the heart

vein, most commonly noted in the lower
extremities with the formazlion of a clot

Pulmonary embolism - an obstruction of
the pulmonary artery usually caused by a
clot originating in the lower extremities

Anti-coagulant therapy - drugs that are
administered intravenously, intramuscu- .-
larly or orally to increase clotting
time, therefore making it more difficult
for clot formation

Hypercoagulability of blood - the exact
etiology of this phenomenon is not clear.
Certain conditions such as myocardial
infarction, sickle cell anemia, fever,
post-operative situations and oral con- -
traceptives in some individuals is a
tendency for development of these problems

Alterations in the structure of the
vessels - this may result from direct
trauma to the vessel as in venipuncture,
from certain degenerative diseases such
as altherosclerosis and diabetes, and
following administration ¢ various drugs
(such as antineoplastic 2motherapy) .
Varicose veins because of the enlarged
and tortuous vessel may predispose pa-
tient to thrombophlebitis

Venous stazégxﬁxfﬁis may be caused by
immobilizatdon because of decreased
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muscle tone failing to help blood return.
Prolonged pressure on the vessels (e.g.,
the tourniquet used in many orthopedic
operative procedures), causes blood to
stay in the vessels and can encourage
clot formation.

4, Metabolities of tumors
C. Assessment
\ 1. History

a. Present illness - discuss the current
problem and chief complaint. The
patient should be allowed to use own
words to describe the type, charac-
ter and duration of the present
symptoms

b. Past medical history - the patient
should be questioned regarding other

’ similiar episodes in his/her life.

Discuss general health, past illnesses

or surgeries and current medications.

c. Social history - identify the
patient's activity level including
recreational activities

d. Review of systems - complete review
of symptoms should be elicited
focusing of the respiratory, cardio-
vascular, and lower extremity mus-
culoskeletal systems. Specifi-
cally ask the patient if she/he has

noted
® Swellin: . pain of the involved
limb

® Discoloration of the limb

® Temperature change of the limb

)
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e Chest pain or shortness of breath

Physical assessment of the patient with a
suspected thrombophlebitis

a. Examination of involved limb

e Inspect extremity for swelling, dis-
coloration or change in venous pattern

e Check for difference in skin tempera-
ture

e Palpate pulses
® Palpate for edema

e Palpate for tenderness, increased
firmness or tension

e Gently palpate the path of the vein
for tenderness or firm cord

e Palpate the regional lymph nodes fo
swelling or tenderness :

e Leg-dorsiflex the foot. If the patient
complains of increased pain in the
calf this is a positive Homan's sign.

b. Examination of the chest and -lungs is
indicated if the patient had positive
limb findings or if the limb findings
are negative, but the patient complains
of shortness of breath or chest pain

c. Diagnostic tests used to confirm the
diagnosis of thrombophlebitis or pulmon-
ary embolism
e Fibrinogen scan

e Doppler

e Chest x-ray
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® Lung scan

TIME/MATERIALS

e Venography
® Phlebography
3. Preventative interventions

a. Encourage early ambulation for patients
who are able to do so

b. Exercise the lower extremities:

® Actively by patient every 15 minutes
while awake - encourage patient to
bend knees and pump ankles

® Passively - range of motion of lower
extremities should be performed by
health care provider every four hours
or while changing the position of the
b patient every two hours

c. Encourage deep breathing exercises that
© increases venous return

d. Wrap lower extremities with ace wraps or
use elastic stockings

® Wrap consistently and snuggly - do not
wrap tightly

® Wrap from the bottom of the foot upward

® Do not allow ace wraps of elastic
stockings to bunch or cause increased
pressure at the back of the knee

® Wraps or stockings should be removed
every shift to check skin and assure
proper support

. o .
e. Elevate the feet approximately 15  using
pillows - be sure not to cause presc<ure
behind the knees
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f. Prevent compression of deep veins with
flexion of lower extremities

4, Appropriate therapy to prevent pulmonary-
embolism

a. Bedrest is necessary to prevent emboli-
zation of the thrombus

b. Warm moist heat should be applied to the
involved limb to help reduce discomfort
and swelling

® Warm compresses
e Wrap limb in plastic

c. Anticoagulants administered to inhibit
clot formation and extension

‘ d. Prevention of straining as in Valsalva
maneuver; avoidance of quick movements

of the involved limb; avoidance of in-
creased intrathoracic pressure e.g., IPPB,
holding breath

e. Diversional activities such as reading or
crafts to prevent restlessness

5. Special attention should be given to the
patient on anticoagulant therapy to avoid
possible bleeding

a. Clotting time should be monitored daily
until the patient is sufficiently con-
trolled on oral therapy

b. Instruct the patient and family on the
need for accurate ingestion of medications

c. Protect patient from potentially harmful
situations such as shaving with a razor
blade, walking without shoes or preparing
foods with knife blades
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K " a.

Instruct the patient and family on
safety measures such as handrails on
bathtubs

Instruct the patient and family on the
need for immediate application of pressuvre
to the bleeding site and, if uncon-
trollable, quick expedition to the local
emergency service

Instruct the patient and family on the
need to carry identification of bleeding
disorder

III. Decubiti

A. Pressure sores

1.

Pathogenesis: pressure over boney prom-
inence exceeds capillary blood pressure
causing tissue ischemia and results in
tissue acidosis with increased cap-
illary permeability and edema, vascular
thrombosis and eventually tissue necrosis

Pressure damage occurs more easily when
other factors coexist which r:duce the
viability/health of body tissu=s involved.
These contributing factors include:
anemia, hypoproteinemia, poor hygiene,
poor circulation, lymphatic obstruction,
sheer force applied to tissue (e.g., by
pulling across the bed), loss of muscle
tone and muscle atrophy

s

Stages of pressure sore development

a. Hypermia - redness of skin observable
within 30 minutes after pressure
applied; will disappear within one
hour after pressure relieved '

b. Ischemia - occurs with continuous
pressure of 2-6 hours. Redness
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takes 36 or more hours to disappear after
pressure is relieved.

c. ‘Necrosis - begins after six hours of
pressure. Blueness or lump observeable

d. Ulceration - may involve muscles and bone
as well as soft tissue

Factors which prolong period needed to produce
healing of pressure sore include: poor health
of tissues in general, protein deficiency,
intense inflammatory response, infection,
extensive ulceration, hypothermia, extensive
scab formation

Management
a. Prevention:
@ Relief of pressure q 2 h at least (as
little as 5 minutes can have benefit)
has oeen shown to be of paramount

importance

¢ Inspection of potential areas of
pressure (b.i.d.)

® Ischemic areas require relief of
pressure for 1-3 days

e Avoid maceration from incontinence and
drainage

@ Avoid sheer stress from dragging across
linens

e Good nutrition

b. Treatment

O
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® Culture and sensitivity - treat in-
fection with sensitive antibiotics
topically (may get systemic side ef-
fects in large wound due to absorption)

® Multiple approaches to debridement,
and stimulation of healing
(See Handouts)

IV. Pathologic fractures

A.

Pathologic fractures may be caused by a weak-
ness in the bone secondary to inflammatory
disorders, ‘tumor, congential disorders, met-
abolic bone disease or avascular necrosis of
the bone; may be impossible to prevent

l. Inflammation may be present from a direct
wound to the area, hematogenous spread of
the infection that ends up in a particular
bone :

2. Tumors that are both benign and malignant
may cause pathologic fractures

3. Metabolic bone disease (primary or
secondary to paraneoplasm syndrome such
as rickets, osteoporosis, and hyper-
parathyroidism) may cause fractures

4. Avascular necrosis either from trauma or
radiation makes the bone weaker secondary
to the loss of blood supply and death
of the bone

Pathological fraccures will usually heal if the
rate of bone formation excedes the rate of bone
resorption. Fractures secondary to an in-
flammatory process generally require the con-
current use ¥ antibiotics for control of the

.7 ~  pathologic fracture through an
ar.. yenerally requires internal
fixaz: .. -..%“n concurrent radiation or chemo-

theragy and in most cases it will reunite

987
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. . . i<
Preventative interventions

1. TIdentify those patients at risk for
pathologic fractures

2. Limit strenuous activity because the
slightest trauma can cause a fracture
in these patients even during normal daily
activities

3. Provide safety measures such as handrails
near showers or safety grips on the
bottom of the bathrub; removal of throw
rugs; use of low heeled, non-slip shoes

4. Completely support all extremities of the
patient at risk during repositioning in
bed. During ambulation activities support
the patient and guard against falls. Dis-
courage hurried activity. ‘

Management of the patient with a pathologic
fracture requires that constant attention be
paid to unaffected limbs in one's haste to
care for the affected body part

1. Maintain alignment of fracture site by
cast, traction, pillow splints, and
appropriate positioning

2. Protect the patient from reinjury -
primary goal '

3. Avoid quick or violent movements that
might cause a new fracture

4. Provide comfort measures for this patient
who will be immobilized for a long period
of time '

5. Frequently reassess status of other bones;
pain and edema
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METHODS USED TO RELIEVE PRESSURE TO PREVENT PRESSURE SORES

METHOD

Gel pads
Sheepskin

Circoelectric bed
Alternating pressure
mattress

Alr mattress

Water bed or mattress

Glass sphere bed

COMMENTS

Act as artificial fat over boney prominences
dispersing pressure over large area

Use against bare skin; and ¥friction, absorb
moisture, reusable

Stryker or Foster frame - to aid turning;
use sheepskin pads also; cumbersome and
time consuming

Use of pillows, pads, etc., negate effect;
annoying motor noise; must check operation
often

Bulkiness impedes care; use of Sears camping
mattress as good as medical type and less
expensive and not as much disorientation

distributes pressure over all body; water
bedsscan lead to disorientation; filling
Sears best camping mattress with warm water
is inexpensive alternative

Patient rests on bed of glass spheres
supported by air; pressure exerted on body
is less than capillary blocd pressure so no
ischemia develops; experimental and very
expensive - hundreds of thousands of dollars

and not shown to be more effective than every
two hour turning.

iy~
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" METHODS

Collagenase

Mercurochrome
(10% in packing)

Karaya powder

Gelfoam powder

Heat lamp, and/or
massage, hydro-

therapy ¢
Sugar
Topical
Insulin

Electrotherapy

Carbon dioxide
laser

Hyperbaric
oxygen 6-8
hours/day

RATIONALE

Digest collagen
in necrotic
wound debris

Antiseptic
stimulate
granulation

Hastens
granulation

vasodilation
and debridement

Stimulate
granulation
10pH~>
vasodilation-

Probably
vasodilation

Debridement

Ybacterial
growth

ADVANTAGES

Debridement
complete in

10 days
Epithelization
evident in two
weeks. Pre-
treatment with
sutilains
enhances effect
in deep lesions

Use after
debridement

Successful reports
when everything
else has failed

Airtight dressing
changed only q3-7
days. Wound
cleansed only if
contaminated

Readily available

Also used in paste
form for packing
of ulcer for
debridement

DISADVANTAGES

Irritates
normal tissue.

Doesn't work
at all on some
people-

Rings may extend
pressure to
fragile areas

at margins

Danger of too
much

study showed benefit -

over light cradle

See Pain - Use of
TENS '

Provides hemostasis Limited availa-

Yhealing time

9y
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METHOD

Continuous acetic
acid drip
Irrigation to sore
(0.5-1% solution)
Sodium oxychloro-
sene; irrigation or
wet dressings tid
(0.4-0.5%)

Surgical
Debridement

TCN (Trypsin-
" Chymotrypsin-
Neomycin)

Fibrinolysin -
Desoxyribonuclease
(FD)

Stretokinase -

Streptodornase
(SK-SD)

Sutilains

RATIONALE

Alter media for
growth of infec-
tious organism

Alter media

Eliminates cul-
ture for growth
of infectious or-
ganism: ‘granu-
lation

Enzymatic
debridement

Enzymatic
debridement

Fibrinolytic
enzyme

Liguifies exu-
date makinyg aspi-
ration possible

Proteolytic
enzymes

Digests necrotic
tissue

METHODS USED TO TREAT PRESSURE SORES

ADVANTAGES

yPseudomonas

Ygram - and pos
organisms fungi
yeast and viruseo

Fastest way to
prepare area for
healing

Same use

DISADVANTAGES

Proteus and
staph

Must be mixed
frequently g8h

May produce
inadequate bed
for graft; may
need to also
use enzyme to
complete de-
bridement

Antibiotic ex-
posure may lead
to secondary
infection

Inadequate in
deep or large

" sores because

Acts only on
nucleoprotein
of dead cells.
Installation

~of SK-SD beneath

skin flap may
prevent slough due
to fluid accumula-
tion under flap

5-16 more active
than other en-
zymes; normally
non-toxic; can
have area ready

for granulation

in 3-14 days

acts slowly

Very deep sores
still require
surgical de-
bridement asz
well; some
people don't re-
spond to this
agent
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PROCESS FOR DISCUSSION . -

A 64 year old lady was brought to the emergency
room by her son. She béahn complaining of pain

in her right hip after she stepped off a curb.

She did not fall. Past medical history is signi-
ficant for a mastectumy for cancer six Years pre-
viously. On physical examination the woman is
found to be in significant pain with her right leg
internally rotated and shortened. Discuss appro-
priate interventions at this time and differential
diagnosis. :

Diagnosi~: 64 year old female with pathologic
fracture of the right hip secondary t¢ hreast.
cancer metastasis. '

Note:

Refer to: Exercises for Expeditinyg M-bility (ard
Decreasing Disability) in 3edridden Tatients. Jungreis,
S.W. Nursing 77, August, 1977, p. 47-51.
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\'7 G. SECTION F: INFECTION AND FEVER

I. Infection can be described as the implantation
and successful replication of a micro-organism
on or in the tissue of a host.

A. Three elements are required for infection to
be spread:

1. A source of'infecting organisms
2. A means of transmission for the organism
3. ¢ susceptible host
e ' .: source of infection refers to the
site from which the organism passes
immediately to a host
- Examples: contaimnated instruments
used to treat and diagnose, people
with active infections or carriers
) o of the disease

- Types of carriers:

-- incubation phase, 1i.e., chicken
pox

-- convalescent carrier, i.e.,
hepatitis B

~- chronic carrier, i.e., staphyloc-
* 4 occi

~-= mechanical cargier, i.e., fecal
contamination of the fingers with
the Salmonella organism

4. . r patients and institutionalized
" avlents are highly susceptible to
stections

B. Tranwumission of infection:

1. Contact transmission - contact between
a susceptible host anl the source, with

) | 993

15




TIME/MATERIALS INSTRUCTIONAL ACTIVITIES OUTLINE

the subsequent transfer of the infecting
agent.

a. Dirgct contact: direct physical
transfer to a susceptible host by an
infected person; example--nurse
giving patient a bath

b. Indirect contact: contact of the
susceptible host with contaminated
inanimate articles; example--use of
common bar of soap

c. Droplet spread: considered contact
since the organisms travel only a few
feet between the source and suscepti-
ble host; example - strejtococcal
disease

2. Vehicl: Transmission: common route of
transmission from a single source into
contact with a susceptible host; example-
hepatitis from contaminated blood.

3. Airborne Transmission: via droplet nuclei
or reaerosolized dust.

a. Droplet nuclei - tiny particles that
are capable of remaining airborne for
long periods of time and of traveling
great distances before coming into
contact with the susceptible host;
example - Histoplasmosis, tuberculosis

b. Reaerosolized dust - some organisms
settle and mix with dust, remaining
viable and are reaersolized through
agitation of the dust.

4, Vector Transmission: insect carrier;
example - Rocky Mountain Spotted Fever.

C. Susceptible Host

1. Normal defenses:

a. Skin and mucous membranc

994
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e Dry, mildly acid, frequent turnover
of cells causes shredding of bacteria
from surface, antibodies and lysozy-
mes secreted in mucus, tears

n. Respiratory tract t

e Antimicrobial substances (lysozymes,
antibodies)

e Aerodynamic expulsion (sneeze,
cough, etc.)

® 90% of deposited material is re-
moved in one hour

c. GI tract

e Enzymes, peristalsis and normal
flora

d. Genito-urinary tract
e Ph, voiding often
e. Health immune response
2. Predisposing factors

a. Damage to barrier: surgery, stomatitis,
venipuncture, suctioning, catheter

b. Obstruction: tumor growth, edema

c. Impaired response: loss of gag reflex,
bladder dysfunction

d. Immune deficiency
@ By virtue of fact person has cancer

e lumoral deficiency in myeloma, CLL,
lymphosarcoma

e Cellular deficiency due to chemo-
therapy, steroids, certain cancers

) ;
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® Neutrophil deficiency due to chemo-
therapy, steroids, antibiotics,
marrow involvement

3. Common Infectionsz should identify
organism before t:cu:ing, i.e., always
obtain culture and sensitivity

a. staphylococcus aureus

® Factors involved: injury to barrier,
immunity, obstruction

® 70% nurses are carriers - keep
patient out of institutions

® Sites:
- Skin: impetigo, boils, carbuncles

i - Pneumonia: dry cough, malaise,
fever, chills, cyanosis

- Endocarditis: fever, chills,
anorexia, petechia, 40% have
meningitis also, 10-40% palpable
spleen

- Septicemia - 50% are hospital
acquired

- Ost~omyelitis - low. grade fever,
local pain, swelling, redness,
x~-ray not diagnostic

e Prevention: Qhapdwashing, pulmonary

hygiene, separate high risk patients

- Good handwashing procedures only
thing that really deczreases in-
fection

® Treatment

- Drain abscess

- Antibiotics based on C & S

996
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b. Streptococcus pyoyjenes

e e Factors involved: injury to barrier,
11— immunity, crowded conditions, air-
borne, dental extraction

e Sites ' 5

- Pharyngitis: abrupt sore throat,
mala;se, fever, redness, lymphoid
hyperplasia, hoarseness, cough

- Otitis media, sinusitis and
meningitis secondary to Pharyn-
gitis

- Treatment for Pharyngitis and Oti-
tis media

-- antibiotics based on C & S
' -- 25% of family are carriers
- Acute Glomerulonephritis

-- abrupt onset proteinuria,
hematuria, edema, 1BP, dull back
pain, tsedrate, 1BUN and
creatinine

-- treatment includes bed rest,
salt and fluid restriction,
diuretics, treat hypertension,
antibiotics based on C & S and
treat infected family members

c. Pseudomonas aeruginosa (Gm negative
bacillus)

e Source: earth, water, food, fruit,
plants, feces, hand to hand, 22%
hospital acquired

e Host factors: +Immunity, leukopenia,

indwelling line, respiratory therapy,
use of broad spectrum antibiotics

’ 997
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® Common sites

- Respiratory: early congestion,
pulmonary edema, empyema, chills,
fever, gray coloring, chest pain,
dyspnea

- Treatment: Gentamycin, carbeni-
cillin, polymycin, tobramycin
based on C & S

- Urinary Tract

-- burning, frequency, odor,
cloudy

-- treat with Gentamycin based on
C &S

- Osteomyelitis
- CNS
-- most of them secondary

-- treat: drain abscess, treat
with combination of antibiotics

- Wound infection
- Skin infection

® Vaccine provides protection after
5-7 days lasts 2-5 months

- Used in leukemias
- Local reactions, fever, malaise
II1. Candidiasis - fungal infection
A. Local candida: confined to superficial
surfaces: e.g., skin, hair, nails, mouth,

vagina, conjunctiva

1. 1Incidence of candida in oral flora of

998
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normal population approximately 40-60%

2. Patients with head and neck tumors,
treated with radiation therapy have a
more acid pH and an increased incidence
of caridida infections

B. Systemic Candida: considered disseminated
if there is invasion of the esophagus or
further down the gastrointestinal tract; also
when there is organ invasion

1. Clinical predispositions: myeloprolifera-
tive and solid organ tumors, immunosup-
pressed transp.ant recipients, post
operative patients

2. Invasion of specific sites by Candida

a. Oral Candida: may be difficult to
distinguish from stomatitis. Increased
) risk if neutropenic and/or taking
' steroids

3. Treatment of oral Candida

a. Mycostatin suspension one million units
(10") to swish and swallow q 4° in
conjunction with Mycostatin Lozenge,
one to suck on q 4°. Prophylactic
therapy with Mycostatin has been found
to be ineffective

b. Miconazole 500 mg po qid has been
found to protect patients from
colonization with Candida

c. Clotrimazole lozenge 50 mg five times
each day is the therapeutic dose; no
side effects

4. Gastrointestinal Candidiasis - symptoms:
fever, occasionally diarrhea; in esoph-
agitis--pain substernal referred under
angles of mandibles and dysphagia
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C? a. There can be direct seeding of Candida
from the GI tract to the portal vein
leading to widespread dissemination

b. Treatment: Mycostatin 10 million
(100cc) swish and swallow q 2° or low
dose systemic therapy antifungal agent

5. Candida pneumonia: Enters the lung via
aspiration, hematogenous spread or
aerosolization

a. Symptoms: often absent; also sputum
specimens may be contaminated by oral
secretions; so only reliable meqpod of
diagnosis is lung biopsy

b. Candida pneumonia associated with
hemorrhage in the pleural cavity,
clinical aspiration pneumonitis

6. Renal Abscess. 1invasion by hematogenous
spread

a. Signs and syrotoms: mild azotemia and
fever

b. Diagnosis di ficult. Colonized lesions
may be so small that they may be missed
when bLiopsied

7. Bl-dder: inci .n:e increased in patients
with indwell catheters who have diabe-
tes mell. . .. a.3 are on therapy with
antibioticys

a. Usually asymptomatic

b. Urine C & S can only be used as a
diagnostic test il obtained via
straiqght catheterization

c. Treatment: may resolve simply be
removing the catheter, however, bladder
irrigation with a dilute antifungal
solution is also employed

hey -
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8. Fungus ball of kidney: invasion and
subsequent sloughing of renal papillae
leading to tangled masses which can
obstruct the ureters

a. Diagnostic test is an IVP which will
show sloughing

b. Symptoms: pain and a decrease in
urinary output

c. Treatment: the fungus ball may break
up spontaneously, or it may require
surgical removal

9, Candidemia: may or may not be signifi-
cant

a. Blood specimens may be contaniunated by
skin lesions or Candida colonies at
the tip of plastic intravenous cathet-
ers

b. Treatment: 1in the non-immunosuppress-
ed patient, treatment may not be
required once the catheter is removed.
mherapy with a systemic antifungal
agent is advised when the patient is
immunosuppressed, receiving broad
spectrum antibiotics and remains
febrile and displays one or more of
the following symptoms:

@ Isolation of Candida from 2 or more
sites

Y e Increased urinary colonization
e Esophagitis
e Skin or oculer lesions

C. Systemic therapy for fungal infection

1. Miconazole: broad spectrum of activity
including fungi and gram positive bacteria/

1001
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therapy usually needed for 2-3 months

2. Flucxtosine: related to 5-flurouracil.
Narrow spectrum antifungal agent. High
incidence of development of resistance

a. Dosage: 150-200 mg/kgy/day in 4
divided doses '

b. side effects: bone marrow depression

3. Amphotericin B: high activity against
many species of fungi; ineffective against
bacteria, viruses

a. Dosage: 1 mg/kg/day infused over 4-6
hours. 1Initial dose is 1 mg and
subsequent dosages are titrated up to
lessen the chance of a hypersensitivity
reaction

b. Daily dosage greater than 50 mg should
be mixed in 1000 cc DsW

c. Other additives should be avoided,
however, Heparin 100 and Hydrocortisone
100 mg are often placed in the solution
to decrease the incidence of local
thrombophlebitis and shaking chills,
respectively

d. side effects

® Renal toxicity: dose related and
reversible

- Mannitol prior to and after
Amphotericin may decrease toxicity

- Administration of Gentamycin
worsens renal toxicity

® Monitor: intake and output, creati-
nine levels, BUN

=
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® Hypokalemia: result of potassium
leakage from red blood cells

- If there is a sudden increase in
potassium in the urine the drug
should be discontinued

- Monitor: Potassium urinary levels

e Hematopoietic toxicity: commonly
manifested as anemia

- Monitor: blood counts (WBC, RBC,
PH.) .

® Chills, fever, nausea: exogenous
pyrogen

- Premedication with Benadryl and/or
hydrocortisone

- Combinations of Thorazine, Demerol,
Phenergan or aspirin are also
helpful "to reset the hypothalamus
set point to a lower level

- Administration of Amphoteucin

along with flucytosine has a
helpful synergistic action

Pneumocystis Carinii: protozoan

A. Presents as rapidly progressing diffuse
interstitial pneumonia

B. Observed in four clinical settings:
1. Malnourished or premature infants

2. Children with primary immunologic
d¢ficiency disorders

3. Patients with acquired immunologic
disease
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4, Patients receiving immunosuppressive
therapy
C. The peak onset of pneumocystitis carinii
pneumonia ctan be related to the cessation
or tapering of corticosteroids 5 days
to 3 weeks prior to the development of
clinical symptomatology.

D. There is evidence nf the presence of
subclinical pneumocystis carinii early
in life. Approximately two-thirds. of
normal children have acquired humoral
immunity to the organism by the age of
4 years.

E. The rebound pneumonia which is seen when
steroids are discontinued appears to be
the result of the slow proliferation of
the organism to clinically significant
quantities which when the immunosuppres-
sive agent is withdrawn allows that host
to mount an inflammatory attack leading
to clinical pneumonia

F. Transmission suspected via the raspiratory
tract

l. Incubation period: undefined

G. Respiratory isolation of the infected
person to decrease the risk of producing
a carrier of the parasite.

H. Constellation of clinical symptoms:
1. Progressive dyspnea
2. Pever to 40°C
3. Nonproductive, dry cough

' 4. Chest pain and night sweats

5. Cyanosis
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6. Chest x-ray findings are variable and
range from completely normal to
severe bilateral interstitial infli-
trates involving all five lobes of
the lung

I. Diagnosis: Vigorous attempts to procure
a specimen via nasotracheal suction should
be made to spare the patient undergoing
anesthesia and an operative procedure to
identify the cyst.

1. Fluid obtained by transthoracic per-
cutaneous, needle aspiration of the lung
‘ parenchyma will contain Pneumocystis
) carinii cysts with approximately 85%
accuracy in the first specimen and
' with 95% accuracy in the sccond speci-
men. Since Pneumocystis carinii
pneumonia is rapidly fatal if untreat-
‘ ed, open lung biopsy is both justified
. and considéred to be the diagnostic
’ procedure of choice

J. Treatment

1. Pentamidine Isethianate: action
basically unknown |,

a. With early diagnosis and treatment,
curative in approximatel}y 75% of
cases

b. Not commercially available in the
United States; must be obtained from
the Center for Disease Control,
Atlanta, Georgia

c. Dose: 4'mg/kg IM gqd x 10-14 days:
may be given IV very slowly, however
side effects greatly increased.
Intramuscular injection shculd be
administered via Z-tract teghnique
to palliate accompanying painful
erythema and prevent leakage of the
medication into subcutaneous tissue
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d. Immediate systemic side effects
include facial sweating, hypotension,
headache, nausea and vomiting

® It is recommended that vital signs
be taken immediately prior to
administration and then every 20
minutes for the following two
hours

e Some institutions require that a
physician E@ presént when the in-
jection is given and that an
emergency cart is in close proxim-
ity to patient's room

e. Delayed systemic side effects-
include hypocalcemia, hypoglycemia,
azotemia, nephrotoxicitY.(SO%),
folic acid deficiency v

® Therefore, monitor intake and out-
put, BUN and Creatinine levels

® Also, observe patient for signs
and symptoms of hypocalemia and
hypoglycemia

f. Folate 1 mg po qd is often admiris-
tered congurrently with Pentamidine
Isethionate

2. Trimethoprim - Sulfer meﬁhoxazole
(Septra—-Bactrim)

a. This agent Yas been used extensively
in Europe for the treatment of

,’/_ bacterial infection

*" p., Eight years ago, it bacame commer=-

// o . cially available in the U.S.A, and
i \~ 3 ,was indicated for’use in the treat-
ment of chronic urinaky tract
i(fection '
1006




O

ERIC

Aruitoxt provided by Eic:

TIME/MATERIALS

\

INSTRUCTIONAL ACTIVITIES OUILINE .

C.

Broad spectrum of activity against
both Gram positive and negati.e
organisms

e Exceptions are Pseudomonas aeru-
ginosa and Bacteroides fragilis

- against Pneumocystis carinii
cure rate of 77% (at St. Judes)

Dose: 20 mg/kg/day divided into
three doses every eight hours, there
is a 1:5 ratio of Trimethoprim to
Sul famethoxazole, i.e., 80 mg:400 my.

e The drug may be administered
intravenously or by mouth

e The pattern and relative incidence
of adverse reactions are those
expected from a sulfonamide of low
toxicity

e Therefore, this dr-« . not admin-
istered to patients w.th Known
sulfa sensitivity

Folic acid deficiency is associated
with use of Trimethoprai~.--Sulfame-
thoxazole and supplements are

commonly administered con. .rrently

Although not documented, viral
candidiasis appears to be more
prevalent in patients receiving
therapeutic dosage

e Prophylactic doses of this drug
have beer. given to patients at
risk of developing Pneumocystic
carinii pneumonia with good effect
(preliminary results) C

Advantages of Trimethoprim-Sulfame-
thoxazole over Pentamidine Isethion-
ate:

)
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® Minimal advaerse effects
® Oral administration

e Commercially available

e Prophylaxis

® No recurrances documented

NOTE TO INSTRUCTOR: DISCUSSION QUESTION

The following questions should be discussed by the
group following item 2g.

Discussion Question

When terminally ill individuals develop an infec-
tion siould they be treated? Aggressively? With
antibiotics? Or should one let nature take its course?

Discussion Points

- Institutional procedures used to treat infec-
tions; what are the side effects; do we want
these

- Cost

- 1Is there really going to be a benefit to
patient

IV. Genreal Nursing Interventions
A. Nursing measures
1. Good, regular handwashing
2. Promote general good hygiene
3. Separate at risk patients

4. Diligence in obtaining accurate cultures

5. Blood culturés need to be drawn three

times
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6.

Culture foci of infecting orgarism:
disinfectant, soap, sinks, food, patients
flowers/plants, IV fluids, equipment

7. Change IV tubing q 12-24 hours

8. Maintain sterility and lubricate all
tubes entering body orifices

9, Frequen.ly change dressings; use ostomy/
fistula bag if large amount of drainage

10. Treat patients symptoms aggressively

11. Get patient out of héspital as quickly
as possible

1009
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V. Temperature Regulation.

The hypothalamus is the body's center for

thermoregulation. It acts as a thermostat with
set-point (i. ., 379%).

A. Peripheral Thermoreceptors: located in the
skin and sense warm and less warm tempera-

tures (not cold). Thi~ information is trans-
mitted to the hypoth. . us via afferent
nerves and ascending . ..nways.

The body's response to this information is
to either:

1. Vasoconstrict skin vessels and shiver,
thereby retaining or vroducing heat;
also curl up and reduce surface area

2. Vasodilate skin vessels, sweat, increase
surface area by stretching out and
decrease muscle tone, resulting in heat
loss

B. Central Chemoreceptors: probably located in
the hypothalamus itself and other deep body
structures.

C. Mechanisms of Fever

1. HYpothalamus thermostat is reset to a
higher level

a. Mechanisms responsible for actual
elevation of set-point unclear

b. Initiation of thermoregulatory respons-
es designed to maintain an elevated
body temperature

e Example: 1In fever, when the thermo-
stat is raised, the body feels cold
and chill often develops. Regulatory
mechanism start conserving heat via
vasocenstriction of skin vessels,
curling up to reduce surface area
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and shivering. Cerebral cortex
sends message to put more clothes on

Activators of Fever

1. Exogenous pyrogens: external substances
that when introduced into the body cause
the hypothalamus to reset thermostat to
a higher level

a. Examples: Gram positive and negative
bacteria, viruses, fungi, yeast
protozoa

.\

e Endogenous pyrogens: substances
within the body that cause reset of
the hypothalamus to a higher level

b. Exampies:

e Hypersensitivity reaction (antigen-
antibody)

- Response to infectious agent when
previocusly sensitized, i.e., skin

testing

- Drug reaction, i.e., ampicillin,
blemycin

- Allergic reaction to toxins present
in food

- Rejection of transplanted tissue

e Tumor: fever has been associated
with malignancy

- Production of some toxin by the
tumor

- Tissue necrosis with the release
of some pyrogenic material

2. Fever has been implicated as a helpful
mechanism in host survival. Several
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effects have been'identified:

a. Direct effect of fever on pathogens--
All pathogens have optimal tempera-
ture range for reproduction and growth.
Elevated body temperature may alter
host environment sufficiently to
inh%bit reproduction and growth of

pat?ogens
N4

b. Activities related to increased
reactions at higher temperatures

c. Liberation of lysosomal enzymes--These
enzymes breakdown certain substances;
i.e., pathogens

d. Increased production of Interferon
activated by fever--Interferon is a
protein produced in response to intra-
cellular contact with various foreign
substances, especially viruses.
(Interferon is currently being studied
by investigators who hypothesize that
some forms of cancer may be initiated

. by viruses and therefore combated by
Interferon)

e. Transformation of lymphocytes enhanced
by fever : '

f. Lymphocytes are specialized white blood
cells involved in host cellular and
humoral immunity. 'In response to an
activating substance, lymphocytes
proliferate and are transformed, there-
by enabling them to participate in the
immune response

g. Increased mobf&ity of granulocyvtes--
Granulocytes are white blood cells
which are involved in the phagocytosis
and destruction of pathogens

E. Management of Fever - fever is merely a
symptom .~

1012

1019




TIME/MATERIALS INSTRUCTIONAL ACTIVITIES OQUTLINE

l. Signs of fever

a. Normal oral body temperamture is
approximately 36°C-37.5°C (96.5°F-
99.5°F)

. b. Rectal temperature is 0.5°C or 1°F
greater than oral temperature

c. Axillary temperature is 0.5°C or 1°F
less than oral temperature

d. The rectum is the most accurate site
to determine temf@rature since there
is a good blood supply in this area
and it 'is unaffected by air

2. Contraindications: patients with cardiac
disease, rectal or perineal surgery,
‘leukopenia, thrombocytopenia, diarrhea or
other rectal disorders. A patient with
an ileostomy or a colostomy can have his
temperature taken via stoma.

3. The mouth also has good blood supply for
the procurement of an accurate tempera-
ture, however, many variables affect the
reading.

Example: Ingestion of hot/cold foods,
smoking

4. Contraindications: patients who are
mouth breathers, postoperative oral sur-
gery, have severe stomatitis, or are
combative or comatose.

5. The axillary temperature is the least
reliable since the skin is apt to be
cooler than the internal temperature due
to exposure to aic.

6. Along with elevation of temperature, there
are other signs of fever which include:

a. Flushed face due to vasodilation of
skin vessels
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b. %ot dry skin due to evaporative
mechanism

c. Sympathetic nervous system response of
rapid pulse caused by increased heart
rate and contractility

d. Thirst due to a release of scant,
thick saliva

e. Nausea and vomiting due to a decrease
in gastrointestinal motility and tone
and also a decrease in blood flow to
this area

f. Headache and malaise
F. Medical Care of the Patient with Fever

1. The major consideration in the management
of fever is determination of its cause.
The usual method by which this is dc
is the procurement of various specimc .s
from the host to ascertain the presence
of a pathogen.

2. If a pathogen is suspected as the cause
of fever appropriate antibiotic therapv
is instituted. Depending upon the sevew-
ity of the febrile episode, an antipyre-
tic, i.e., aspirin or acetaminophen, may
also be given.

3. If the cause of fever is a hypersensiti-
vity reaction, treatment is directed at
alleviation of the symptom. Agents which
may be employed include:

a. Antihistamines (Benadryl)

b. Steroids (Hydocortisone or Prednisone)
c. Antipyretics

d. Combinations of Meperidine, Hydro-

cloride, Chlorlpromazine and Prometha-
zine Hydrochloride as well as aspirin
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and acetaminophen reduce the set-point
of the hypothalamus when it is abnorm-
ally high. They do not affect a
normal thermostat setting

G. Nursing Care of the Patient With Fever
1. Sponging with tepid water

a. Sponge areas in a systematic patting
way. The patient will lose heat via
conduction and evaporation and the
patting motion will keep the blood
coming to the surface '

b. Avoid using cold water since this will
induce shivering and further increase
the temperature. Ice packs applied to
the axillae, groin, back of knees may
be used in very extreme cases

2. Hypothermia Blanket

a. Cover cooling blanket with a bath
blanket for comfort

b. Cover patient only with a light sheet
to allow dissipation of heat

c. Caution must be exercised to avoid
dropping the temperature too quickly.
Temperature should be taken every fif-
teen minutes

) d. Turn p..tient frequently to allow cir-
culation to return to cooled areas

e. Turn blanket off when the temperature
- is within 1°C or 2°F of desired. There
will be a subsequent downward drift and
further reduction of temperature

H. Related Problems of Fever
1. Dehydration: caused by profuse sweating,

accelerated metabolism and loss of water
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a. Review of dehydration (skin turgor,
dry, coated, fissured tongue, sunken
eyeballs, decreased urine output,
increase in urine specific gravity).

. 2. Chills: administer ASA or thorazine in
attempt to reset thermoregulatory center
in the brain.

Interventions

1. Carefully monitor intake and output.
Include urine, stool and gastric drainage.

2. Urine specific gravity

3. Replacement of fluids orally or if ordered
by physician, intravenously
(See also section on nutrition)

4. Nutrition: tconsumption of calories due
to increased metabolic rate.

5. When febrile episode controlled, €.cour-

age diet high in protein and calories
(See nutrition)
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SHECTION G: Fatigue

I. Fatigue is a subjective evaluation of sensations
associated with distress, decrease in motor and
mental skills and increased task aversion
(Haylock and Hart, p. 461)

A. Dis%ressing symptom to patient and family
which is often not assessed

B. Not only the amount of fatigue but the
meaning of the fatigue to the patient and
family that is important

Cc. PFatigue is also distressing to staff

D. Assess using 0-10 scale IR

II. Causes of Fatigue

&

. A. Physiologic factors

1. Malnutrition

a. Negative nitrogen balance resulting
from decreased protein intake

b. Ketosis resulting from decreased
caloric intake and using fat stores
in body for energy '

2. Poor cardio-pulmonary reserve

a. Metastasis

b. Effects of therapy on lungs

c. Age

d. Cchronic illness

e. Terminal processes

3. Prolonged mental and/or physical stress
. n
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B.

4. Side effects of drugs: sedatives, hyp-
notic tranquilizers, anti-histamines,
analgesics, tetracycline, adrenocorti-
costeroids, ergot, insulin, digitalis

'
‘
)

5. Effects of therapy
a. Anemia from chemotherapy

b. Accumulation orf by-products of
cellular destruction from radiation

® Extra energy required to maintain
cell growth in cancer cells

® Extra energy required for healing
after surgery

Cc. Anemia
d. Infection
® Extra energy required with fever

® Bv-products of cell destruction
accumulate causing fatigue

e. Electrolyte disturbances
e ¥Na, ¥ or * Mg, JK
f. Renal or hepatic dysfunction

g. Endocrine disorders
e Diabetes, alterations in pituitary,
adrenal, thyroid or parathyroid
function ,
o

Psychosocial factors include:

1. Depression
a. Frequently is a reactive state sec-
ondary to disease. Anti-depressant
are frequently effective :

1
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b. Diagnostic criteria for major depres-
sive episodes (DSM-III, 1980) 4 cri-
teria need to be present in a patient

e "Dysphoric mood or loss of interest

c. Diagnosis of depression

the most dominant symptom, and

. depression to anger, such as are '

-
[N

or pleasure in all or almost all
usual activities and pastimes.
The dysphoric mood is character-
ized by symptoms such as the
following: depressed, sad, blue,
hopeless, low, down-in the dumps,
irritable. The mood disturbance
must be prominent and relatively
persistent, but not negessarily

does not include momentary shifts
from one dysphoric mood to another
dysphoric mood, é.gi, anxiety to

seen in states of acute psychotic
turmoil. (For crildren under six,
dysphoric mood may have to be in-
ferred from a persistenly' sad

facial expression)" (DSM-III, 1980}

Current classification mandates
that at.least four of the below °
listed signs be present daily for
a two week period:

- Change in appetite with weight
loss/gain

- 1Inability to sleep/constant
sleeping

- Observable motor agitation/
retardation (not only subject-
ive report by patient) -

- sinterest in activities of
daily living

- Feelings of fatique
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- Ppoor self-concept/self-esteem

. . - Patient reports being unable to
; " think clearly or to concentrate

- Death wishes which reoccur/
attempted suicide

® Above symptoms are not associated
with schizophrenia, paranoid dis-
orders, organic disorders or a
bereavement which is not compli-. ’
-~ cated

2. Interventions for patients with
‘depression:

a. Activity schedule

e Graded increments in activity
assigned ’

)
e Role play, imagery
b. Point out alternative thoughts/
. explanations to repetitive negative
thoughts (be.realistic, however)

c. Reduce overall problem to nanageable
components and problem solve

d. Question validity of hopelessness=-=
almost always something to hope for

e. Structure environment to provide
maximum pleasure

f£. Question vglidity of self-criticisms }
g. Roie play

h. Distraction, imagery
i. ﬁumor

j. Set priorities
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k. Review life with emphasis on positive
aspects

3. Chronic anxiety with or without hyper-
ventilation

4, situational exhaustion--patient is try-
ing to function beyond abilities

e Establish priorities
@ Provide care for non-priority aspects

@ Contract with patient and family for
schedule that includes paticent's
priority activities and rest, e.qg.,
it may be more important for a
patient to put on her make-up than to
feed herself

III, Nursing Management

A.

B.

C.

Asgsessment
Set priorities

1, Do most important thinqga flrst before
patient becomes fatigued

2. Moblljzuﬂreuourucs
3, Plan periods of rout
set reallatic goals
Symptom managemont

1. Nurnsing measurcs reqgarding fatidgue include
the followineg:

a.  botermine cause of fatique

b, Dotermine distrenns it causes patient,
famlly and staff
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e Using 0-10 scale, where 0 = no
fatigue, and 10 = maximum tired-
ness

® Also use 0-10 scale, where 0 = it
doesn't bother me to be so fa-

| tigued to 10 = the fatigue bothers

‘ me more than anything

.®@ Some patients will report fatigue

of 2-3 that is maximally dis-
tressing (10); others when maxi-
mally fatigued (10) don't care
(0-2)

c. Determine priorities for patient,
family and staff

F. Resolve conflicts regarding

| priorities

e. Plan activities/rest to support pri-

! orities; provide maximal assistance

| in arecas of low priority so patient

3 can do priority activities

§

| e Mobilize resources=--including

\ volunteers

- @ Distraction

f. Treat depression

g. Pacilitate relief from other symptoms
that deplete enerqgy reserves

I
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SECTION H: Dyspn-a

I. The normal resp’.atory rate is 12 to 18 breaths/
minute. The rativ of pulse to respiration is
5:1. Count respiratory rate for 30 seconds and
multiply by 2. (Counting the respiratory rate
for 15 seconds may give a plus or minus of
four breaths.)

II. Overview of the Respiratory System

A. Conduction and exchange of gas. (See
Figure 1)

1. The airways of the lung consist of a
series of branching tubes which become
shorter, narrower and more numerous
from the trachea to the bronchia. These
tubes are r~ferred to as the tracheo-
bronchial t:ree.

2. The airways are the conducting pathway
for gas into and out of the exchange
region of the lung. The branching
anatomy of the lung gives rise to a
large cross sectional area which is
ideal for diffusion of gases.

3. Gas travels v.  dJdiffusion from an arca
of high pressure to one of low pressure

4. The exchinge regions for gas in the
lungs are the alveoli and pulmonary cap-
illaries. In these regions gas and
blood are in very close pronximity. Each
pulmonary capillary is wrapped around a
large number of alveoli.

5. The lungs work most efficiently when the
amount and rate of air reaching the
alveoli (ventilation) matches the amount
and rate of blood flowing in the cap-
illaries (perfusion)
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FIGURE 1, Hypaxia:; mechanisms and effect

Pulmonary Pathophysiology

Alveolar Shunt Diffusion Ventilation-perfusion
hypoven- lesion problem abnormalities
tilation »
Congenital Chemical interference
heart disease (e.g. carbon monoxide)
Abnormal ‘ Attitude
hemoglobin
Cardiovascular Local tissue factors
failure (e.g. increased meta-
(e.g. shock) bolic needs)
HYPOXIA
Effects on Effects cn levels
vital signs of consciousness

Effects on tissue
metabolism

]

_____________________ Tissue ACIdNSiB o

———— —————— —— — —
- ——— ——— o af—

(Brannin, P.K. "Oxygen rherapy and Measures of Bronchial Hygiene," Nursing
Clinics of North America, 9 (1),:111-121, March 1974 (With permission).
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6.

By respiration is meant the exchange of
carbon dioxide and oxygen between the
atmosphere and the alveoli, between
alveoli and blood, and between blood
and the tissues

In respiratory disease, there is often a
mismatch between ventilation and perfu-
sion. The result is an increase in the
amount of work required to keep the
system functioning

Thorax and d‘aphragm

1.

The thorax or chest cavity plays a
major role in respiration

The contraction and relaxation of the
diaphragm-the muscle of respiration-
produces a change in the size of the
thoracic cavity

This change in size produces a change in
pressure inside the thoracic cavity
which causes air to be either inspired
or expired

As the diaphragm contracts it descends
and the thorax enlarges. When this
occurs, the pressure within the thorax
is less than atmospheric pregsure and
air flows into the lungs. Conversely,
when the diaphragm is relaxcd, the
thoracic cavity is reduced in size and
air is forced out of the lungs

Any disease, trauma or position which
alters the pressure within the thoracic
cavity will affect lung and nnrmal gas
exchange (e.g., pleural effu..on).
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III. Pulmonary Alterations Associated With Cancer
And Its Treatment. Each of the following cate-
gories cause decreased cross sectional area for
gas exchange:

A, Surgical intervention for lung cancer

1. Partial resection of the lung--removal
of a diseased part of a lobe of the lung

2. Lobectomy--removal of a lobe of the lung.
Right lung is made up of three lobes.
Left lung is made up of two lobes

3. Pneumonectomy--the removal of an entire
lung

B, Radiation therapy to lungs and/or thorax

l. Any part of the lung that is irradiated
will be damaged (Gross, 1977)

2. The severity of damage is related to the
total dose delivered, the rate of de-
livery and the volume of tissue irradi-
ated

3. Radiition pneumonitis usually develops
2-3 months after the completion of
therapy. Symptoms are dry cougb and
dyspnea which tend to resolve although
radiologic changes associsted with
pulmonary fibrosis eventually appear

4, Pulmonary fibrosis increases the thick-
ness of the alveoli membrane and there-
fore decreages diffusing ability of the
gases

5. Symptoms associated with pulmonary fibro-
sis can be mild nr severe, depending upon
the above mentioned factors - #2. 1If
severe, may include cyanosis, clubbing of
fingers, tachypnea and orthopnea.
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6. Dactinomycin given as long as thirty days
prior to irradiation to lungs has been
shown to increase the severity of tissue
damage

C. Chemotherapeutic agents causing pulmonary
fibrosis (Sostman, 1977)

1. Bleomycin: toxicity related to total
dose administered

a. Total dose below 550 mg, no life-
threatening pulmonary disease

b. 1l0U% of patients who receive greater
than 550 mg die from pulmonary

toxicity

c. Toxicity not related to route of
administration

d. Toxicity usually not reversible

2. Methotresate; toxicity not dose related

a. Toxicity may be related to frequency !
of adwinistration )
b. Rare in patients given less than '
20 mg/wk '

c. Toxicity may be a hyperisensitivity
reaction

d. Reversal I symptome have been senn
poth with #ad without the administra-
tion of corticosteroids

o. After resolution, can continue
treatnmnnt
3.  susulf..+ possibly dose related toxicity

a. Ser when admini-cered for greater
thua~ an 8 nonth period
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et

IV,

D. Infection (see section F)

Pulmonary Mechanisms Resulting in Hypoxia

b. Not responsive to corticosteroids

———i s & WY

c. Occasionally can have reversal of
symptoms when discontinued

Other agents associated with pulmonarv
fibrosis include Cytoxan, 6 Mercaptopurine
and Chlorambucil

A.

Definitions

1.

Hypoxia: inadequate supply of oxygen to
the tiscue

Hyroxemia: deficient oxygen content
in bload

Respiratory failure: inadequate ¢l 1 ory
of oxygen to and removal of car-un
dioxide from arterial blood (Paiic- .U;
PaC02>50)

Alveolar hypoventilation is a reduced
raté and depth of breathing leading to
‘ow pressurcs o9f oivgen at tna alveolf.

a. Etiology: sedation, lin.). tion of
movement of chert wall, respiratory
acidosis

Anatounic Shunt: blood that enter: the
arteries without passing " hrough ventilatd
ed arzas of the lungs

a. Etlology: Arteriovenus fistula

Liffusion abnormality: reduced gas ex-
change distal end terminal bronchioles

a., Etiology: aspiration, pulmonary
edema, pulmonary fib:osis b
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V. Clinical Manifestations of d{'vOxiu

There are receptors in the aorti and carotid
bodies which are sensitive to a deficiency in
the content of oxygen in the blood (hypoxemia).

A. Increased respiratory rate due to the build
up of carbon dioxide

B. Response of the cardiovascular system is to
vaso-constrict via the sympathetic nervous
system. Result is increased cardiac output
and therefore increased heart rate and in-
crease in contractility leading to an in-

N crease in blood pressure

C. Patient may also exhibit flaring of the nares
with increased inspiratory effort, restless-
ness, irritability, confusion, cyanosis.

Look for cyanosis under tongue or on buccal
muscosa; lips and nail beds vary too much

D. If hypoxia prolonged and severe, patient will
become diaphoretic, lose consciousness and
have circulatory collapse

A Nursing Measures to Prevent and/or Alleviate
Pulmonary Complications

A. Increase fluid intake (oral or I.V.). Inade-
quate fluid intake may contribute to mucous
secretions becoming thick and tenacious with
resultant oostruction of alveoli.

B. Frequent movement and positioning which will
aid ventilation. Limitation of respiratory’
movement by poor position which limits chest
expansion, muscle weakness due to the debili-
tation or medications which act on the central
nervous system and depress recpirations, will
be manifested by a stasis and pooling of se-
cretions in the tracheobronchial passages.
These secretions are thought to be a prime

. medium in which pathogens reproduce and grow.
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C.

D.

E.

Deep breathing and coughing maneuvers to
mobil ize secretions.

When indicated, suction to aid in removal
of secretions,

1, Wash hands before and after procedure

2. Use proper technique to avoid trauma to
mucosa and spread of infection

3. Use disposable equipment

4. Suction nasopharynx and tracheobronchial
tree with separate catheters

5. Discard all opened sterile water bottles
after 24 hours. (Pseudomonas contamina-
tion risk increases significantly after
24 hours.)

Patients who are old, debilitated, have im-
paired swallowing due to anatomic or func-
tional defects or have altered state of con-
sciousness are particularly prone to develop-
ing aspiration pneumonia,

Encourage patient to eat (or feed patient)
SLOWLY. Keep patient in sitting position for
at least one half hour after meals,
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C. Discuss the team development. Include in your discussion the
team management style, the team functioning (or dysfunction), the

communication patterns which emerged.

V. ETHICAL/LEGAL

A. Identify and describe legal issues which you encountered. Include-
in your discussion the resolution of these issues and the resources

utilized in that resolution.

B. Identify and describe ethical issues or decision making which you
encountered. Analyze the ethical issues and the decision making

process used in the resolution of these issues.

VI. PERSONAL STRESS

A. Specify the personal stress experienced while working in hospice

set 'ing.
1. identify source of stress

2. indicate how you managed stress or source of stress
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Iv.

4. communication patterns of family

B. Identify and describe the problems of the family. 1Include in
your description specification of their concerns, their fears,
their apparent needs and the interaction effect of these on
the family.

C. Specify the .strengths of tlie family.

D. Identify what intervention technigues you used with the family.
Include in your discussion the following:

1. use of strengths

2. use of resources

3. education interventions

4. financial planning

5. grief counseling

6. the family as a team member

E. What outside resources did you use in the work with this family?
Indicate what resources you identified in the process of working
with the family.

TEAM

A. Identify the interdisciplinary team approach as i. was applied
in your hospi setting.

B. Discuss the .les of interdiscipli: ary team members.

1. did roles overlap
2. specify role conflict if it occurred

3. clarift whac role ambiguity sou observed
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2. specify interactional problems
3. specify effectiveness of management pian

4. describe patient/family teaching that was initiated relative

to pain and svmptom management

F. Provide a detailed description of the patient's psychological
state. Include psychological needs and reactions to the illness
and death.

l. outline and briefly discuss the developmental aspects such
as tasks, needs, goals, as well as losses, fears, unfinished
business, other needs identified

2. identify and discuss specific coping mechanisms vsed by patient
to work through psychological aspects

3. discuss patient method of expressing grief

4. identify variablcs which yoﬁ associate with “nfluzncing your
patient's needs and responses

G. Provide a brief discussion of your relationship with the patient.
Specify the following points in your discussion.

<
1. description of relationship
2. Fformation of relationship
3. interaction pattern
III. FAMILY A
A. Describe the family of the patient. Include in your description

a discussion of:
1. the family constellation
2. roles of family members

3. relationships within family system
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I. HOSPICE

A. Provide a brief discussion of the patient to include the fol lowing

points.

1. identify tne referral source

2. specify the réason for referral

3. define the basic diagnosis at the time of referral
4. define the basic progno;is at the time of rgferral

5. describe the family/home constellation of the patient at the

time of referral .

B. Identify and describe the following points relative to your role

as a hospice nurse.
1. describe your role with the patient
2. identify your involvement with the patient

3. soecify and describe the time period with the patieni; include

the number of contacts, and type of contact

4. describe communication skills and interventions used "n .our

interaction in your role with the patient/family

II. PATIENT

o

) A. Provide a patient history to include past and present.
B. Specify the patient's physical problems.

C. Identify physiological factors relative to the dying process and

the presenting symptoms. Include diagnosis, symptoms and prognosis.

D. Delineate which symptoms are secondary to the dying process and

which are related to the pathological process.
E. Discuss interventions used for pain and symptom control.

1. specify results of pain and symptom management, including

adverse side effects
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HCSPICE PRACTICUM

The purpose of the practicum is to provide an opportunity to an~lyze
situationally the various aspects of hospice in terms of organization, of

your role in the organization, of the patient care and patient care philosophy.

The participant should be provided the opportunity to foliow at .east
one patient/family as their primary nurse from time of admission through
death, following the patient during time on inpatient units, when applicable,
as well as orn home visits, continuing with bereavement follow-up after death.
This experience should be closely supervised to provide maximum learning
experience and should be accompanied by a written case study describing the

experience.

The purpose of the written case study is to provide the learner wit.
an opportunity to apply concepts and skills, in an integrated manneir, lcarned
in the didactic portion of the course and during the practicum and from
readings in the participant manual. It will allow the learner to synth: : _ze
material learned. The end product will provide the learner's supervisor

with a written tool upon which evaluation of learning can be based.

Based on materials and knowledge from the hospice modules. the following
se s1es of questions are presented to allow a critical analysis of the hos: .ce
practicum experience. Critical analysis here asks that you respond to each
question in detail, citing situational examples from your practicum experi m. 2.

Incivd~ in your analysis reference to materials or instructional notes on the

various modules -in hospice.

In the case where a question does not apply to your situation, simply

indicate "not applicable." Answer all questions as completely as possible.

Note:

In answering each question first identify the pertinent facts. infor-
mation or other-data relevant to the question. After citing such information,
proceed to analyze the situation based on the question. Provide some opinion
or conclusion called for in the question based on the facts, the situation

and your experience and knowledge.
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2. What did you like least abo1t the course?

3. Which topics or isstes would you have liked addressed in this course

that were not coverc~d?

4. TIn thne following space, provide any additional comments or feedback

you have on the co..se or the instructor.

1049

ll /}3

ERIC

Aruitoxt provided by Eic:



Presentor " Content =~ Relevance to
Hospice Nursing

B B
N N
o o
s BT P4
0 <] 0 &
s 0 S @
T R oo~ 5
n o~ nw o~
Mood o M ood 0 A
o 4+ U o ¥ U 2 °© o
O o ¥ o © % 3 2 4
& u M} & v M/ = =
1. Hospice Care Concepts 12345 12345 12345
2., Communication Skills 12345 1234 12345
3. Concepts of Death, 12345 12345 12345
Dying and Grief
4. TFamily Dynamics and 12345 12345 12345
Family Counseling
5. Managing Personal and
Organizational Stress 1 2 3 4 5 12345 12345
in the Care of the
Dying
6. Understanding the
Process of Dying ar.’
1234 12345 12345
the Death Event >
Itself
7. A. Pharmacology 12345 12345 12345
B. Pain and Symptom 12345 12345 12345
Management
8. Interdisciplinary Team 1 2 3 45 12345 12345
Concepts
9. Ethical and Legal 12345 12345 12345
Issues
10. Other .
Cl.rgy Panel 12345 12345 12345
Funeral Home Visit 12345 12345 12345

IV. Open Responses

1. What did you like most about the course?
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6. The course focused
on skills directly 1 2 3 4 & NA
transferable to my
job
C. Instructional Materials
and Methodology
1. The lecture material
was celevant and well 1 2 3 4 5 NA
presented
2. The learning exercises 1 2 3 4 5 NA

were appropriate

3. Small and large group
discussions greatliy 1 2 3 4 5 NA
enhanced my leairning

4. Flip charts and other
audiovisual aids 1 2 3 4 5 NA
(movies) enhanced the
module presentation

5. The Participant
Manual was well 1 2 3 4 5 NA
designed

6. Written materials
were an important 1 2 3 4 5 NA
part of the module

7. The Participant
Manual will serve
as a useful reference
when I return to my
job

III. Instructor Effectiveness Content and Relevancy

- Using the following chart compare and rate the effectiveness of the
" instructors for each module and the relevance of each module to the hospice

nursé .
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The location of the
course made it con-
venient for me to
attend.

The facilities were
pleasant and conducive
to learning

II. Instructional Design

A.

Course Format

1.

2.

The course was too
long.

The modules were
appropriately
sequenced

The time allocations
for the various
modules were
appropriate

There was a clear
explanation of the
relationship between
classroom instruction
a 4 the practicum

Course Content

Written language was
clear

Content was accurate

Contenf was relative
to my needs

Case studies and
examples were helpful
and.well utilized

'The course introduced
me to new ideas and
concepts

10

™o ¢ ™
~ [U] — —
o N 1Y o o
[>le)] o N Q [>J )}
oo 1] Fel [ [o 2N /]
5 g 3 ® oy -
n N (& 1 < n <
1 2 4 5 NA
1 2 3 4 5 NA
.
AN
1 2 3 4 5 NA
1 2 3 4 5 NA
1 2 3 4 5 M
1 2. 3 4 5 NA
1 2 3 4 5 NA
1 2 3 5 NA
2 3 4 5 NA
1 2 3 4 5 NA
1 2 3 4 5, NA
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HOSPICE EDUCATION PROGRAM FOR NURSES
Participant Evaluation Form

Overall Course Evaluation

Please use the following items to indicate your overall assessment of
the presentation of the Hospice Educatior. Program for Nurses. Your assess-
ments and comments will help in the further modification and refinement of

the course.
Overall Course Evaluation
I would rate my overall response to the course as follows:

..

Circle One for Each Item

Needs
Improvement satisfactory Excellent
1. Course design and content 1 2 3 4 5
2. Instructional materials 1 2 3 4 5
3. Instructors » 1 2 3 4 5.
4. Location and facilities 1 2 3 4 5
> 0 ) >
S )
S o o Y] o £ o
oda I & 7] o0
N 0 [0} jadt ~ H N
4 e [ O o L O
»I. Course Administration . » A Q = < v <
l... I was given plenty of
advance notice about 1 2 3 4 5 MA
the offering of this
course
2. I was provided a clear
picture of the content 1 2 3 4 5 NA
of the course prior to .
coming .
3. ‘the logistics for this 1 2 3 "4 5 NA
-~ourse were ve.y well
organized
4. The mixture of partici- 1 2 3 4 5 “NA

" pants (education,
experience) was
appropriate for the
course
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Iv.

LEARNING ENVIRONMENT

Circle the number which reflects your assessment for each of the
following six aspects of the learning environment.
R .

OPEN RESPONSES

1.

. POOR ‘ AVERAGE , EXCELLENT
Acoustics L 2 3 4 5 »
Lighting . 1 2 3 4 ) 5
Space : . 1 2 R 5
Temperature . 1 2 3 4 - 5
Ventilation 1 2 - 3 a4 5
Location | ' 1 2 '3 4 ] 5

What did you like ﬁost about the module?

\

What did you like least about the module?

Whlch tOplCS or issues would you have 11fed addressed in this
module that were not' covered? . L

-
-

: ' I , — ‘\ %\’Apf

L%

-4

In the follow1ng space, provide any additional" comments or feedBack
you have on the module or the 1nstructor(s) Use the back of this
page if necessary.

=
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2
II. INSTRUCTOR EFFECTIVENESS »

Please rate the instructor(s) for this module on the following dimensions
of effectiveness. Place the number corresponding to yo :v ratings in the boxes
to the righr. L

. .

Instructor » 'Name)
Instru tor B ‘Name):

@
. > O >
- 5 !
o o o0
g 5 gx 8 e Inst. Inst.
p 8a ) A B
] . %) )
]
!
1. Presented a clear introduction 1 2 3 4 S Na
to module goalé, learning ob-
jectives and Pttivities
2. Defined terms and concepts 1 2 3 4 S Na
clearly
3. Provided clear instructions 1 2 3 4 S Na
for learning exercises -
4. Demonstrated excellent 1 2 3 4 5 NA N
- knowledge and command of )
concepts and skills being
presented
‘5. Provided reasonable oppor- 1 . 3 4 S NaA
tunities for participants to
discuss their ideas and
concerns o -
6. Illustrated theoretical ; 1 2 3 4 5 NA

concepts with concrete,
- practical examples e

7. Answered questions clearly 1 2 3 4 5 'NA [
and completely

8. Demonstrated sensitivity to 1 2 3 4 5 NA
needs of participants ' '
9. wWas well prepared ' 1 2 3 4 5 NA
10. Effectively used audiovisual 2 2 3 4 5 NA
- aids )

~,
AN
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Module Content
1. Written language was 2 3 4 5 WA
clear
2. Content was accurate 1 2 3 4 5 R
3. Content was relative 1 5 3 1 . A
to my needs
4. Case studies and 1 2 3 4 5 NA
examples were help-
ful and well utilized
5. The module introduced 1 2 3 4 5 NA
me to new ideas and
concepts
6. The module focused on 1 2 3 4 5 NA
skills directly trans-
ferable to my job
)
> U ) >
—- N 1] — —
o O Y I o v
e o o Y] ) e o
o w ] e ) IRY
a8 3 B B
Instructional Materials 0 Q Z L 0n
and Methodology
1. The lecture .aterial was 1 2 3 4 S NA
relevant and well pre-
sented
2. The learning exercises 1 2 3 4 5 NA
were appropriate
3. Small and large group 1 2 3 4 5 NA
discussions dgreatly
enhanced my learning
4. Flip charts and other 1 2 3 4 5 NA
audiovisual aids (e.q.
movies) enhanced the
module presentation
5. The participant manual 1 2 3 4 5 NA
was well designed
6. Written materials were 1 2 3 4 S NA
an important part of
the module
7. The module (manual) will 1 2 3 4 5 NA
serve as a useful reference
when I return to my job
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HOSPICE ELUCATION PROGRAM FOR NURSES
participant Evaluation Form

Module Evaluation

Module:

Date:

Location
and Site:

Overall Evaluation of Module

I would rate my overall response to this module as follows:

Circle One for Each Item

Needs
Improvement Satisfactory Excellent
1. Module design and content 1 2 3 4 5
2. 1Instructional materials 1 2 3 4 5
3. 1Instructors 1 2 3 4 5
4. Location and facilities< I} 2 3 4 5
)
>~ 0 ] >
~ ~ M Q —~ —~
o o Y ] o o
58§ B 3 5¢
I. INSTRUCTIONAL DESIGN V] 0 3 S SO
(Circle the number that & e a z g &<
reflects your rating) 1 2 3 4 5 NA
A. Module Format
1. The purpose and goals of
the module were clear 1 2 3 4 5 NA
2. The module content was
well organized 1 2 3 4 5 NA

3. The course had the
right combination of 1 2 3 5 NA
theory and skill build-
ing practice sessions

4. Tt was easy to follow 1 2 3 4 5 NA
the course in the Partici-
pant Manual

5. There was sufficient 1 2 3 4 5 NA
time to adequately cover
the module content _1()

1135

Crr
3

O

ERIC

Aruitoxt provided by Eic:



ParticiEant

O O 9 & v b w N

=
o
.

11.

12.

13.

14.

15.

16.

17.

18.
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20.
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25,

26.

27.

28.

29.

30.

Average

PRE-TEST/POST-TEST SUMMARY SHEET

Pre-test Score
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