


























































































































Table 1*

DEMOGRAPHIC 'INFORMATION OF HOSPITALS USED IN STUDY BY GEOGRAPHIC AREA IN MISSOURI

Ethnicity Of

. Population Mediarn Family Income Patient Population Health

Type of Area Served Per Annum Level . (Percent) Insurance
: ' White Black Other

Metropolitan-City**  500,000-2.5 mil, $ 6,500 -°$ 9,100 19-75  24-80 0.8 all categories*
Suburban*** 50,000-1 mil. $ 8,400 - $13 400 63-98 1.0-31 0.4 all categories*
Rural**#% 50,000 - ‘$ 7,600 98.2 1.8 0 all categories*
Other city*##k# 150,000 $15,000 98.5 1.5 0 all categories* -
* Categories included: self pay, Blue Cross/Blue Shield, Medicare, Medicaid Workers compensation,

miscellaneous, other group insurance

*%  Hospitals included; Barnes, Jewish, City, Firmin de Loge, Deaconness, St. Anthony's, St. Mary's,

. 8t, Luke's, and.Compton Hill

#%%% Hospitals included: County, Missouri Baptlst St. John's Mercy, Incarnate Word, Lindell, and Lutheran

*%%* Hospital included: Un1vers1ty of Mlssouri Medical Center Columbia, Missouri

*kk%*Hospital included: St. Joseph, St, Charles, Missouri

* Data based on U.S. Bureau of the Census, Statistical Abstract of the United States:

Washington, D.C., 1980.



city; $8,400 to $13,400 for the suburban communities; $7,600 for the
rural area; and $15,000 for the smaller city. The categories of
health ip§ﬁrance'of.the patient population included: self pay,

Blue Cross/Blue Shield, Medicare, Medicaid, Workers' Compensation,
other group insurance, and miscellaneous (such as having no insurance).
Only the City Hospital of St. Louis did not have patients who were
self pay. With regard to the percenfage of ethnicity of the paEéEnt
population, Table 1 shows that for the metropolitan hospitals the
percentage of patients wﬁo weré white ranged from 19 percent to 75
percent; for the suburban hospitals the percentage ranged from 63
percent to 98 percent; for the small city the percentage of white
patients was 98 percent; and for the rural area hospital fhé per-
centage was also over 98.percent. For the metropoiitan hospitals the
percentage of pétients who were Black ranged from 24 percent to over
$O pel-:'cent .

The advantage of having all hospitals from the.same sfate was
for the convenience and economy of interviewing the social workers
and for defininé the range of criteria for selegtion of the hospitals,
The attempt was made to minimize the effééts of external variables,
sﬁch as socioeconomic status, geography, and ethnicity. All forms
of health insurance coverage were represented. The sizes of the
hosbitals varied from 100 to over 500 beds. All admitted patients
with all types of diséases, of all ages and religions. None of the
hospitals had any special home care programs for terminal patients or
any particular ;inkage with institutions that would have biase&-the

discharge plans toward home or institution.



The population of hospices was limited to include only those
programs that were housed in existing hospitals and allowed for
discharge planniﬁg to home or institution. Also, the attempﬁ was
made to use those hospices tha£ did not have coordinated home ca?e
programs. This was done to ensure as much comparability with the
.hospitals. The researcher believed that to include hospices with
coordinated home care programs would bias the hbSpice social workers
in the directian of hohe, since a coordinated home.care'pregfam
makeé discharge planning to héme much easier. Hospices without
coordinated home care must rely on the same kinds of community
resources as hospitals wheq dischargé planning for the terminal
patient.

Identification‘of hospices of this model came from the National
Hospice Organizétion Directory as well as f;om numerous sources
(National Hospice Organiza;ion, 1978). As a result of restricting
the sample of hospcies in the United States to those within the
model definition, the number was 15. Tﬁeré may have been others in
the planning stages.thét are how functionai. Letters were sent to
the 15 hospices and all responded. However, two wrote that they did
not employ social workeré; two communicated that they lacked the time
to complete the questionnaires;-and three had coordinated home. care
programs. Appendix B lists the 8 hospices used in the study.

Data in Table 2 shows,the féllowing characteristics of the
hospices: populatibn served, locatién, number of beds and categories
of health insurance accepte&. All hospices admitted the majority of
cancer patients. Other diagnostic groups included kidney disease,

heart disease and neurological illnesses. The bulk of patients came



from within a 30 mile radiﬁs. The hospices served an average popu-
lation of 500,000. Visiting hours and days were unlimited, with no
age restrictions for visitors. All hosPiceé employed volunteers who
received orientation and.in—serviée training. Patients' ages ranged
from 18 to 65, with no more ihan half of the patients over 65. .Some
programs provided overnight accommodations for family members. Data
in Table 2 shows that the number of beds ranged from four to twenty-
four. The in-patient beds were classified as acute care beds for .
purposes of third-party réimbursement. Funding and revenues came
from Medicare, Medicaid, commercial insurance, self;pay, church
support, private foundations, and federal grants. The number of
trained social workers at each hospice was two, with one hospice
having one worker. Not all social workers worked full-time, five
days per ﬁeek.: All.participating hospices except for_the 6ne in
New Yofk and one in Missouri had in-patient units that.wére separate
from the rest of the hospital patients.
Both hospifal and hospice terminal patients are attended to by

a team of professionals that inciudes the physician, regisfered nurse
and.nursing assistants, sqcial Vorker, rehabilitation therapists.
The hospice team iﬁcludes the volunteers and clergy as a rule,
. Lgé;reas the hospital team does not. For both the hospital and hospice,

administrative personnei and community resources persons were brought
> @nto' team conferences as the case warranteq. Hospices were'subjected

to the same reviews by the utilization review committees as were

hospital patients.

The second stage of_sahpling involved seleéting the social work



CHARACTERISTICS OF HOSPICES USED IN STUDY* .

TABLE 2

Name of Hospice

El Cajon
Lutheran

St., Luke's
Albert Einstein
Parkwood .
Pinecrest
Methodist
Forbes

Population Served

50,000

1 mil, +

2 mil, +
500,000 +

1 mig. +
225,000
500,000-1 mil.
500,000 +

Location ‘Number of Beds***%

California 4
Missouri 12
Missouri 5
New York approx.4
" California 14
California . 24
Indiana 11
Pennsylvania 6

* Data on ethnicity of patient population not available

*% Categories included:
‘miscellaneous, other group insurance

"Héaltﬁ'Ihéurance

all
all
all
all
all
all
all
all

categories**
categories**#*
categories**
categories**
categories**
categories*#*
categories**
categories**

self pay, Blue Cross/Blue Shield, Medicare, Medicaid, Workers' Compensation,

*%% This hospice was being considered for funding as a piiot project under the federal government
at the time of this study
- *%%*Based on 1979 estimates



respondents. The hospital sample was selected purposively from
specified quotas. The sizes of the hospital social work staff

ranged from two to twenty trained workers. Only those social workers
with an MSW were included in the sample. The strategy was as
follows: The Directors of Social Work for each of thé hospitals were
telephoned and the purpose and nature of the study was explained.
They were asked if they were willing to participate, and if so, to
provide a list of social workers who met the criteria for thg study.
The correct number of questiomnaires was then mailed to each Director,
who distributed them. Appendix C shows the letﬁer to each Director
that accompaniéd the questionnaires. The Directors either ggthered
the questionnaires when completed and returned them, or let each
social worker be responsible for.sending hers back, There were 120
questionnaires distributed to 120 social workers in the toﬁal
hospital populatioﬁ. The sample consisted of 71 respondents.

While respondents éame from every hospital used in the study,
non-respondents came from hospitals haviﬁg social work staffs with
more than ten workers. One rationale to account for this difference
may lie in the Director's covert communication to his staff in
soliciting their help in completing the questionnaire. Several
hospital Directors of large social work staffs, although genuinely
interested in cooperating with the purposes and goals of the study,
reflected to the researcher that their social workers were extremely
busy and hopefully could find the time to assist in the research.
Directors of social work staffs ha@ing fewer than tﬁo{workers seemed

i

to express more appreciation that their staff Waé-included in the



study, and thus might have generated more motivation .to their workers
. for assistance.

The sample of hospice éocial workers was selected in the fol-
lowing magnér. Letters explaining the purpose and nature of the
study were mailed out to the Directors of the 15 hospices that
seemed to fit the model definition. Each letter accompanied a
package of five questionnaires (Appendix D), although it was
generally known that each hospice had only one or two trained social
workers on its staff. Of the 15 hospices, 8 responded with a sample
of 15 hospice respondents.

A sub-sample of 44 cases was chosen for follow-up telephone
interviews from the returns. The 31 hospital cases were selected
from those questionﬂé}res that wére either: (1) incomplete; (2)
showed ambiguous responses; or (3) containea interesting and thought-
provoking ideas and issues. The 13 hospice subsample're3pondents
genaéélected differently. The researcher attempted:to interview all
15 respondents because of the desire to make all the data from
-this group as meaningful as possible. However, only 13 hospice
reSpondents'were'interviewed because one worker had left the program
and could not be reached, and another worker stéted that she had no

time for the interview.

"Instrument:
The instrument developed.(Appendix H)- sought to measure the
following clusters of factors relaéing to: (1) the patient; (2)

the family; and (3) the environment. Patient factors included the



variables of: patient's desire to go home; change in the condition
of the patient; patient{s attitude toward dying; patient's need for
continuing medical, nursing, rehabilitative, clinical, dietary care
and transportation upon discharge; and patient's financial resources.
Family factors included the'variablés of: family's desire to have
patient home; family's attitude toward patient; family's financial
resources; and family's need for .continuing psychological, social,
economic and other support following.pétient discharge. Environ-
mental factors included the variables of: timing of referrél; lack
of appropriate extended éaré Beds} iimited cooperation 6f medical

- staff in necessary paperwork; adaptability of patient's home eﬁviron—
ment to meet his needs; the social worker's perceived role'ﬁith
administration and memberé of the medical téam; and situations en-
countered in working with terminal patients in discharge planning.

The questionnaire had the following objectives:

1.. Identify the paraﬁeters of discharge plans for ‘terminal
patients. The cluster of factors relating to the patient are found
in the sections of: patient's needs upon discharge (Section A and J);
patient's -attitudes toward dying (Section H and J); patient's
finéncial resources (Section I); patient's desire to go home (Section
J); and change in the condition of the patient (Séctions J and G).
~ The clus;er of factors relating to the familf are found in the
sections of: family needs upon discharge (Sections C and J); family
attitudes toward patient (Sections D and J); family's financial
resources (SeétionS'I and J); and famiiy's desire to have patient

home (Section J).- The cluster of variables relating to the environ-



ment are located in the sections of: timing of referral (Sectioms
E and J); situations (Section G); lack of appropriate extended

care beds (Sections G and J); social worker's perceived role with
administration and medical team (Sections F, G and J); limited
cooperation of medical staff in necessary paperwork (Sections G and
J); and adaptability of patient's home enviromment to meet his needs
(Sections B and J).

The open—ended questions in Sgctions A, B, C, D, E, F, G, H,
and I seek to broaden the parameters of discharge plans for terminal
patients. Section K asks for the Submission-of forms that might
contain additional information to enlarge the scope of discharge plans.

II. Specify the relative importance among factors that social
workers consider in the formulation of discharge plans for terminal
patients. This objectivé sought the information that was emphasized
by'the:social workers. The importance of_factors was elicited'.' |
thrqugh.responseé_to ten point scales gttached io'the factors. The
mean scores were rank-ordered for each factor and the number of
respondents to each factor was'nbted. - Responses to additional items
were qualitatively analyzed and reported as new factors or coded in
categories.

III. The questionnaire sought to secure data on the similarities/
differences between hospital and hospice social workers with respect
to factors. The goal was to éxplore whetheg social workers from these
different settings agree in specifying the relative importance of
facto?s affecting the formulation of discharge plans for terﬁinal

patients.



Telephone Interview:

The follow—up.telephone'interview5was thought necessary because:
(1) The number of cases was rather small and there was a need to make
all the data count; and (2) since the subject of death and dying
-usually produces personal responses, there was a need to obtain and
examine the subjective data in order to increase the validity of the
study. The flexible use of a semi-structured interview guide (Appeqdix
E) for social'workers during interviews was aimed at helping the in-
terviewer focus her attention in advance to a uniform number of sub-
jects in order to raise the likelihood of gathering comparable data
from all subjects interviewed. The questions were.phrased as simil-
arily as possible in each case and were not-biased to extract only
- certain answers so that the data could remain objective, ﬁhat is,
without the interviewer's.contamiﬁation. This did not preclude
spontaneous productions by the interviewee and comments by the inter-
viewer to stimulate, elaborate and clarify data,

The subjective variables not listed on the questionnaire that
the researcher wished to obtain data on pertained to: personal
experience with family or friends and terminal illness; bersonal
feelings toward patients.who went home or to an.institution upon
discharge, religious orientation and how it affected coping with death
and dying. Theﬁintérview also asked for the following demographic
inf&rmation:_ years working in social work; years working with terminal
patients;.membershipkin NASW;.néture of caseload; and present job as
career choice or assignment. Final;y'the telephone interview was

used to obtain from the resﬁondents their general impressions of the



study and their reactions to the questionnaire.

Data Collection:

' The instrument was mailed-to the Directors of Social Work
Departments of 17 hospitals and the Directors of 15 hospices. As
stated earlier, 7 of the hospices were found to be inappropriate for
the study. All of the hospitals responded. The Directors of the
hospital and hospice programs distributed the questionnaires to the
appropriate social workers. After two weeks, telephone calls were
made to those hospitals and hospices from which a few or no question-
naires were received. A cutoff date was arbitrarily established to
~give a .two-month response period, which waé deeﬁéd sufficient to
permit an adequate response rate. Any additional time allotted was
judged as unlikely to increase siénificantly the response rate. In
total, IéO questionnairés were distributed to hospital workeré and
éhere wére 71 respondents. For the hospices, 40 questionnéires were
distfibufed, with 15 respondents. ' Response rate fér ﬁospitals was
59 percent, and for hospices, 100.pércent, since all social workers
in the appropriate hOSpicé programs responded. As the queétiénnaires
were receilved, follow-up telephone interviews were scheduled with.
those social workers whose questionnaires were: .(l) incomplete; (2)
showed ambiguous responses; and (3) contained interesting and thought-
provoking ideas and issues.

All 44 of the social workers teleﬁhgned‘were cooperative, The
collection of data was systematized through the use of the semi-

structured interview guide (Appendix E). During the interview, once



the initial rapport was established, the tone was informal and con-

versational.

Definition of Concepts:

Social Work Respondents: Trained social workers (MSW) who, for

at least 25 percent of their time, work with terminal patients in the
hospital ér hospice and must.plan for their discharge.

gggg; Discharge to a non-institution setting. It can include
the patient's address upon admission or a residence to which the
patient will go to.live with family, friends, or alone.

Health Care Institution: A setting that provides long-term

skilled nursing and custodial care to in-patient residents.

Terminal Patients: Those patients, who, with a variety of

illnesées, have in their physician's judgment, from one to six months

to live.

Dischaége Plan: A st;tement,'written by the social worker, that
tells where the patiént will go upon discharge. It includes the
treatment plan for the paﬁient's continued care.

Hosgice:' The list of actual ﬁrograms in Appendix B. It is a
pfégram which-deals exclusively with terminal pafienté and their
families. For this study, the'hospice is housed in a hospital and

has no coordinated home care.

Data Analysis:

Two methods of statistical analysis were used: tests of signi-
ficance of the differences between the means, and rank-order correl-

ations, using the Spearman rank correlation coefficient. Tests of



significance sought to compare the importance hospital and hospice
workers attached to all-variables. Rank order correlations were
performed to elicit the workers' ordering of importance of each
variable in its own group. In addition,.tests of significance of
the differences between the means were performed on all.variables to
compare two groups of social workers that differed in the number of
referenced cases who went home. Referenced cases refers to the last
five terminal patients respondents used to complete qqestioné in éhe
questionnaire. Group I responded with "5" referenced cases, while
Group II responded with "1" referenced case (Section A, quéstion 2).
The rationale for the-comparison was based on the following assump-
tion. Social workers, including both hosﬁital and hospice, whose
last one réferenced case went home, would.be more in touch with
factors which pointed in the direction of the institution, while
workers whose.last five referenced cases went home, would be more
in touch with factors which pointed in the direction of homéﬁ

Factor analysis was pérformed on all variables.to explore
whether factors could be correlated with each other and ordered into
.a concept (factor). However, no .underlying factor structure was
found to exist, so the results are not discussed.

Attempts were made to Improve reliability by writing items
and instruétions unambiguously so their interpretation was as un-
iform as possible. 'Respondeqts were told tq contact- the investi-
gator to clarify questions if they felt.aﬁ itém was ambiguous.
Validity was principally face validity, taking at face value worker

responses. Items used in the instrument were derived from the



%

content of the literature on discharge planning, social work practice
with terminal patients aﬁd their families, and models of terminal
care.

Analysis of the content of .the responses to_open—ended
questioﬁs in the questionnairé and telephone interview was performed
and categories-wére developed for.reporting them (Appendixes F and G
respectively). New Factors were clustered into Patient, Family, and
Environment categories. This qualitative data will be discussed in
a later chapter.'.The analysis was based on the rationale that if‘a
response was ciearly different from those stated as items, it was
considered a new factor. The telephone interview provided the-

oppoftﬁnity to clarify those additional items which were ambiguous,



CHAPTER 4

THE PARAMETERS OF DISCHARGE PLANS
FOR THE TERMINAL PATIENT

Research.Question 1: Identify the parameters of discharge plans for
terminal patients. : . :

This question sought to explore the factors involved in dis-
charge plans for terminal patients in the.hOSPital. Factors from
the literature,.those previously studded, were clustered according
to their relation to: (1) the_patient; (2) the family; and (3)
the environment. Patient variables 1nc1uded those of: patlent s s.—
desire to go home, patient’ s attltude toward dylng,.change 1n the
condition of the pat1ent° patlent's need for-contlnulng medlcal |
nursing, rehabllitatlve, clinical, dietary care and transportatlon
upon discharge; and patient's flnanc1a1'resources._.Family varlables
included: family's desire to have pet'i'ent h'ome;_" fégniil&'s |fi.n_anciel
regources; family's need for continuing-psycnologicsl, social,'
economic, -and other support following discherge;;and family's attitude
toward'patient. Envirommental variables included: tining of-referral;
lack of appropriate extended care beds; limited cooperation of medical
staff in necessary paperwork;.adaptability of patient's home to meet
his needs; situations encountered in workiné'with terminal patients;
and social worker's perceived role in relation to members of the

medical team. All factors were found to be included in the parameters



of discharge planning By the total samplé of 86 respondents.

Wifh regard to the important factors social workers considered
in their formulation of discharée plans, the following percentages
were calculated on the entire sample of 86 respondents. Differences
between hospital and hospice social workers are reported in the next
chapter. |

Data in Table 3 show fhat over 90 percent of social workers
believed patients needed hursing services in discharge planning.
Over one-third of the workers felt.patients needed assistance with
obtaining medical equipment; only 29.percent felt patients needed
counseling around death and dying. These findings suggest tﬁat éocial
workers rely strongly on their_coilaboration with nurses in discharge
planning. Also, the findings imply that terminal patients are going
home, éince there is no need for medical equipment if the patient is
being ‘discharged to an institution._ It appears that counseling'
around death and dying is.not rqugnized as important a need by the

social workers as one would have assumed.
TABLE 3

THREE MAIN PATIENTS! NEEDS IN DISCHARGE PLANNING
REPORTED BY SOCIAL WORKERS (PERCENTAGE)*

‘Patient Need - Number .  Social Workers (Pertcent)
Nursing services 78 ' 90.7
Medical equipment 32 37.2
Counseling on death and dying 25 29.1

*Note - Due to overlapping, total does not add to 100




Data in Table 4 show that 47 percent of the social workers
believed that their patients felt guilt toward dying during the
process of discharge planning. Forty-one percent felt their pat-
ients were depressed; and 34 percent felt their patients denied
their prognosis. Another 34. percent felt their patients’ medical
condition waé such that they were unable to ascertain the patient's
attitude, The finding that social workers felt their patients; pre—
dominate attitude toward dying was guilt, seems to contradicp a pre-
vailing theme in the literature indicating that dying persons feel
- isolated and withdrawn. The'finding; suggést that patients may need

intervention to help them with these guilt feelings.

TABLE 4

THREE MAIN PATIENTS' ATTITUDES TOWARD DYING CONSIDERED
IN DISCHARGE PLANNING REPORTED BY SOCIAL WORKERS (PERCENTAGE)*

Attitude . Number Social Workers Percent
Guilt .40 ' 47.0
Depression 36 - 41,9
Denial _ 29 34.0
Unable to ascertain 29 ' 34.0

*Note - Due to overlapping, total does not add to 100

Data in Table 5 show that over 67 perceht of social workers be-
lieved that the fémily needed help with application to nursing homes

in discharge planning. Forty-seven percent felt the family needed

'y



counseling on death and dying; and over 31 percent felt the family
needed help with obtaining medical supplies. These findings imply
that families need counseiing to help'them Eope with the patient in
the hospital. Aléo, the implication is that families feel ambival-
ent about taking the patient home. Applications to nursing homes
appears to be a stfong need; according to social workers, while
assistance in obtaining medical supplies, presumably for home, is

less strong.

TABLE 5

THREE MAIN FAMILY NEEDS IN DISCHARGE PLANNING

‘Need Number Social Workers Percent

Counseling around death .
~and dying 40 47.0

Application to nursing _
homes _ 58 _ 67.4

Assistance with obtaining _
medical supplies 27 31.3

% Note — Due to overlapping, total does not add to 100

Data in Tabie 6 show that, according to over 58 percenf of
social workers, families felt guilt and ambivalence toward the terminal
patient, as reflected'by the statemént, "Shé]é my aother, I can't pﬁt
her away." Over 54 percent of the social workers felt their families.

held positive and accepting attitudes toward the patient, while one-



third of the workers .felt . their families openly rejeéted the patients.
An interﬁretation from these findings is tha£ families feel both
positive and ambivalent feelings toward the terminal patient, Eut that
other factors interfere with the family taking the patient home upon

discharge.

TABLE (5

THREE MAIN FAMILY ATTITUDES IN DISCHARGE PLANNING
REPORTED BY SOCIAL WORKERS (PERCENTAGE}*

Attitude ' Number Social Workers Percent

"She's my mother, I can't
put her away." 50 58.1

"I definately-ﬁant him
home." 47 54.7

"I think the nursing home
will take better care _
of her." . 29 33.8

*Note - Due to-overlapping,'total-does not add to 100

Data in Table 7 show that 86 percent of social workeré felt
that the terminal patients who lived alone needed much consideration
in discharge planning. This finding confirms that social workers are
sensitive to the degree of vulnerability that living alone presents
for the terminal patient in terms of physic;i-stress and psychological
and social isolation. Over 54 percent of the workers felt attention

should be paid to the patient's home if there was no elevator and
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only steps in the home. Over 65 percent of the workers felt that the
existence of the bathroom .and bedroom on different floors of the

patient's home required attention in discharge planning. The findings

~point to a need for careful planning when the physical layout of the

home presents stressful conditions to patients who may be weak and

have -difficulty negotiating steps.

TABLE 7

THREE MAIN HOME CONDITIONS IN DISCHARGE PLANNING .
REPORTED BY SOCIAL WORKERS (PERCENTAGE)*

Condition Number Social Workers Percent

Patient lives alone 74 ' 86.0

Bath and bedroom on
different floors 56 65.1

Steps to apartment 47 - 54.6

*Note - Due to overlapping, total does not add to 100

Data in Table 8 show that over 83 percent of social workers
found a lack of appropriate extended care bedé in nursing homes in
the community. This finding may explain why applications to nursing
homes are so important in discharge planning. It appearé that 1if
there is a shortage of beds, then early applications are impe;ative.
Over one-half of the sdcial.ﬁorkers reported that during-the course

of discharge planning, the patient's condition changed. This finding
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may be related to the length of admission, and the change may méan
either improvement or deterioration. However, the fa;t of change
implies that the discharge plan must accommodate the new situation.
More than one-third of the social workers reported that the utiliza-
tion review pressured them to help a patient leave the hospital.wheh

the appropriate plan was not yet formulated.

0
TABLE »

1%

. THREE MAIN SITUATIONS ENCOUNTERED IN WORKING WITH -
TERMINAL PATIENTS REPORTED BY SOCIAL WORKERS (PERCENTAGE)#*

Situation = . Number Social Workers Percent

Lack of appropriate care
beds when patient is -
ready for discharge . 72 - 83.7

Patient's condition changes
from time of admission 45 52.3

Utilization review says
patient must leave when
appropriate plan is not .
yet formulated 33 38.4

*Note - Due to overlapping, total does not add to 100

Data in Table 9 show that social workers perceived their role in

discharge planning was important with doctors (97 percent), nurses




(bver 91 percent), and physical therapists (over 54 percent). These
seem to be the key members of the medical team, according to the
social workers. In selecting physical therapists as important team
members, soclal workers were again giving evidence of their recogni-
tion of the physical weakness and rehabilitative needs of terminal

patients.,

_J:AiaLE 9 |

THREE MAIN TEAM MEMBERS CONFERRED WITH IN DISCHARGE
PLANNING REPORTED :BY SOCIAL WORKERS (PERCENTAGE)*

"Team'Membér Number Social Workers Percent
Doctors :83 97.0
Nﬁrses 79 91.9
Physicai.therapists 47 | 54.7

*Note - Due to- overlapping, total does not add to 100

Data in Table 10 show that over 74 percent of social workers
felt that Medicare and Medicaid played an importaﬁt part in assess-
ment of financial resources in discharge planning. Over 58 percent
believed that Medicaid aloné was important; and over 55 percent re-
ported that Medicaid eligiﬁility was an important financial condition
of patient and/or family. 'The findings underscore the importéncé of
financial conditionms.in diséhérge planning. .The relation of |

Medicare and Medicaid to planning for home or institution will be



discussed in a later chapter,.

TABLE | Q

THREE MAIN FINANCIAL CONDITIONS IN
DISCHARGE PLANNING REPORTED BY SOCIAL WORKERS (PERCENTAGE)* -

Condition Number Social Workers Percent
Medicare and Medicaid 64 74 .4
Medicaid | 50 58.1
Medicare and private insurance 50 58.1
Medicaid eligible ' 48 | 55.8

*Note - Due to overlapping, total does not add to 100

TABLE |}

'SUMMARY OF THE MAIN FACTORS IN DISCHARGE .
PLANNING REPORTED BY SOCIAL WORKERS (PERCENTAGE)*

‘Factor : ) Number . Social Workers Percent

Patient and Family financial _
resources 44 51,2

Patient's desire to go home 41 47.7

Family's desire to have
patient home 38 - 44,2

Data in Table 11 show that over 51 percent of social workers



believed financial factors were of utmost importance in discharge
. planning, which supported the findings iﬁ Table 10. Almost half,
or over 47 percent of the workers reported the imﬁortance of the

patient's desire to go yome, and over 44 percent claimed that the
family's desire to have patient home was important in discharge

planning.

" New Factors:

The following is the researchef's summary-of new factors which
were clustered into Patient, Family and Enviromment categories
(Appendix F). New patient factors included those related to needs,
attitudes toward dying, and financial conditioms. With respect to
needs, from 5 to 16 percent of the workers reported the following:
ﬁhé need for a nursing home that was geographicallyfclqse-to the
family; spiritual ﬁeeds; counseling on issues other.than death and
dying (16 percent); patient-family teaching on'the-managementuof the
ﬁatient in the hospital;. increased knowledge of Medicare and Medicaid
benefits. Spiritual needs included the.desire to talk to a clergy
member for forgiveness for real or imagined qunédoings, comfort
from someone and something beyond theﬂselves, guidance abaut religious
isgues after death, and understanding from a religious viewpoint, of’
why they were dying. Counseling on otﬁer issues includéd.planning
for childrens' future and marital and pafental roles and conflicts.

Social wprkers noted two additional aﬁtitudes tﬁat pafients
felt in relation to dying (Appendix F). Thirteeﬁ percent of the

workers reported that patients were anxious about discharge, and



two percent of the workers mentioned the desire of their patients to
be as self-sufficient and independent as possible, regardless of fhe
level of physiéal functiéning. With respect to the fifst attitude,
patients were fearful about leaving the protective setting of.the
hospital, regardless of the support they received from their famil-
ies and community resources. _With the second attitude, patients
wanted to maintain basic skil;s in personal care, such as dreséing,
feeding; ambulation and other simple and complex agtivitieé of

daily living. These were feelings, not of denial, but of realistic.
accommodation to the limitations the illness had imposed. |

| From 2 to 8 pércent of the workers reported the follbwing;.
patién£ financial conditions: Medicare and a fixed income, such as
social security or disability (8%); and no insurance or funds, so
that the social worker was required to afply for public assistance
and medicaid, or in the case where the patient was not.alert and
competenf? apply for guardiansﬂip thrqugh:the hospital kZZ). In
Missouri, once guardiaﬁship is 1egélly assumed, the hospital is then
responsible Fo; the costs of the hospitalization.

. From.Lito 12 percent of the workers added the folléwing;
family needs (Appendix F): increased knowledge about-Medicare
benefits; counseling on issues other.than'déath and dying, such as
marital and parental roles aﬁd conflicts; the need for closer in-
volvenent with the physicién with regard to more open discussions
about the patient's illness aﬁd prognosis; ana the need for staff-
family teaching about the management of the patient in the hospital

and at home (12%). Both patients.and families expressed the desire



for patient management teaching, according to social workers. Theée
findings suggest that patients and families want to learn the ways
concrete care is given, such as pain control, personal hygiene,
ambulation training, and rehabilitative exercises. It may be that
one way to help families give greater reassurance to patients is to
allay families' anxiety by teaching them what to do for the patient.
If families felt more comfortable about patient care, perhaps they
would feel more secure in taking the patient home. Also, with
closer involvement of the physiciaﬁ, families might reduce their
maladaptive coping mechapisms of avoidance, rejection, and ambivalence.
It appears clear_from the findings that, while terminal illness may
take paramount importance; those involved are very much concerned
with other issues of_family life and productive living which require
problem-solving and conflict resqlution in meaningful ways. How
this relates fo practice concerns will be_discussed in -a later
chapter. |

Witﬁ regard to family financial conditdions, Sf;ercent of the
workers édded the situation in which the extended family was willing
to contribute to the costs of the hospitalization and home care plans,
or placement, upon gischgrge. In these cases the distinction was
made between immediate and extended family.

From 5 to 27 perqenp of the sociai workers repoxted the
following home conditions (Appendix F): the gvailability of tréns—
portation for the patient anq others to go to and from places re—l
lating to medical ngeds;.récreation, economic‘anq family matters

(27%) ; the geograpﬁic location of the home in relatién to medical



facilities, such as in rural areas; the existence of adequate cooking
facilities in the home; the existence of adequéte temperature control
of the home, yhether it be air-conditioning or heating. These factors
iﬁply that social workers are sensitive to the patients' needs to
maintain their independence, competence, and mobility inside and
outgide the home.

With respect to memhers of the medical team in discharge plan-
ning, from 1 tq 20 percent of thé'social workers added the follow-
ing persons (Appendix F): patient (202) ; family_mémbers; community
resource persons; social work supervisor. By involving the patient
.and family in team collaboration, there is greater likelihood of the
opportunity for patient-family-staff teaching of patient management.
The scope of definition of medical team was enlarged to include
community resource persons from'organizations, such' as the Visiting
Nurse Association aﬁd national and local cancer agencies. These
community persons were involved because they wanted to be part of
the dischgrge:planning procéss and/or they knew the patient and
family from prior admissions. Social workeré saw fheir supervisors
as team members in thgse situations in which they needed more
guidance about counseling,énd more teaching about community reépurces
and procedures necessary for application for home care, placement or
certain insurance or economic benefits. Omne implication from these
findings may be that social workers use their supervisors for support
in discussing their feelings about death and dying, since the super;
visor is the closest professional to whom they can directly turn fof

help.



Social workers did not note any other situations which were not
covered by the themes of: frustration with community support systems,
such.as lack of nursing home beds or establishing eligibility for
benefits; lack of copperation with medical staff; pressure from
utilization or administrafion for discharge planning; or ch;ﬁge in
the medical condition of the patient. There Qere_no new family
attitudes discovered by social workers that did not fall into the
categories of: acceptén;e; ambivalence; or rejectiom.

There were several assessment forms submitted by hpspital social
workérs which they uséd in their discharge planning. Form i -

Héme Health Service Referral Form -- shows the physician's plan for
.homé care which would be covered by Medicare. Form II -- Skilled ——
shows the application_fo? nursing homes in which.therg is space for
a social work evaluation under the headiﬁg of "Rehabilitation
Sericés." On this form the social worker can also indicate whether
or not the patient will require assistance with planning for'dis-
charge from the skilled nursing facility. Form III -- Nursing ﬁome
Referral -- is an assessment form from one hospital used in applying
to nursing homes. This form details the patient's physical needs |
for care and seems to require close coilaboration between social worker
: and_nﬁrsing. This forﬁ_also aéks for information from the physical
therapist, and is comprehénsive in'its attention to the.need for
transportation to the nursing home and prefg;egces for specific
nursing homes. 'fhere is sPaEe for the social work.family evaluation
and treatment plan for discharge. form IV —- Social ﬁork ‘Assessment

for Long Term Illness Planning -- is a straightforward form which



allows ample space for the assessment and discharge'flan. All these
forms wefe used by social workers in.the decisioﬂ—makiné process of
where the patient would go upon discharge. They required that the
social workers collaborate with physicians, nurses, physical thera-
pists and others in order to accomplish a complete assessment and

treatment plan.

Timing of Referral:

Timing of referral was investigated to support or refute pre-
vious research that found it played a part iﬁ discharge planning. In
addition, the researcher wanted to exploré vhether timing of referral
was related to length of admission. Data in Taﬁle 12 show that an
overwhelming majority;_86 percent, of social workers felt that timing
of referral played a part in discharge planning for the terminal
patient. When interviewed, social workers stated that earlier
referral had a decided effect on shortening length of admission
stays. They felt early intervention generaily prevented patient
hospitalizations which extended beyond the need for acute medical
care because complex dischafge planning needs and problems were
idéntified and resolved sooner,

For social workers in Missouri, independeﬁt case-finding was
relatively new, and they Werxe mainly dependent upen the other health
personnel to refer them patients and f;milies. Thus, timing of
referral hecame timing of interventionm, since the workers began their
assessment as soon as -they received the referral. When the patient

was, referred early in admission, the social worker had enough time to



plan for an appropriate discharge as soon as the patient was medically
rea@y. List 1 presents the reasons why social ﬁorkers believed

timing of referral played a part in discharge planning for the
terminal patieﬁt. These findings‘suppoft the previops research by
Berkman and Rehr (1972) in vhich referral at the time of ‘admission
resulteé in shorter hospital stays, than referral which occurfed

later in the hospitalization.

TABLE \2

DOES TIMING OF REFERRAL PLAY A PART IN DISCHARGE
PLANNING, REPORTED BY SOCIAL WORKERS

Number of

‘Timing of Referral = ~ 'Social Workers ' Social Workers Percent-
Yes 74 . 86.0
No 12 14.0




LIST 1.

REASONS FOR RELATION BETWEEN TIMING OF REFERRAL AND
DISCHARGE PLANNING, REPORTED BY SOCIAL WORKERS

Reasons: 1.

Earlier referral means more time to evaluate
and assess attitudes and wishes of patient
and family with regard to the decision of
where patient will go upon discharge.

Earlier referral means more time to find
appropriate nursing home placement.

Earlier referral means more time to devélop'
better worker-patient and/or worker-family
relationship. ,
Earlier referral means more time to do
necessary paperwork.

Does not apply, as all admissions are
referred on the day of admission

When certain doctors refer their patients,

it means that the patients are nearly medically
ready for discharge.

TABLE \3

TIME BETWEEN ADMISSION AND REFERRAL OF LAST TERMINAL .
PATIENT REPORTED BY SOCIAL WORKERS, BY DISPOSITION

Time

same day.

1 - 2 days

3 - 7 days
8 -~ 14 days
15 - 30 days
over 30 days
Total

Home Institution
Number Percent Number Percent

11 12.8 10 ~11.6
20 23.3 20 23.3
23 26.7 - 19 22.1
23 26.7 - 29 33.7

5 5.8 7 8.1
_4 4.7 1 1.2
86 100.0 86 100.0




Table 13 shows that over one~-third of the 'social workers
reported that the length of time between admiésion and referrai of
their last terminal patient'waslwithin two days of adﬁission, re-
gardless of whether the patient went home or to an institution
upon discharge. In addition, over one-half of social workers re-
ported that the length of time between adm}ssion and reférral of
‘their last terminal patient was between 3 and 14 days, or the
first two weeks of admission, regardless of disposition outcome.

The finding clearly demonstrates that social service intervention
took place during the first‘or second week.after admission. This is
in contrast to the results of an earlier study of eldérly patients
by Berkman and Rehr (1970) which found that social service inter-
vention, based upon traditional case referral, usuaily occurred
during the second or third week after admission. The findings

give evidence to the fact that terminal patients are referred early
in their admission.

Data in Table.l4 show that terminal patients who went home or
to an institution upon discharge generally had the same length of
admission, according to social workers, The majority of social
workers reported that their last. terminal patients stayed from two
weeks to:over one month, whether they went homé:(7i percent) or to an
institution (81%) upon discharge. Thié finding implies that, despite
the lack of appropriate extended care beds ;eqognizéd by social
workers, terminal patients who are discharged to the institution a?e
not overstaying fheir admiséion for social reasons. The implication

is that early intervention by the social worker leads to more



efficient discharge planning whether to home or institution.

aBLE )Y

LENGTH OF HOSPITALIZATION OF LAST TERMINAL PATIENT
WHO WENT HOME OR TO AN INSTITUTION) REPORTED BY SOCIAL WORKERS

—

Length of Hospitalization Home Institution

Number Percent Number Percent
One week or less 1 - 1,2 2 2.3
One - two weeks 24 27 .9 14 16.3
Two weeks - one month 36 41.9" 35 40.7
Over one month 25 29.1 . . 35 | 40.7
Total | 86 100.0 86 100.0

" ‘Home ve. Institution:

The variable, home vs. institution, as the designated location
- for dying, was examined because of its implications fo; discharge
planning for.the terminal patient. ihe researcher wanted to explore
factoré which pointed in the direction of home or institutionf As-
préviously stated, comparison was made between-thosé.social workers
.both hospital an& hospice, whose last one in five referenced cases
went home, and those whose last five in five reference@ cases wént
home.

Table 15 indieates that o#e: 74 percent of social wérkers

reported that at least three of their five referenced cases went



"

_home upon discharge. This finding is clearly evidence that a greater
number of terminal patients are going home than to an institution

upon discharge. .

TABLE |5

PATIENT OUTCOME FOR FIVE REFERENCED CASES ,*
. REPORTED BY SOCIAL WORKERS (PERCENTAGE)

Number of Five Referenced Number of

Cases Returning Home Social Workers ‘Percent
5 14 16.0
4 ' 23 27..0
3 f ' 27 31.0
2 .12 14.0
1 10 12.0
Total | . 86 100.0




TABLE !{

RANK-ORDERED MEAN SCORES OF PATIENTS' NEEDS IN
DISCHARGE PLANNIWG, BY REFERENCED GROUP (SCALE 0-9)

Group I: 5in5 referenced cases went home.
Group II: 1 in 5 referenced cases went home.

Group
I I1
(N=14) (N=10)
mean SD R mean SD R P
24 hr, nursing 6.1 2.8 2,5 . 6.9 2.4 1 .ns
Medical equipment 5.8 1.9 4 5.8 2.3 3 :ns
Counseling 5.3 2.6 6 5.6 2.4 4.5 ns
Physicians' services 6.2 3.1 1 4.9 2.1 14 L01%*
Nursing (less 40 hrs.) 4.8 2.2 8.5 5.3 3.0 7.5 .05%
Contacting family 6.1 2.7 2.5 4,8 2.0 16 ns
Diet 4.9 2.7 7. 4.7 2,0 17 ns
"Transportation 4.4 2.0 11.5 5.0 2.6 11.5 wns
Rehab services 4.8 2.1 8.5 5.0 3.2 11.5 .05*
Cash assistance 5.6 2.4 5 5.9 3.2 2 ns
Medication 3.6 2,1 17 4.9 2.5 14 ns
Insurance 3.7 2.4 16 5.1 2.7 9.5 ns
Benefits 4.3 1.8 13. 4.2 2.5 20 ns
Meal services 4.1 1.8 15 3.7 1.8 21 ns
Clinical lab 4,4 2,9 11.5 4,5 3.5 18.5 ns
Mental health 4.2 2.2 14 5.3 3.9 7.5 ns
Housing 3,2 . 2.8 20 5.6 _ 3.7 4.5 ns
Clinic appointment 3.3 2.3 19 4.9 4.2 14 ns
Food stamps 2.0 1.1 21 3.1 3.9 9.5 ns
Legal aid 3.5 3.1 18 5.4 4.1 6 ns
Budgeting 4.6 4,0 10 4.5 3.9 18,5 ns
r = .14
* pd .05

** p( .01




Of all variables, only pafients' needs, és_shown in Tablellb,
was found to §e significantly assoéigted with the number of re-—
ferenced cases who went home upon discharge. Data in Table iGIShOW
the significance of the following patients! heeds: physicians'
services (p< .01), nursing services (less than 40 hrs.) (P‘Z.OS),
and rehab services (p< .05). However, there appears to be a low
degree of association between social workers' perceptions of their
patients' needs and the number of referenced cases who went home
(r=.14). Rankings.of patients' needs was vefy different for each
group. Because of the.rather low levels of significance, inter-
pretation of these findings might be that disposition gutcome'was_
related to needs or features of the patient rather than because
differént social workers used different criteria in discharge plan-
ning. These findings permit speculation, but warrant considerably
more investigation. |

List 2.presents reasons for change in the implemenfat;on of the-
dischgrge.plan-to home, according to social workers. These reasons
highlight certain factors that come-into.play when the decision of
home vs. institution is being made, such as: the médica¥ condition
of the patient; family's deéire to have patient‘hoﬁe; pétieﬁt and
family financial_resources;-patient's desire to éo home; cQOperati;n '

. {
of physician; and patient's rehabilitative needs upon discharge.
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LIST 2

REASONS FOR CHANGE IN IMPLEMENTATION OF DISCHARGE PLAN
TO HOME, REPORTED BY SOCIAL WORKERS

Reasons:

Patient died in the hospital

Wife changed her mind because she could not cope
with idea of patient dying at home.

Patient underwent rapid and great deterioration
so that skilled nursing home was indicated.

Patient was discharged to rehabilitation
facility for additional therapy prior to going
home.

Family could not come up with the necessary
financial resources to pay for home care.

Patient desired to go to a hospice..

Physician refused to accept plan for home
because of family's ambivalence.



CHAPTER 5

HOSPITAL AND HOSPICE SOCIAL WORKERS

Research Question II: Compare the differences/similarities in
discharge planning between hospice and hospital settings.

This research sought to investigate whether hospice social
workers offered services in discharge planning which were more
individpalized to the terminal patient and his family than the
hospital social workers. The focus was on what .factors both groups
considered important in their formulation of discharge plans for
the terminal patieﬁt. Because of the small size of the hospice
sample, interpretations of the findings presented should only be
made or accepted with some caution. The data were analyzed
statistically for significant relationships in the clusters of
variables which related to: (1) the Patient; (2) the Family; and -

(3) the Environment.

‘Patient Factors:

Significant differences in patients' needs upon discharge were
found to be associated with hospice or hospital setiing. Data in
Table la-show that fhe following variables were gignificantly
different: ''assistance with obtaining medical equipment' (p Z.01),
"counseling around death and dying" (pi.OOl), "physicians' services

(p {.001), "nursing (less than 40 hrs.) (p{.0l), "special diet"
P



(p {.05), "assistance with obtaining medication" (p< .0Q01), and
"help with private insurance" (p{i.Oi). Mean scores for those
variables were significantly hiéher for hospice workers, indicating
that they placed more emphasis on these needs. The findings show
that hospice workers consider counseling patients around death and
dying more important than hospital workers. Hospital and hospice
workers were similar in scoring the lowest means for: budgeting,.
iegal aid, food stémps, clinic appointments, mental health, and
housing. There was a high degree of association between social
workérs' perceptions of patients' needs upon discharge, and setting.
(r=.84). Both groups ranked the following patients' needs in
relatively the same high order: '"24 hr. nursing," "medical equip-

' and "nursing (less than

ment;“-fcounseling," "physicians' services,'
40 hrs.)."™ These findings suggest that, although hospital and
hospice social workers differed significantly in the importance
they attached to particular patients' needs, such as "médical equip-.
ment;" "counseling;" "physicians' services," énd Yhursing (less than
40 hrs.)," both groups placed more emphasis on these needs compared
to others, .
Data in Table iS.support the finding-that hospice wofkers (73%)
consider counséling around death and dying more important than
hoépital Worker;fi4%1. The three main patients' needs stressed by
hospital workersﬁﬁere: nursing services (89?), medical equipment
- (39%Z), and rehabilitation (32%). Thr three main patients' needs

highlighted by the hospice workers were: mnursing (100%Z), counseling

around death and dying (737%), and spiritual (40%). It is interest-



ing to note that hospice-workers added spiritual needs as a new
factor, while hospital workers did not méntion this at all;

In studying patients' attitudes toward dying between hospice
and hospital social workers, the following Qariablgs were found to
be statistically significant,'as presented in Table 19: ‘guilt"

(p £.001), *unable to ascertain" (p <.05), "ﬁe.nial'(-'(.p<.05,)’.
J'isolation” (p{ .01), Mwithdrawal® (p< .Q5), and "accep.ta'nce"

(p (;001). The mean. scores fof these variablés were  significantly
higher for hospice workers, indicating that they placéé more emphasis
on these attitudes. The relationships between "éuilt," and

' and setting were very significant. It can be inter-

"acceptance,'
- preted from Table ié, that hospital and hospice workers recognize
different_feélings in their patients in discharge plaﬁning (r=.24).
Hospice workers ranked "guilt" as the most important attitude, while
hospital workers ranked "hopeful." One explanation for this finding
may.be thé contrasting philosophical ofienfation of the two settings.
Hospital workers may view their patients as more "hopeful" because
this becomes integrated from a cure-oriented enviromment, while
hospice workers may tend to view their patients as more "accepting,"
indicating the open admission.of prognosis in this setting. The
finding with regard'to."guilt" and hospice vorkers warrants mbre
investigation. In relation to the attitudes of "anger" and
“depregéion," there were no s;gnificant differeﬁces betweenlsettings.
"Data in Table=é0_show that 80 ﬁercent'of hospice social workers

felt that the patient's desire to go home was a very important factor

in discharge planning. Ogly 40 percent of the hospital workers felt



this factor was important. It appears clear from these data, that
hospice workers individualize their terminal patients in discharge
plﬁnning to home or institution. This findiné again supported that
hospice social workers seem more sensitive to their patients' needs
in discharge planning. |

There were significant differences in three variables bf.
patients' financial conditions, and setting: 'Medicare and priéate
insurance"_(p £.05), "Medicare and Medicaid" Q;A_OS), and 'private
insurance and private funds" (p(i.Ol) (Table 21). Mean scores for
those variables ﬁere sigﬁificantiy higher for h?SpiQé wérkers;'iﬁ_
dicating that they placed more emphasis on these financial conditions.
One explanation for the findings may be the various wa&s that
hospice patients cover their medical costs. Medicaid does not
providefcoveragé for hospice services, so thg; hHospice social workers
turn to Medicare and private insurance and funds for coverage. Both -
" groups ranked patients' financial conditions in relatiﬁely the same
order (r=.84), with both ranking '"Medicare and private insurance" ;s

most important.

" 'Family Factors:

Variables relating to family needs upoﬁ_discharge_were analyzed
in order to determine whether théy wvere asséci;ted to any significant
degree with setting. Data-in Téble Ei_éhbw that thé following
variables were found to be ver} sigﬁificantf " "counseling around
-death and dying" (p(L.OOI), "bereavemegt counseling" (p<.001), and

“other medical problems" (le.OQl)._ These are key findings and will



be discussed more fully in a later chapter. They clearxly indicate
that hospice workers believe tﬁe families of their terminal patients
need counseling--during hospitalization and after the death of the
patient. Hospital workers did not feel bereavement counseling was
an important family need, as evidenced by the low mean score. Mean
scores for those needs were significantly coﬁsiderably higher for
hospice workers, indicating the importance the workeré placed on
these needs. There was no significant'differences_found between
"application to.nursiﬁg homes" and setting, and both groups ranked
this need very high. There was a high degree of association between
social workers' peréeptions of family needs upon discharge, and
setting (r=.84), indicating that both groups ranked the needs in
relatively the same order. Both groups scored low mean ratings for
‘such. concerte needs as: ‘''vocational training,"'"legal aid{" "food
stamps,"” “clinic appointments," "housing,” "mental health," and
"budgeting." These find;ngs were similar to theose for pgtientg'
needs (Table 15), and imply that soéial workers do not consider these
concrete tasks important in their discharge planning for the
terminal patient and family. Possible explanations may.be that
these concrete needs arise iﬁfrequently, or wérkers have inadequate
time to address them.

Data in Table i@‘sﬁpw that the three main family needs stressed
by hospital workers were: counseling around death and dying (35%),
application to nursing homes (73%),.and medi;él supplies (31%);
while the thfee principal family needs highlighted by hospice workers

vere: couﬁseling around death and dying (100%), bereavement counseling



(73%), and application to nursing homes (40%Z). It is of interest to
note that few hospital workers felt families needed bereavement
counseling (13%). These findings suppo;ted the findings from data
in Table 22.

Data in Table 24 show that significant differences were found
. between the following family attitudes toward the patient, and
setting: '"loving marriage' (p<£ .001), "can't face the thought”
(p<..001), "live too far away" (p‘(.OOl), "leave the decision to the
patient" (pé(.OOl), and "never that close" (p<..0l). Mean scores
for thesé variables were significantly higher for hospice workers,
indicating the emphasis the workers placed on these attitudes. There
was no significant difference between the family attitude of leaving
the decision of disposition to the family, and setting. The re-
spondents' mean rating for this variable was around midpoint. Again,
these findings support the impression that hospice social workers,
more than did hospital workers value the patiént's wishes of where
to go upon discharge, Moreover, the data suggest that hospice ~
workers are considerably more attuned to open and direct expressions
of feelings by the family toward the patient in discharge planning,
whether positive or negative. Hospice and hospital were similar in
their scoring higﬂ mean ratings for attitudes which expressed
feelings of guilt, for example, "cgn't put her away' and "ne#er
forgive." No significant difference was found between the attitude

of "want home,"

and setting. Both groups ranked this variable
extremely high. These findings imply that both hospital and hospice

social workers consider it quite important when, the family definately



ﬁants_to takg-the patient home upon diséharge, and attest to the
critical nature of this factbr in decision-making for disposition. -
Data ffom Table 20 confirm this. Over 43 percent of hospital
workers, and over 46 percent 6f hospice -workers reported that the
family's desire to have patient home ﬁas one of the théee~main_
factors in discharge planning. The correlation between social
workers' perceptions of family attitudes énd setting was modest
(r=.48), so that the practical significance of the ramkings for
both groups cannot be interpreted.

Ihere were significant differences found in two variables of
faﬁily's financial conditions, and setting: 'private insurance
and private funds" (p .0l), and "Medicaid eligible" (p .01), as
" shown in Table 25. Mean scores for these variables were significantly
higher for hospiée workers, indiéating that they placed more empha-
sis on these financial.conditions. Both.groups_ranked family's
financial conditions in relatively the same order (r=.84), with
Medicare and private insurance and funds.considerg@ very important
by both groups. From pfevious findings in Table gé; it was demon-
strated that hospice workers consider the family'é mediéél problems
as significantly important in &ischarge planning.  This finding
might explain why hospice workers pay attention to the family's
medfcaid eligibility. Hospice workers may view the family as part of
the unit of attentipn-with.phe patient, and as such, they intervene
in ways to helpithe family with their own p?oﬁlems, Defining thel
unit of atténtion as the patiént and family is one of the hallmarks

of hospice .philosophy.



Data in Table iéishow that the three main financial conditiomns
considered by hospital workers were: Medicare aﬁd Medicaid (75%),
Medicaid (62%), ana Medicare and priQate funds (607%) ; while the
three main financial conditions stressed 5y hospice workers were:
Medicaré and Medicaid (73%), private insurance and private funds
(67%) , and Medicare and -private funds (47%) . Hospice depends upon
payment from Medicare and private insurance and private funds for
its services, such as bereavement counseling for example, siﬁce

‘Medicald does not provide coverage.

Environment Factors:

In studying the importance hospice and hospital sociél workers

place on enQironmental factors in discharge planning,.seQeral
. significant differences were found between the variables of ﬁatients'
home conditions, and setting (Table 2?); - ‘bathroom and bedroﬁm on .
.different floorsT'(péi.Ol), steps to apartment (no elevator) (p<:.01),

inadequate space for equipment -(p[_.OOl), “equipmént already
installed (p £.01), and ‘overcrowded (p/.001). Mean scores were
significantly higher for hospice workers, indicating thelimportance
they placed on these conditiomns. No significant difference vas

found between settings and "living alone." Thus, while the findings
suggest that hospice workers seem to give more weight to the physical
1ayou% of the patieﬁt's hpmé-in discharge planning, both groups
peéceived the patient 1i$ing élone as most vulnerable and in need

of service. R;nkings_of home conditions wefe highly correlated fof

.both groups (r=.96). Thus, while hospital and hospice social workers



differed significantly in the impoftance they attached to particular
home conditions, reported above, both groups were very similar in
the order of importance they placed the conditiens.

In étudying social workers' perceptions of important team
members in discharge planning, a significant difference was found -
.between "¥eligious personnel, and setting (pZ .0l), as presented'in
Table 28. The mean rating was significantly higher for hospice
workers, indicating the imporgance they placed on religious personnel
in discharge planning. Hospice workers assigned the highest rank to
religious personnel, again confirming the emphasis they attached to
these team members. Hospital workers gave religious personnel a
relatively low rank. Including the clergy in the medical team is
one of the principal fea;ures of - the hospice philosophy; Although
another hallmark of the hOSpiée team approach is the use of volun-
teers in discharge planning. Data in Table 28 "also éhoﬁ‘that'there
‘were no significant differences between setting and social workers'
.perceptions of the imfortance of nurses, doctors, and physical
therapists as team members. The gorrelaﬁion between social workers'
perceptions of the importanée of téam members, and setting was so
close to zerO'(réTO4), that it indicated the ranking of variables
for both groups. was unrelated. Although both groups'assigned a
similarly high rank for "nurses" and a similarly low rénk for
naqministrators," they d%ff?red wi&eiy in thg importance they placed
other team members. The f;ndings.again supﬁo?ted;the evidence in
Table 1§'mof the importance social workers ascribe to nursing services

for patients in discharge planning.
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Data in Téble 29 show that significant differences were found
" between two situations encountered in working with terminal paéients,
and settiné: patient's condition changes from time of admission
(pl .001), and 'bhysician decides where patient should go upon
discharge: (p< .0l1). One explanation for the first findipg may lie
in the nature of hospice philosophy. Hospice workers aré very
oriented to the physical care of the pétieqt in terms of pain control,
physical comfort, and mental alertness. The finding implies that
hospice social workers may individualize their pétients more than
hospital workers, with regard to actual physical condition. One
interpretation for the significant difference found between setting
and the situation in which the'phyéician decides the disposition,
may be thé greater involvement of the physician with the pafient

and family.in the hospice program. The hospice concept emphasizes
ﬁhe patient‘s'wishes in deciding where to go upon-dischargg, and
more often than not, the patient wants to retﬁrn home. With greater
involvement of the physicién, and consequently more support for the
family, perhaps more hospice patients are going home than to an
institution. Hospital and hospice social workers were similar in
their scoring the lowest means for "limited cooperation of medical"
staff in necessary paperwork." This finding refutes previous re-
search that found this factor to imbede the éfficient process of
dischqrge}plgnning, and suggests tﬁat doctors are more responsivé to
“completing the.pape;work needed té apply for ﬁurs;ng hoﬁe and home
health care. Both_groups' mean ratings for the following varigbles

- ! ’ ' : ) Py Py ’ .
were around midpoint: Mutilization review says patient must leave



when appropriate plan is not yet formulated," and “difficulty in
establishing eligibility of patient for needed benefits." Both
groups scored similarily high means for the variable, '"lack of
appropriate extended care beds," and no significént difference

was found between this variable, and setting.  This finding con-
firms the lack of appropriate nursiné home beds for terminal
patients, and supports previous research by Schrager et al. (1978)
in which the lack of appropriate extended care beds tended to delay '
the course of discharge planning. It is noteworthy that both
hospital and hospiée workers assigned the highest rank\to this
situation, indicating the importance they plaéed on it in discharge
planning for the terminal patient. The correlation between social
workers' perceptions of situations encountefed in working with
terminal patients, and éetting was moderate (r=.60), so thaf the
practical significance of the rankings .for both gfoups'is difficult
to be interpreted.

To summarize the major findings of tﬁis section, the-researcher
found that a greater number §f factors relating to_thé patient, as
opposed to factors relating to the family.or environment, were found
.to be éignificantly associa;ed with setting. Several key findings
indicate that hospice workers, more than hospital workers, may in-
dividualize their tefminal'patients-and families.. Hospice wofkers
were significantly more likely to take iﬁto account patients"needs-
for couﬁseling around Aeath-and dying,'medicai equipment, physicians'
services, nursing services (less than 40 hrs. per weeki, assistance

with obtaining medication, help with private insurance, and special



diet. They also showed greater recognition of patients' spiritual
needs. Hospice workers perceived their patients as more accepting
of their illness, while hospital workers éaw their patients as
more hopeful. During the course of discharge planning, hospice"
workers were significantly more likely to consider pat;ents'.
attitudes abéut dying, and they were more likely to take into ac-
count the pétient's desire to go home, With regard to financialh
factors, hospice workers were significantly more likely to attach
importance to patients' and families private insurance and private
funds, than did hospital workers.

Hospice workers were significantly more likely than hospital
workers to emphasize thé family's needs for counseling around
death and dying, bereavement counseling, and other medical problems,
and consider the family attitude of leaving the decision of dispo-.
sition to the patient. Both groups believed the fami1y's desire to-
.take the patient home was a crucial factor in discharge plannlng.
Findings showed that hospice workers were signlflcantly more 11kely
to take the patients! home conditions into account in discharge
planning, implying greater recognition to the actual, physical iay-
out. of the patient's home énvironment. Both grqupé regarded living
along as the most vulnerable home condition in need of the utmost
consideration in discharge planning. Hospice workers were sig-
nificantly more likely-to perceive religioﬁg personnel as important
_team members,'. | |

Findings supported previous research on two environmental

factors. Lack of appropriate extended care beds and the change in the

S
1



medical condi;ion of the patient, were found to be important in
discharge planning. Hospice workers were significantly mére likely
to encoﬁﬁfer the change in medical condition, which might suggést
that they are more attuned to how the chénge may affect the dischatge
planring. The factor‘of limited cooperation of:medical staff in
neceséary paperwork; was not found to be important, refuting pre--
vious research. .ﬁospice workers were significantly more likely to
encounter situations in whiéh the physician decided whére.the
patient would go upon discharge.

Rank correlétiqn coefficients ranged from r = -.04 to r = .56.
The former correlation was.between social workers' perceptions of
the importance of team members, and setting, and ‘since it was so
close to zero, it indicated the ranking of variables fér both gfoupé :
was unrelated. The latter cqrrelation showed that hospital aqﬁ
hospice workers were very similar in the'o;der of iﬁéortance they
plgcgd patients' home conditions. Higher correlations relatéd to
patients' mneeds upon diséharge (r=.84),2pa;ients‘ financial conditions
(x=.84), family needs.upon-discha;ée (r=.84), apd-family's'financial
conditions (r=.84j, indicating that, for:patients and.families, hospice
and hospital social warke;s were similar in the order of importance
they placed needs upon discharge and financial conditions. One
.interpretation may be that both groups attach qualitative similarity
among thesé_variéblés for patients and fami%ies. In addition, both
groups assigned the highest ranks to two' envirommental situatidns;

"patient living alone" and "lack of appropriate extended care beds,"



indicating how critical they considered these situations in discharge

planning for the terminal patient.



. TABLE |7

RANK~ORDERED MEAN SCORES OF PATIENTS’ NEEDS CONSIDERED
: IN DISCHARGE PLANNING, BY SETTING (SCALE 0-9)

Setting
Hospital Hospice
(N=71) (N=15)
Mean SD R Mean SD R P
24 hr. nursing 5.9 2.9 1 6.3 2.9 4.5 ns
Medical equipment 5.3 2.4 2 6.9 1.6 2. L01%%
Counseling 4.6 2.7 3.5 7.0 1.9 1 .001%%*
Physicians' services 4,6 2,3 3.5 6.7 1.9 3 .001%%%
Nursing (less 40 hrs.) 4,2 2.8 5 5.8 2.7 6 .05%*
Contacting family 3.8 2.9. 6 4.6 2.5 9 ns
Diet _ 3.5,2.6 7 5.1 2.2 7.5 .05%
Transportation 3.8 2.7 9 3.6 2,8 10 ns
Rehab services 3.8 .2.9 9 2.8 2.4 13 ns
Cash assistance 3.8 3.0 9 2.3 3.1 15 ns
Medication 2.9 2.4 '11 6.3 2.6 4.5 +001%%%
Insurance 3.1 2.4 12.5 5.1 1.8 7.5 0l%%
Benefits 3.1 2,7 12.5 3.0 2.5 12 ns
Meal services 2.4 2.3 14 3.1 2.4 11 ns
Clinical lab 2.1 2.4 15 1.7 1.5 18 ns
Mental Health L9 2.2 16 2.3 2.7 15 ns
Housing 1.8 2.4 17 2.3 2.9 15 ns
Clinic appointments 1.3 2.0 18.5 2.0 3.5 17 ns
Food stamps 1.3 1.8.18.5 0.7 1.4 21 ns
Legal aid 1.2 1.9 20 1.6 1.6 19 ns
Budgeting 0.8 1.5 21 1.4 1.9 20 ns
% p. .05
C.ok%k p 01
*%%p . ,001

r= .8 1



TABLE | 3

SUMMARY OF THREE MAIN PATIENRTS' NEEDS IN DISCHARGE
PLANNING REPORTED BY SOCIAL WORKERS, BY SETTING (PERCENTAGE)*

Patient Need Hospital Hospice
Number Percent Number . Percent

Nursing services 63 89.0 15 100.0
Medical equipment 28 39.0 1 7.0
Rehabilitation 23 32.0 2 13.0
Counseling on death ’

and dying 3 4,0 11 73.0
Spiritual : - ** . 6 40.0

* Note - Due to overlapping,.total does not add to 100
*%Respondents did not mention this item

TABLE Iq

RANK~-ORDERED MEAN SCORES OF PATIENTS' ATTITUDES TOWARD
DYING CONSIDEREP IN DISCHARGE PLANNING, BY SETTING (SCALE 0-9)

4

Attitude . Setting
Hospital Hospice
(N=71) (N=15)
Mean SD R Mean SD R P
Guilt 5.7 2.1 3 7.7 1.3 1 .001*%%*
Unable to ascertain 5.7 2.4 3 7.1 1.2 2,5 .05%
Hopeful 5.8 2.1 1 6.5 2.4 6 ns
Depression 5.7 2.3 3 5.7 2.5 9 ns
Denial 5.3 2.5 5 6.7 2.0 5 05%
Isolation 4.9 2.4 6 6.9 2.4 4 01%**
Withdrawal 4.7 2.4 7 6.1 2.3 7 .05%
Bargaining 4.6 2.4 8 5.8 2.1 8 ns
Acceptance 4.1 2.2 10 7.1 1.2 2.5 001 %%%
Anger 4.3 2.4 9 4.6 2.4 10 ns
*p £-.05
*%p L 01
***p'L.OOI

r = .24




SUMMARY OF THREE MAiN FACTORS IN DISCHARGE PLANNING
REPORTED BY SOCIAL WORKERS, BY SETTING (PERCENTAGE)*

TABLE 20

Patient and family
financial resources

Patient's desire to
go home

Family's desire to
have patient home

Hospital
Number Percent
38 53.5
29 40.8
31 43.6

Hospice
Percent

Number

*Note -~ Due to overlapping, total does not add to 100

RANK~ORDERED MEAN SCORES QF PATIENTS' FINANCIAL CONDITIONS
CONSIDERED IN DISCHARGE PLANNING, BY SETTING (SCALE 0-9)

TABLE Z|

Medicare and private
insurance

Medicaid eiigible
Medicare and medicaid
Medicaid

Private insurance and
~ private.funds

x pl.os

*#% pl. .01
r= .84

Hospital

(N=71)
Mean SDh
6.1 2.2
5.9 2.3
5.8 2.8
5.5 2.5
4.8 - 2.7

Mean

7.4
6.9
7.3

6.7

6.6

Hospice
(N=15)

sp

1.7
2.6
1.9

2.3

2.6

.05%
ns
.05%

ns

L01%*
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TABLE J_ &

RANK-ORDERED MEAN SCORES OF FAMILY NEEDS CONSIDERED
IN DISCHARGE PLANNING, BY SEITING (SCALE 0-9)

Need Setting
Hospital Hospice
(N=71) (N=15)
Mean SD R Mean - SD R P
Application NHs 6.0 3.0 1 7.2 1.9 3 ns
Counseling 4.9 2.6 2 8.7 0.7 1 .00 1%%%
. Medical supplies 4.6 2.5 3 4.7 2.0 6 ns
] Transportation 4.3 2.7 4 4.9 2.6 5 ns
Bereavement 3.2 "2.8 7 7.4 2.1 2 001 %%%
Insurance 3.6 2.9 6 4.2 2.3 7 ns
Cash assistance 3.7 3.1 5 3.3 3.2 8 ns
Benefits 3.1 2.6 8 2.7 1.8 - 11 ns
Medical problems 2,5 2.1 9 5.3 2.4 4 001 %%%
Meal services 2.0 2.4 11 2.9 1.7 9 ns
Housing 2.1 2.5 10 2.0 2.8 14 ns
Mental health 1.7 2.2 12 2.2 2.5 12 ns
Budgeting 1.1 1.9 15.5 2.8 1.8 10 ns -
Clinic 1.2 2.0 14 2.1 2.6 13 ns
Legal aid 1.3 1.6 13 1.3 1.5 15 ns
Food stamps 1.1 ‘1.7 15.5 1.0 1.4 16 ns
Vocational training 0.8 1.5 17 0.5 1.3 17 ns

xxkp (001
r = .84




TABLE o 2

SUMMARY OF MAIN FAMILY NEEDS IN DISCHARGE PLANNING
REPORTED BY SOCIAL WORKERS, BY SETTING (PERCENTAGE)*

Need Hospital Hogpice

Number Percent Nunber ‘Percent

Counseling around death

and dying 23 35.0 15 100.0
Application to nursing

homes ' 52 73.0 6 - 40,0
Nedical supplies 22 31.0 5 . 33,0
Bereavement counseling 9 13.0 11 73.0

*Note - Due to overlapping, total does not add to 100




TABLE ;)\,Li\

RANK—ORDERED MEAN SCORES OF FAMILY ATTITUDES CONSIDERED
IN DISCHARGE PLANNING, BY SETTING (SCALE 0-9)

Attitude ‘Setting

Hogpital "Hospice

“(N=TT) (N=15)

Mean SD R Mean Sh R P

"Want home" 6.7 1.9 1 7.5 2.1 2 ns
"Can't put away" 6.6 2.1 2 7.6 1.3 ns
"Never forgive" 5.4 2.8 4 6.9 2.5 ns
"Can't afford NH" 5.5 2.8 3 5.6 © 2.9 ns
"NH better care' 4.9 2.6 5 6.6 2.1 ns
"Loving marriage" 4.0 2.5 8 6.9 2.6 .00 1%%*
"Decision. family" 4.1 2.4 6.5 5.4 2.8 ns
"Can't face thought" 3.6 2.4 10 6.8 2.8 <001 %%*
"Live far away" 3.7 2.5 9 6.6 2.8 .001%%*
"Not alert" 4.1 2.4 6.5 4.6 2.5 ns
"Decision patient™ 3.5 2.0 11.5 6.7 2.5 L001%%%
"Afford to pay" 3.5 2.7 11.5 4.7 2.5 ns
"Never close" 2.9 2.5 13 5.1 3.2 LOl1%*
**p L.Ol
*%%p / .001

r=.48




TABLE ) g

RANK-ORDERED MEAN SCORES OF FAMILY'S FINANCIAL CONDITIONS
- CONSIDERED IN DISCHARGE PLANNING, BY SETTING (SCALE 0-9)

Condition Setting

Hosgital HosEice
=71 ' =
SD R

Mean SD Mean ~SD R p

Medicare and private )

insurance 5.5 2.1 1 7.3 2.2 2 ms
Private insurance

and private funds 5.3 2.8 2 7.5 1.4 1 L01%%
Medicaid eligible 3.8 3.0 3 6.7 2.4 3 .0l%x*
Medicare and medicaid 3.6 3.2 4 5.3 3.3 4 ns
Medicaid 3.5 2.9 5 52 3.3 5 ns
**p<.01-
r = .84

rasLe 2. (o

SUMMARY OF THREE MAIN FINANCIAL COﬁDITIONS IN DISCHARGE PLANNING
REPORTED BY SOCTAL WORKERS, BY SETTING (PERCENTAGE)*

Condition Hospital"® Hospice
N Number Percent Number Percent
Medicare and medicaid 53 - 75.0 11 73.0
Medicaid . 44 62.0 6 40.0
Medicare and private funds 43 60.5 7 47.0
Private insurance and.
private funds _ 22 31.0 10 67.0

*Note — Due to overlapping, total does not add to 100




TABLE ) /

RANK-ORDERED MEAN SCORES OF PATIENTS' HOME CONDITIONS
CONSIDERED IN DISCHARGE PLANNING, BY SETTING (SCALE 0-9)

Condition Setting
Hospital Hospice
(N=71) (N=15)
Mean Sh R Mean SD R P
Lives alone 7.5 2.1 1 8.2 2.2 1 ns
Different floors 5.4 2.5 2 7.3 2.1 2. LOl**
Steps 5.3 2.6 3 7.1 2.1 3 L0l%%
Space equipment 3.0 2.3 4 5.3 2.4 4 <001 %%
Installed 2,7 2.6 5 4.7 3.2 5 LOl*%
Overcrowded 2.4 2.4 7 4.1 2.3 6 .05%
Aide 2.5 2.6 6 3.4 2.8 7.5 nns
Rehab equipment 2.3 2.5 8 3.4 3.3 7.5 ns
* p/.05
** p/ .01
*%%p  .001

r = .96




’ e
TABLE o'Z"S

RANK-ORDERED MEAN SCORES OF SOCIAL WORKERS' PERCEPTIONS OF THEIR
ROLE INPORTANCE WITH TEAM MEMBERS IN DISCHARGE PLANNING, BY SETTING

(SCALE .0-9)
Team Member Setting
Hospital Hospice
(N=71) (N=15)
Mean SD R Mean SD R P
Nurses 7.0 1.7 -1 7.8 1.1 2 ns
Doctors 6.6 1.7 2 7.3 1.6 4.5 ns
Religious personnel 5.5 3.4 -8 9.1 6.7 1 L0l%*
Physical therapists 6.0 1.9 3 6.1 2.8 8 ns
" Aides 5.9 3.6 4 6.2 3.1 7 ns
Occupational therapist 5.6 2.9 6.5 7.3 2.6 4.5 ns
Volunteers 5.1 4.1 9 7.5 2.7 3 ns
Dieticians 5.7 3.2 5 5.8 3.0 10 ns
Speech therapists 5.6 3.3 6.5 7.0 2.4 6 ns
Administrators 4.6 3.5 10 6.0 2.5 9 ns
*%p L.Ol

r = -.04




TABLE «Qci

RANK-ORDERED MEAN SCORES OF SITUATIONS ENCOUNTERED IN
WORKING WITH TERMINAL PATIENTS, BY SETTING (SCALE 0-9)

Situation Setting
Hospital Hospice
(N=71) (N=15) _
Mean SD R . Mean SD R P
Lack of beds 6.9 2.1 1 7.8 1.2 1 ns
Condition changes 5.3 1.9 2.5 7.5 1.4 2 .001%*%%
Benefits 5.3 2.2 2.5 5.2 1.7~ 5 ns
Utilization review 4.8 2.4 4 5.5 2.7 3.5 ns
Limited cooperation 4.6 2.9 5 ; 4.6 2.8 6 ns
Physician decides 3.6 2.3 6 5.5 - 2.4 3.5 .0l%%
** p/( .01
#kkp £ 001

r= .60




CHAPTER 6

INTERVIEWS WITH SOCIAL WORKERS

This chapter will discuss'the interviews with 44 social workers,
51 percent of the sample. Of these 31 were hospital, and 13 were -
hospice workers. The goal of each  interview was to.e#plore the social
worker's feelings toward her work with termiﬁal patients and their
families, and gain an understanding of her personal way bf coping'
vith death and dying. Certain demographic data were obtained, in-
cluding experience-in social work and specifically with terminal
patients, membership in NASW, religion, and whether working with
terminal patients was a career ch§ice or a job assignment. Data were
also obtained on personal experiences with family o£ friends in terminal
illness, and locale of their death. Social workers' feelings about
their last terminal patient who went home or to an institufion upon
discharge were explored. In 'addition, the respondents reported what
they felt was the single most important factor that made for a good
discharge plan, and what was the deciding factor in disposition.
Finally the respondents d;scussed their concerns for .improving their
practice with terminal pétients ana their families in discharge
planning. |

Findings showed that all.respondents were female., Data in_;

Table 30 show that over 70 percent of social workers wbrked in social



work from one to six years, while 84 percent worked with terminal
patients from one to six years. This fiﬁding clearly indicates that
the sampie'ﬁzﬁ considerable experience working with terminal patients
and their families. Over 74 percent of the hospital workers, and
over 84_percent of the hospice workers, chose to work with terminal
patients. With regard to caseload, 80 percent of hospital workers
had a minority of terminal patients, while over 69 percent of hospice
had all terminal patients. Sixty-four percent of hospital workefs
belonged to NASW, while 53 percent of hospice were pembers._ One-half

of the hospital and one-half of the hospice respondents reported to

TABLE 3]

NUMBER OF YEARS WORKING IN SOCIAL WORK AND SPECIFICALLY WITH :
TERMINAL PATIENTS, REPORTED BY INTERVIEWED SOCIAL WORKERS (PERCENTAGE)

Number of .
Years In Social Work Terminal Patients
(N=44) (N=44)
Number of Percent Number of Percent
Social Workers . Of Sample Social Workers of Sample
1-3 14 31.8 25 56.8
4 - 6 17 38.7 12 27.3
7-9 6 . 13.6 3 6.8
10-12 4 9.1 3 6.8
13-15 3 6.8 1 2.3
Total A 100.0 44 100.0
Mean = 5,6 Mean = 4.2
SD = 3.6 SD = 2.8




be either Catholic or Protestant, and approximately one-half of the

workers in each group felt that their religion helped them cope with

death and dying.

On the whole, social workers felt the study concerns were -
"excellent" and "timely." One worker said that the study gave her
the opportunity to "really think" about the factors in discharge
planning which she had never clarified in terms of priorities. A
few workers questioned whether their last five terminal patients waé
a- representative ﬁumber; one worker felt she would have preferred
drawing from. her experience'with her last ten patients. One.hOSpital
respondent felt the questionnaire did not give adequate régard to
the "individualistic" ﬁaturg of discharge planning, in spite of the
open—-ended questions. OQver 79 percent of the social workers had no
trouble completing the questionnaire,

With regard to personal experience with family in terminal
illness, the findiﬁgs show that over 54 percent of the hospital
workers aﬁd 100 percent of the hespice workers repofted this experience,
Only 25 percent of,hospitél and 15 percent of hospice respondents had
experience with friends in terminal illness. These are very interesting
findings, The following personal situations were reported, and altﬁough
not statistical findings, they appear to warrant attention. These are
selected experiences which are generally representative of the inter;
view data. One hospice social worker described her experiences with
several family members whé died in hospitals or nursing homes. She
had been close with these relatives and felt '"deeply involved" with

them. She felt the institution did not support her relatives' needs



. 1 :
for "sustained emotional help” because of the restrictions in visit-

-ing hours, for exaﬁple.

Another social worker had experiences with her mother dying at
home from a long illness with cgﬁcer, and he¥'brother dying suddenly
from a heart attack. From her experiences, she highlighted hoﬁ
important open communication among the family ﬁembers is in coping
with the dying person at home. She felt that the faﬁily must honestly
acknowledge the prognosis. Also, she believed she and her family
needed bereavement couﬁseling, which thgy did not receive, to help
them cope with the grief and problem—solv;ng.tasks aséociated with
the sudden loss of her brother.

Another worker, wﬁose'spouse‘died in the hospital after a long
illness, claimed that.she had felt ve;y_ambivalent.about taking her
husbénd home because of the physical demands of his care.. She was
faced‘with either leaving:her job to care for him, which_ghe could
not accept.because of the emotional stress and the lack of necessary
_ income, or continuiﬁg'to work ;nd pay.priVately for ﬁome care which
would deplete her savings andlincome. Of all her concerns, com-
municating her feelings to her husband was her most difficult task.
Because she was a social worker, she was not "reached out" to and
sﬁffered without professional counseling. As a result, she and her
physician planned to keep her husband in the hospitél until he died.
She felt this experience had a profound effeet on her decision to work
in a hospice, because it taught her about the guilt and ambivalénce-

families go through with the dying patient. Working in a hospice

afforded. her the chance to be in an enviromment in which the patient



and the family were the unit of attention.

One hospice social worker described her experience with the
death of her 21 year old brother who died from lung cancer at home
ten years ago. She said ha was homé because the "family wanted him
there," but.the physical and emotional demands were a "big strain" on
‘the family. This worker also had experience-with an aunt who died
from congestive heart failure at home, and a érandfather who died
from leukemia at home. She stated that having the deaths at home’
brought the '"reality" closer and thus made it easier to cope with
the bereavement period.

Another hospice social worker. describéd a very personal story.
in which she was inspired to pursue work in a hospice. A close family
friend, a nun, became ill with breast cancer. When she was hospi;al—
ized and dyipg, she asked to speak with this worker, who, at the time,
was working in child welfare and not finding it rewarding. The
vorker began viéitiné the nun daily, and leafnedva great deal from
her about what dying persons needed. Shé carried this experience into
her search for work With_ﬁerminal batients, and translated it into-
working in a hospice. According to th1§ social_worker, thé.hospice
offers unlimited time with others, in contrast to the hospital where
time is regimented and parceled out.

The following typical illustrations came from hospital social
Workers.about their experiences with family in terminal illness.

One worker told of'her experience with her mother's death, Her
mother developed a rapidly growing bone cancer when this worker was a

teenager, and was soon hespitalized. As a result of medication, she



became lethargic and semi-comatose. She died in the hospital after
only a feﬁ months. The worker said the family was fearful of taking
her home and, due to her poor mediqal-condition, preferred that she
die in the'hospital. .

Another éociai worker claimed that her experiences with family
and friends, all of whom had died in the hospital, left her feeling
very "alone" with death. She felt that dying at home was a more
"personal" experience, and the deciding factor in.whether the dying
patieng goes home is the famiiy's ability to cope with the emotional
and physical demands.

‘A worker whose grandmother died at home.from cancer, said that
the family was helped by a community cancer organization that sup-
plemented aid to the cost of_a-home health aide, assisted in finding
an éppropriate aide, and offered weekly counseling during the terminal
period and following the death.

One social worker reported that a close aunt with cancer who
lived aloné in New Yo;k City,.waé'helped to die at home through the
efforts of a community cancer_?éency. Although tﬁe aunt did not need
financial assiétaﬁce, she did need support in arranging for the home
health aide, and she needed help With.bbtaininé transportation for
out—patient.chemothetapy and rehabilitative treatments.

Another social worker déscribed her grandmother's death in a
nursing home three-years ago. The family wanted to take her home, -
hut for lack of financiél resources to pay fo? a home health aide,
and adequéte space, could not do so.

One experience involved the worker's mother who died at home



from cancer. Thos mother was an active, alert, independent woman who
expressed strong-feelings'about going home from.the hospital. The
social worker described the emotional pain and reSpoﬁsibility of
caring for her mother, but felt-that-the experience brought the
family closer and helped them realize untapped sources of strength.

Another worker told.of her experience with the death of a male
friend who died at home from chronié renal disgasé. "He had been
cared for by hié sister who was a registered nufse. There was a
close and loving relationships between the siblings, and the sister
felt qualified and emotionally capable of coping with the physical
;ﬁd other st;éss.

These brief personal -accounts of experiences with fémily'and
friends in tefminal iliness highlight'éome of the key factors in
.discharge planning for the terminal patient. , The hospicé-workers
stressed the familj needs of arranging for home care, resolving
feelings of guilt and ambivalence toyard ;he dying patient, and
evaluating financial reSOurgés. Hospice workers felt that dying at
home wés preferable to dyingfin-the iﬁstitution,-provided the
faﬁily was given adéqﬁate'emoﬁionai-and concrete supportive services.'
during the terminal period and following the death. Generally the
experiences did mot speak of the multi-disciplinary feam efforts in
discharge planning of af the inbut and involvemgnt of the medical
staff with the pafients'or fgmilies. - The sole exception was the
mutual decision‘by a physiciaﬁ and a .wife to-#eep her husband in tﬁe
hospital until he diéd. HOSpice'sdcial workers emphasized the

availability of time and personnel, as notable features of their



programs.

Hospital social workers also underscored the needs that fam-
ilies have in discharge planning. Mgny respondents felt that the
family's ability to cope was the.deciding factor in disposition.
Hospital workeré stressed the: importance of community resources in
providing financial assistance and counseling. Tranéportation was
mentioned as an important need of those patients who lived a;ohe
and required,qut—patient treatﬁents. Also noted as imbortant
factors. in dischdarge planning Qere the patient's desire to return
home and resume familiél an& social roles, the medical condition
of the patient and how it might affect the familf's ability to plan
for home or institution, conditions of the home enviromment, such
as lack of space, and financial resdurces of tﬁe patient and family.

Social workers usé coéing'stra;egies in ;heir work Witﬁ-términal
'patients and f;milies,which-are'the_sum total of their pers&nality,
character, experiences, and professional trai;ing. Harper . (1977)
postulated that these coping mechanisms are adaptive.and observéble
through behavior and verbal expfession. Hérper conceﬁtualized five
stages of coping behavior which were based on the length of time
: so;ial workers worked with terminal patients. The researcher found .
that coping strategies af social workers sgemgd related to factors
other'than length of time at their job. Adaptivé coping behavior was
assﬁmed from verbal expressions indicating fgelings of competence
with their job, affectipn-tow;rd-the_patient énd/or family, comﬁassion,-
self-awareness,.and-acceptange of death and loss. Maladaptive coping

behavior was assumed from verbal expressions indicating intellectuali-



zation and anxiet&, feelings of guilt, frustration, depneésion, and
pain.

In discdssing their feelings toward their last terminal patient
who went home or to an institution upon-discharge, the -social workers
made some interesting observations. Social workers felt competent
an& helpful with patients ‘and families who were open and honest
about the prognosis. The workers felt competent when patients went
home, rather than to an institution. They expressed empathy toward
families'who were struggling to cope with taking the patient home.

On the contrary, social workers felt sadness, frﬁétration and guilt
toward the patients and families when institution was the final
discharge plan.:_They also felt frustration with unedoperétiVe
faﬁilies, unresponsive or unrealistic:patiénts, and’ inadequate
financial resources.

The following illustrations indicate the predominate: feelings
of the social'ﬁorkers-toward their lést terminal patient who went
home or to an institution updn discharge.

One worker felt she did a "good job" whenever the family took
the patient home., S$She said that when discharge was to an “institution,.
she felt "very sorry" for the families because the patients. died
.soon after the transfer.

One hospice worker felt'"very glad" her patient went home,
because he "reaily wante& to_go home." With another patient, this
wprke£ felt "sorrow" because the nursing.ho;eioffered the patienf
lower quality of care than the ﬁospital. The worker felt "resignéd"

to a less than adequate plan.



Another worker described a situation in which she felt competent-
as a member of the ﬁediéal team in discharge planning. Her patient
was very frightened of going héme and needed reassurance from the
family. The medical team, through teaching of_patienf management,
enabled the family to decide to take the patient home, which was the
support the family needed. The family was then able to reassure the.
patient about his care at home. The worker contributed her psycho-
-sociﬁl assessment of patien£ and family dynamics and treatment plan
for continued counselihg_at home through a ;oﬁmunity agency.

Several social workers reported that they felt "alienated" and
"minimally involved' with patients who.were semli-alert. In these
situations they tried to help the families.resolve guilt toward
placement and obtdain the best possible nutsing'home. They &ere.
frustrated when the families were fesistant to planning for placement.

One respondent said she felt she did a competent job when she
helped a patient go to.a.hosPiceL. Although the family wanted to
take fhe patient home, they lived in a rural area thag had in-
adequate supﬁort-systems for home caxe.' The faqily also did not have
adequate financial resources to pay for home -care or the space for
special equipment.. The patient was confused, and had various nursing
needs for pain control, mgdication, and rehabilitative needs for
physical therapy. As a result, the worker arranged for transfer to
a hospice in another state that was geegraphically close 'to thélfamily.
The family was aﬁle to visit and stay over at the hosPice;

Another Wbrker felt she did a "poor" job when she transferred a

patient to a.nursing,home that she knew was '"dirty...where patients



were not well cared for." But the family insisted on this particular
facility for reasons of proximity and familjarity with another family
who had used it.

One social worker described a situation involving a man with
terminal lung cancer, who denied his illnéss, and whose wife was
very hostile and dependent on him. The worker felt frustrated
because both refused éounseling-in the community. This same worker
felt competent when she helped a family resolve théir gullt toward
placement of an elderly grandfather whom the family could not take
care of.

One worker expressed ''sadness and discouragement" when her
patients were transferred to nursing homes. -éhe felt she was

"fulfilling a fear that dying patients have  about being abandoned.”

With her last patient who went home, this worker felt "frustrated

at the barrier" between her and the patient and family. Both the
patient and family were denying the prognosis, and this bothered the
worker although she fecognized that they needed the denial to cope.

Another social worker ‘said that going to an institution meant

"going there to die." -‘She admitted she felt "angry" at patients

who were "demanding'™ and played the "sick role." She tried to refer
patients and familiés to private therapists in the community for
counseling, and she acknowledged the great need for bereavement

counseling.

——— ’

\;%j7 A hospital social worker described her affection for an elderly

woman who went to an institution, despite her desire .to go home.:

Because of inadequate financial resources and the persuasion of her



doctor who feared her being alone in her small apartment since she
had no family, she was transferred to a "high quality" nursing home.
The social worker felt "fortunate" that a bed in this nursing home
opened up at the time the patient was ready for discharge. She
stated she was "happy to have met her (the patient),'" because the
patient had the "courage" to speak openly about her feelings.

toward dying. The workér felt the physician did not "trust” the
community reéources which might have enabled the woman to go home.

To summarize the personal feelings of social workers toward
their last terminél patient, the researcher found that positive
feelings of competence, empathy, compassion,.and helpfulness were
associated with the following factors: patients and families who
' wére realistic and communicative about their feelings-towar& the
.i1llness and prognosis; patients who strongely desired to go homej; .
‘families who desired to také the patient home; and adequate finénéial

resourcés. Social workers also reactéd.positively when tﬁeré was |
appropriate_input_f;om the medical team in discharge plans to home,
.since they viewed the:institﬁtion as a place to die élone and un-
wanted . Negativeapersoﬂal feelings of frustration, depression, guilt,
and sadness were associated with the-following.factofs: inadequate,
low quality nursing homes; patients and families who were unrealistic
.and uncqoperative in.pianﬁing; discharge.plans'which were not in = .
acéordance with the patient's wishes; inadequate financial resources;
lack of community support systems; and memberé of the'medical team

who were resistant to collaboration and preferred to acf unilaterally

with the patient or family,



Social workers were asked what they felt was the main factor
involved in discharge planning for the terminal patient, and, later
in the interview, %hat they believéd was the'deciding factor in the
decision of home or institution. The researcher wanted to explore
respandentsl attitudes on possible differences or similarities
Begwéén the two factors. Data in Table 3i show that interviewed
sbciairworkers considered the following factors to be rel#tively
equally important in discharge planning: patients' needs upon
discharge; financial resources of patient and/or family; patient's
desire to go home; and family's ability to cope. These findings
support the earlier ones in Table 11. However, over 54 perceﬁt of
workers felt that the family's ability to cope decided the discharge
plan in the direction of home or institutién, as shown in Table-Sé..
As pre&iqusly demonstrated (Tablé 11}, this factor was found to be
one of the three main factors in discharge planning. Apparently
social workers fglt the family, and not the-patiént, was instrumental
in deciding .the disposition. In fact, the patient's desire to go

home was not considered a deciding factor at all., Only 27 percent

of workers reported that the patients' needs influenced the decision:

of disposition. Even the interviewed hospice social workers did not

feel the patient's desire to go home was the deciding factor.
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‘ ‘TABLE /...

DECIDING FACTOR IN DISCHARGE PLAN TO HOME OR INSTITUTION,
REPORTED BY INTERVIEWED SOCIAL WORKERS (PERCENTAGE)

ca—

. Number of Percent
Eactor Social Workers Of Sample
Family's ability to cope ' . _24 54.5
Patient's needs upon discharge 12° 27.3
Financial resources of .
patient and/or family . . 6 13.6
Family's needs upon discharge 1 : 2.3
lRecommendatiOn of M.D. 1 2.3
Total : 44 100.0

TABLE 7 |

THE MAIN FACTOR INVOLVED IN DISCHARGE PLANNING, REPORTED
BY INTERVIEWED SOCIAL WORKERS (PERCENTAGE)

Number Of Percent

Factor Social Workers- Of Sample
Patients' needs upon discharge 11 - 25.0
Financial resources of patient _

and/or family ' 10 22.7
Patient's desire to go home ' 9 20.5
Family's ability to cope 9 : 20.5
Availability of community _
. resources _' 2 4.5
Cooperation of M.D. ' 2 4.5
Family's needs upon dischafge 1 © 2.3




Practice Concerns:

Social workers had a number of concerns about their practice
of diséhafge planning with terﬁinal patients and their families.
One issue repeatedly voiced was that of speaking openly to .patients
and families about the illness and prognosis, The workers admitted
their own anxiety about thgjsuﬁject of death and dying, and
questioned how they could talk honestly- to their'patienté when they
AOubted the patiénts were ever told of their terminal illness by
their physicians. Findings indicate that over 52 percent of the
total sample of éqcial workers felt they did not know generally
when their patients were informed of.their prognosis, as shown in
Table 32. Whep'ingerviéwed, most workers claimed they did not feel
that their patienfs were evér informed of their prognosis by the
; physician. Patients' denial was unlikely, since data in Table 34l
show that over 55 percent of-the:total sample of social workefs felt "
their patients knew they were t;rﬁinal over one month. That dying
patients h;ve an awareness of their cqndition; regardless of being
told, has been supported by the literature (West, 1980; Glaser and
Straus, 1956; and others)." What emerges then is a situation in
which the ébcial worker's personal anxiety about Aiscussing death and
dying is compounded by her doubts about the patients' actual-knowledge.
Consequently, patients may,suffer from guilt and depression in the
need to talk about their feelings about dying. Comments by one social
worker reflect.this éoncern and are quoted éé follows:

"Sometimes you doﬂ'f'know if the patients were told fheif

- prognosis, despite the fact that the doctors say they were
told. Some doctors cannot say the word 'cancer' and they



are too fearful of telling the patient the prognosis. ‘Some
patients, of course, deny, even though they have been told
the truth. How does one talk to patients who are dying?
Takling—cues from the patient is difficult enough, especially
if you are not sure they have been told."

TABLE ;3;3

ASSIGNMENT OF CASE IN RELATION TO WHEN TERMINAL PATIENTS ARE
INFORMED OF PROGNOSIS, REPORTED BY SOCIAL WORKERS (PERCENTAGE)

Number of Percent
Time Assigned Social Workers Of Sample
Two or more weeks before 8 : 9.3
One to two weeks before _ 5 5.8
Less than one week before 5 : 5.8
Usﬁally the same day 3 3.5
Two or more weeks after - 10 ' 11.6
One to two weeks after | 3 3.5
Less than one week after | 7 8.1
Do not know generally 45 52.3

Total 86 100.0




TABLE O (f

LENGTH OF TIME PATIENTS KNEW THEY WERE TERMINAL,
REPORTED BY SOCIAL WORKERS (PERCENTAGE)

_ Number of Percent
Time Social Workers Of Sample
Less than oné week _ 7.- ' 8.1
Less than two weeks 12 14.0
Less than one month 19 22.1
Over one month .ig- : 55.8
Total 86 100.0

Social workers believed that, on the whole, families had more
difficulty communicating their fears and needs than the terminal
patients. Families wére often receptive to social service inter-
vention; but were "tired, emotionally and physically, when it came
" to interacting with the patient,'" according to one social worgér.
Consequently, this worker noted, patients frequently "die alone."
Another social worker cautioned against fércing patients into_stages,
such as anger or acceptance, in order to help familieé-talk to.them_
about dying. She noted that patients may express denial and.ac—.
ceptance in the same conversation, and must be allowed to cope with
these feelings at their own pace. Naturally social workers have
great difficulty discussing death ahd dying with the patients and
families in the facé of contradictory messages. Oﬁe worker.remarked

that in discharge planning, patients who dehy their illness are more



resistant to planning for young children. When this happens the
worker t;igi_to elicit heip from a realiétic family member. When
denial is ;he major defense of both the patient and family, dis-
charge planning bécomeé "problematic," according -to one worker,
because."they (patients and families) get angry when appropriate
responsibilities are not assumed, such as financial matters."
Several social workers claimed that patients and families

who were communicating openly in the hospital, ekperienced great
difficulty maintaining this level of'mutual closeness at home.
One worker explained.this phenomena and is duoted as follows:

The hospital offers a proteétive environment for the patient

and his family. The attitude in the hospital is that there

is always something more that can be done. When the patient

is home, the truth will shock him and his family, that

nothing more can be done. When this occurs, there is great

withdrawal and despair on both sides. - _ :

Social workers felt thaf families are.difficult to predict

in.térms of how they will éope with the patient at home. Some
families, who did not cope ﬁell with minor crises in the past, some-
how rally together to help the dying member. -The assessment of the.
past medical and psychiatric history is important however. Omne |
worker mnoted that if depregsion had been a dynamic in the:patient
or family functioning in the past, chances of it recuring during
the termipal period were excellent. Several workers remarked that
-gometimes patients and families who have been the most productive
and educated, seem to become the most depre;séd and despairing.

The workers speculated that, perhaps, they suffered the most losses,

of pe0ple,-places and things. Workers noted that health insurance,



such as Medicare and private group and commercial insurance, does not
. ) T
adequately cover the costs of home care. Middle-class families are
more likely to take the terminal patient home, since placement

would completely deplete their.savings. But the cost to thé-famiiy
in terms of the physical.and emotional demands is enormous, according
to the respondents.

Another issue of consideration to social workers in their
practice is their relationship with the members of the medical team.
Social workers expressed the need for more collaboration with
physicians, nurses and rehabilitation therapists during discharge
planning, for two reasons. They wanted to increase their under-
standing of the other pfofessional points of view, and allow them—
selves the opportunity to ventilate their more subjective anxieties
and hopes about patients and families. Comments reflecting these
sentiments are quoted as follows:

I feel anxious when I have to visit a dying patient for

the first time. Once a relationship is established, I will
visit often...Many professionals I see, doctors, nurses and
therapists, tend to avoid dying patients and only go in -
when they have to--right before discharge. I would like the
chance to talk to them dbout our fears on a regular basis.
Many times the patient will only listen to the doctor when
it comes to discharge planning, because of the trust and
confidence he has in him. I would like to be able to talk
with -doctors about how and why patients perceive them in
certain ways. '

I find that the doctors say little about the dying in the
staff conferences. They (doctors) like their patients to
receive rehab, because then they can avoid dealing with any
‘discussion about the illness and prognosis. They can just

ask the patients how they are doing in rehab.

Some patients just want to be left alone, rather than undergo
aggressive physical and occupational therapy. Why can't



the rehab therapists respect this right to die in their own
way?

The researcher intended 'to interview hospice social workers in

order to explore similarities and differences in their practice
. with terminal patients with hospital workers. Noteworthy examples
of the unique features of hospice care were cited by the workers
and are quoted as follows: |

The hospice orientation sees the patient as "“dying," whereas
the hospital sees the patient as "diseased."

Hospice staff carry around the open admission that the
patients are going to die. The orientation is to let people
die the way they want. There. are no heroic measures or
machines. In the teaching hospitals especially, the doctors
"can't let patients die,'" so they concentrate on the heroic
measures at. the expense of the patient and his family.

Because hospice orientation is very patient and family
centered, an important role for the social worker is in

_ advocacy, that is, dealing with organizations and the
"system" of the hospital.

Hospice care provides "continuity of care" for the patient
and family. For example, the staff visits the patient in
the nursing home.

Hospice philosophy helps the family to depend more on the
staff. For example, there 1s counseling done by team members
from various disciplines, with the.patient and family, around
issues of the transition from hospital to home,

By having staff available 24 hours a day, the family is given
the reassuring feeling of a strong support system, which
frequently is what they need to help mobilize themselves to
arrange for home care.

Hospice pays careful attention to top. quality physical care,
which is the stage on which other services are managed.

. . Our hospice program offers '"respite care," in which the patient
is readmitted from home to the hospital, under hospice

- authorization, for a short period, like a weekend, in order to
give the family some relief.

Hospice workers emphasized the_ﬁereavement counseling they



perform weekly, in individual -and group sessioms in the hospital.
One problem they encountered was reimbursement for bereavement
counseling. Health insurance does not cover this service, so that

several hospices had to rely on privéte funds and several depended

on monies from church groups and private foundations.

Gaps in Service:

Social workers identified four major éreas of gaps in services
to terminal patients and families.in the process of diséharge plan-~
ning. The first was the need to develop more community resources
to provide financial, psychological, and social aid to patients and
families. There is a lack of high quality nursing. homes, social
agéncies tha; deal with the. problems of the dying and not only
those patients with cancer, and éther types of facilities; such as
intermediate care, day programs, and réhabilitative programs, for
the dying who are-ambulafory and want to live their femainiqg.time
productively and meaningfully. More study is needed of hospice.
services and how their orientation can be translated into medical
social work practice in acute care hospitals. There is a need to
help patients and families understand the policies and procedures
" of the Medicaid and Medicare systems of health insurance, so that,
in crisis, they know what services they are entitled to and. what
benefits they should apply for. Social workers did not feel well
versed in the knbwlgdge of legislation and fegulations affecting
discharge planning, such as Medicare and Medicaid coverage for home

care or placement.



The second gap in service was follow-up care. Both hospital
and hospice social workers recognized the importance of beréavement
counseli;g. Yet the former group rarely offered it, In connection
with this, was the need for more training in "feaching out" and
"crisis techniques™ to help patients and faﬁilies. Social workers
cited their lack of skill in helping the family of a patient dying
in the emergency room, for.example. They claimed that this type
of sifuation offered the least medical information and the most
critical panic reactions in the family. Hospital social workers
expressed the need for time to make follow—ﬁp home visits, when there
is doubt about the accommodation of the home environment to meet
the patients' needs, |

The third gap in sexvice was defined as the need to learn.mpre
about the coping mgchanisms used.by the terminal patient and-the
family; Social workers éxpfessed their desire fo know more about the
psychodynamics of the procéss'of dying and how it affects the patient -
and family during the decisioﬁ-making of. discharge planning.

Finally, the last area of service -that the social workers felt
deserved attention was interdisciplinary relationships. Wbrkers'
expressed the need for new ways of sharing personal and professional
feellngs and perspectives with members of the medical team. 1In
terms of counseling the patient and family, social workers felt the
professional lines of who could offer what, were quite fuzzy. The
need was highlighted foﬁ greater infut from the medical team in
pre~discharge coﬁferences with the patient and family to diSCuss and

teach patient management.



CHAPTER 7

SUMMARY AND SIGNIFICANCE OF FINDINGS

This chapter will summarize the probiem and methodology of this
study and discuss the signifitancg of the findings with regard to the
preseﬁt social, economic, and political climate in this country re-
lating to health care. 1Issues of practicé for social work with .
term;nal patients and their families-will'be addressed, and areas for
further fesearch will bg recommende&.':

* This research was compieted'at'a'time"wheﬁ éqqi;1 work wés be-
éoming sensitive to fhe needs and_prob;éﬁs of.the £e;mina11y.iii'and
tﬁeir families, and the service of dischérgé pléﬁping'ﬁas Comiﬁg to
the forefront of the health caFe-f;eldu :This Qas dpé in par;.tdlthg'
effo;té of.sta;e-and federal 1egislato¥s who éﬁrove;to ;chievé éoét—
'éffegtivéness, :égulafion of the qﬁalityiéf“pééiént é;ré; and effi-
cient bed utilization.. Several areas 6f_concérﬁ aBout the ﬁature_of
se?vices to terminal patients and familieé'ha&é been raise& in~the
‘study'and many questions remain unanswered, éuch as the cost benefits
of hospice care in relation to home, nursing home, or hospital care,
the relationship of modern and sophisticated medical technélogy to the
protection of the dignity of the dying patient, and the formulation
of sténd#rdS'for terminal care, whether carried out iﬁ the hospital,

home, hospice, or nursing facility. Discharge planning -has become



increasingly recognized as a critical segment of patient care. In the
face of curremt retrenchment, however, its future is uncertain.

One inescapable fact is that health care expenditures are éscalat—
ing at a tremendous rate. In the year ending September 1980, the
Federal government spent over $60 billion for personal health care,
.financing about 29 percent of all personal health care. Expenditures
for personal health care include: hospital care, professional
sefvices, drugs and supplies, eyeglasses and appliances, and nﬁrsing‘
home care. Prices of personal health care goods and services were
10.7 percent higﬁer than in the previous year. The National Hospital
Input Price Index, which is a measure of the prices of goods and
services used by hosbitals in. the provision of.care, was 11.6 percent
higher th;n.in-19§9. The ﬂational Nursing Home Input Price Ipdex
was 9.9 percent higher than in 1979 (. * ), Accofding to the U.S.
Department of Health and Human Services,.éxpenditures for hospitalh_.:
care'accounfed for the largest portion of the ﬁealth care dollar,

40.2 percent-in 1979. Second was physicians'jservices, 19.1 pereent;
third was nursing home care, 8.4 percent; and fourth was drugs and
supplies, 8.0 percent (ﬁealth-United States, 1980). Thus, any dis-
cussion of alternate health care modelé, including. those for the
terminally ill, will surely be examined in terms of its potential
costs.

One of the most significant influences on discharge planning has
been the Profeésional Standards- Review Org;ni;atipn (PSRQ) legislation
of 1977, which was designed as a regulatory mechanism to regulate and

control the rise in hospital costs. It created physician-run



utilization review committees to continually review the appropriate-=
ness of admission and 1éng£h of hospitél stays éf.évery Medicare and
Medicaid-fa;ient. Review of cases took place concurrently with the
patient receiving care. These committees had final authority to
grant or deny payment for care rendered to federally supported
patients under Medicare'and Medicaid, PSROs were developed to reduce
the length of stays in short-term, acute care hospitals and supérvise
the overall quality of care given by physicians and other medical-an&
ancillary personnel. In 1977, the Health Care Financing Administration
(HCFA) was created to bring Medicare, Medicaid, and PSROs together
under a single administrator.

Studies of the Medicare portion of the PSRO program.by the Health
Care Financing Administration for the years 1977 and 1978.indic5te a
1.5 to 2 percent reduction in the days of hospitalizgtion for the
country as'a_whoie. Thus far,-nd.evaluation.bf the impact of PSRO.
review on Medicaid has béen possible,:and asseéssing. the effects of
PSROs on quality of‘p;tient care has been difficult.. Tentative
conclusions seem to be that tﬁe influence of PSROs on Medicare and
Medicaid expenditures will have little more than é slight effect on
health care costs. The measure of the PSRO benefits over the tradi-
tional utilization-review systems is not known, s;nce the cost-benéfits
of the traditional system are not: known. The policy question appears
‘to be whether the PSBOS are more or less effective and more or less
. ‘expensive than the programs they replaced. Siﬁce costs of health
caré are expected to continue to rise, the need for monitoring and

accounting for the expenditures will continue. The Reagan



administration has proposed to eliminate 40 to 60 PSROs in 1981,
another 60 in 1982, and the remainder by the end of 1983 (Smits, 1981).
This slow phasing out of PSROs in bound to have effects on discharge
planning services in acute care hospitals.

One of the ways in which social workers are pressured by utili-
zation review in discharge planning is in the need for specific and
clear documentation in the patient}s medical chart of the reasons
for continued stay. ‘Patients ﬁay be awaiting a ﬁursing home bed or
.approval for home health care. In addition, the utilization re-
viewer and PSRO committee have the respoﬁsibility to deterﬁine the
required level of care for patients. For example, once a terminal
patient no longer neéds acute medical care as stated by his physician
and the PSRO representative, the éocial worker must assess whether
the patient is eligible-for the Medicare-covered level of skilled
nursing home care or skilled home care services and Aiscuss these
alternatives with patient and family..'Frequently; families do not
understand the role that PSRO plays in determ;ning the level of care
~ for appropriate discharge plénning, and £hey'tearfully implore the
social worker to keep the pafient in the hospital because he is.#oo
i1l to leave. Both social workers and utilization ;eviewers may
interpret the need for continuity_of care to patients and families,
and therefore, a cobperative relationship between these two pro-
fessional disciplines is necessary.

For this study, the investigator undertook to describe the
‘parameters of discharge plans for. terminal patients by collecting

data about discharge planning from two settings: the acute care



hospital and the hospice unit within an existing hospital. QOb-
jectives were to examine, with empirical data, those factors al-
ready sugé;;éed in the iiterature which were included in discharge
planning, to_specify the relative importance that social workers
gave to various factors in the formulation of discharge plans for
terminal patients, to compare discharge planning as between hsopital
and hospice settings, and finally to formulate hypotheses about the
discharge planning process which may be tested in future research.

The method was an exploratory—desériptive survey whose respondents
were social workers in-hospiqals and hospices; selected because Qf
their experience with terminal patients and their families in the
process of discharge planning. The sample qu the comparative groups.
was stratified and purposive and selected in two'stages. Hospitals
and hospices were chosen in the first stage, and social workers in the
second. Hospitals and hQépices were ;hosen which allowed for.the'
variable of home vs. institution in their discharge plans for the
terminal patignt. pata were collected through the use of a questiodn-
naire that sought to measure clusters of factors relating to the
patient, the family, and the enviromment and a follow-up telephone
interview, directed by'a guide, that sought to obtain personal data on
additional variables not listed in the questionnaire. 'The.telephone
interview was used on a sub-sample of hospital and hospice social
workers., The questionnaire collected quantitative data, whereas the
interview secured responses which were analyzed qualiﬁatively. The
findings were reported and discussed acébrding to the fgllowing areas:

the parameters of discharge plans; comparison of hospital and hospice



social workers; -and results of the interviews,

With regard to the impact of PSRO on discharge_planning, findings
from the research shoﬁ that, although over ope-third of all social
workers felt pressured by utilization review for patient discharge
-before .an appropriate discharge plan had been»formuléted, most social
workers, both hospital and hospice, did not consider working with
administration to be an integral part of discharge planning. An
appropriate discharge plan means that the important needs of the
patient and family, and dimensions of the.home environment and
community resources, are best adapted to the plan. Interviewed
social workers offered an example of this type of situation. On
- occasion a physician will refer a patient for discharge planning at
the time he/she is medically ready for discharge. Usually the
request is for concrete service, such as transportation arrangements
or order for special equipment. These concrete plans may take.some
"time to resolve, while utilization review presses for immediate
discharge. |

PSRO requires that Medicare and Medicaid patients ﬁe screened for
potential discharge plannin- neéds usually within the.first three
days following admission. This requirémént appears to have had a
pdsitive impact on discharge planning, since the majority of social
wofkers felt that earlier intervention would result in adequate time
‘'with which to acéomplish the tasks necessary for effective planning.
Findings indicate that the overwhelming majority of social workers
felt that timing of referral played.a part in discharge planning

(86 %Z). Interviews substantiated this finding and elicited the opinion



that earlier referral had a decide& effect on shortening the length
of hospital stay. Workers felt that early intervention generally
prevented patient hospitalizétion which e#tended beyond the need for
acute medical-care, because complex discharge planning needs and
problems were ideﬁtified'and fesolved sooner, Intefviews revealed
that the méjority of hospital social workers in the study relied on
the traditional patient referral from h-alth personnel, as opposed
to their own independent case-finding. Hospice ﬁorkgrs relied on
both methods of referral. ' In this respect, timing of referral be-
came timing of 1nterveﬁtion, since the workers began their assess-
ment. as soon as they received the referral. |

Findings .show that ﬁhe majority of ail social workers reported
that patient referral came between 3.and 14 days after admission,
regardless of disposition outcome. One-third of all_workexs reported _
that referral came within the first two days after'a&m;ssion, re-
gardless of disposition. Terminal patients who went home or to an
institution upon diécharge_generally had fhe same length of stay,
from two weeks to over one month. The implication from this finding'
is thaF patients who were dischérged to nursing homes had not over-
stayed their hospitalization, despite the fact that over 83 percent of
all social workeré recognized a lack in available nursing home beds.

Thus, earlier patieﬁt referral may result in adequate time to apply
to nursing homes.and wait for an approPriate_bed, or to plan for
home care and help the family_pesolve their an#ietiés and .ambivalence,.
Earlier referral appears to be one prerequisite for a "successful"

discharge plan.



The review of standards in discharge planning is also one of the
purposes of the Joint Commission on the Acreditation of Hospitals
(JCAH) , which recognizes that social work has the major responsibility
within this area. The Joint Commission believes that high standards
of quality should be maintained in view of :egula£ory pressures and
mandates for cost contaimment. Like PSRO, the Joint Commission seeks
to mitigate the readmission or the over-utilization of hospital beds
because of social factors. The Joint Commission also sets standard; _
for utilization review committees, one of the primary ones being the
need for early discharge planning éo that continuity of care.is
assured into the community. Standards for social work include the
need for adequate documentation in the patient's medical record of
social service interventions, and the development of quality control ;.
menchanisms. The Commission requires that social work departmenté
iﬁ hospitals make the ;ommittment to quality assurance of its services
by.developing ﬁays to measure the performance of discharge planning
activities, such as qnéoing reviews, retrospective reviews, and the
determination of specific criteria to. be used in reaching goals and
objectives. Whatever the fate of the PSRQs, the Joint Commission
expects to maintain its regulatory role in supervising the quality
control of discharge planning.

Effective discharge planning works to reduce the costs of medical
care by insuring that patients receive those suppbrtive professional
services they need to adequately function in ghe community. Discharge
planning seeES-tq offer the patient alternatives for health care,

which allows them more control over their 1ives and respects their



right to decide what kind of health care progréms are best suited to
their particular needs. For terminal patients and their faﬁilies,
discharge planning involves planning for the maintenance fo the
patient at home with community health and social support systems,
or planning for placement of the patient in a skilled nursing facility
.with the proviéions for custodial or skilled nursing, rehabilitative
and other services. A ghird alternative, hospic;, can also be
" considered. There are no simple answers as to which alternative 1is
"best" for terminal patients and families. What must be accepted in
discharge planning is that critical consideration of all factors
relating to the patient, family, and enviromment, must be undertaken
before a meaningful plan can be formulated. In order to practice in
accord with the principle of indiv;dualization, social work must avoid
the dangef of blanket acceptance of one or another type of plan.

0f the sample oflsocial-workers in the présent study, at least
three of their last five terminal patieﬁts.went home upon dischargé.'
(74 %Z). The patient's desire to go home was considered to be one of
the three main factors in dischérge planning by beth hospital and
hospice social workers (47%Z). 1In interQiews, wvorkers. expressed
positive feelings toward their work.when patients strongly desired to . -
go home, and families were able to cope with taking them home . -When
the disposition was home, workers felt more competent in their inter-
ventions. They seemed to identify with their patients in perceiving
home as a place that was familiar and supportive, and clearly the
préfefred place to die. Since the evidéﬁce suggests that more

patients are going home and social workers may be biased in favor of



this directibn, it is important to explore under what circumstances
home can best meet the needs of both patient and family.

In home health care, the health care services which are provided
for the patient in the home come from several professional disciplines,
including medicine, nursing, rehabilitation therapy, social work and
psychiatry. OQther services can include nutrition and income main-
tenance, aﬁa training in the use of medical equipment and supplies.
Usually special equipment can be sécured through the hospital, health
care agency, or private rental or. purchase agencies. Assessment éf
the kinds of suéportive equipment and evaluation of- the costs is
iﬁportant in setting up a planned program for home care, Additional
areas of concern may include delivery services for drugs and the use
of volunteers in helping the patient -and familf_cope‘with the isola- .
tiqn and restrictions caused.by severe illness. Volunteefs can pro-
‘vide transportation for patienfs and families needing rides to clinics,
hospitals, or other resources in.the community. Homemakexrs and
nurses" aides function as companions for the elderly and persons who
live alone, and assist in household chores. Public and private
community agencies, such as the American.Red Cross, Cancer Care, the
American Cancer Society, the Visiting Nurse Association, veterans
organizations, and others, may provide help with counseling, trans-
portation, nutrition, income supplements, and equipment.

Findings indiéate that the majority of all social workers felt
terminal patients upon discharge need nursing services (90%) counseling
around dé;th and dying (29%), and assistahce with obtaining medical

equipment (37%). These findings imply that patients are going home,



since discharge to a nursing home.would preclude planning for nursing
services and -equipment. Social workers whose 5 6ut of 5 referenced
;ases went homé, reported that their patients had sigﬁificapt need

of physicians' services, nursing services  (less than 40 hours per
week), and rehabilitation services. Moréover, the ovér@helming '
majority of social workers felt that the terminal patient who lived
alone was the most vulnerable in discharge planning (86%). Thus
planning and coordinating community resources would seem to be of
utmoét importance for patients living alone. Findings point to the
need for attention to patients-whollive alone in apartments without
-elevators-o; in private homes with steps and stairs. Wofkers gave
evidence of sensitivity to home conditions, such as the availability
of-tranéportation for the patient and family, the geographic location
of the home in relation to medical facilities, the existence of
adequate cooking facilities, and temperature control. implying that
they realize_the patients'.needs for independénce, competénce, and
mobility inside and outside the homg. ‘Not every home is physically
well-suited to accommodate the terminal-patiént, and this assessment
must be made prior to the decision of disposition.

'Planning for home care requires that the soical worker evaluate
the financialhresouréeé of both patient and famiiy, and this was
emphasized by over one-half of ail workers involved in discharge .
planning -(512)‘.' Over 74 percent of ‘all workers reported that the -most.
important financial condition for the patient and family was having
Medicare and Medicaid insurance. Private insﬁrénce and private funds

were not considered important factors in planning by the hospital



workers, although hospice respondents considered them to be very import-
ant (66%Z). In interviews, the workefs claimed that they; as well as
patients and families, needed more knowledge about Medicaid and
Medicare benefits. In dischargé planning, they said, families are
frquently intimidated by the complexities of the eligibility re-
quirements and confused by the terms used to designate those services
for which they are covered. They often feel that the terminal patient
islas i1l as anyone can be, #nd therefore entitled to receive all
services. Good financial planhing reéuires easy access to a community
directory of resources, and an understanding of the services they can
gnd cannot provide.

Current Medicare and Medicaid regulations which affect discharge
planning for terminal patients and thei¥ families are described in
Appendixes I and J, respectiyely. The cost of Medicare benefits fér
home care has beenlgrow;qg almost 30 percent a year.' The proposed
1983 federal budget would require Medicare beneficiaries to pay 5
percent "coinsurance" for home health services.- Now home health care
visits by professioﬁéls are "free and uﬁlimiteq" under provisions of
the Omnibus Reconciliation Act.- The Omﬁibus Reconciliation Act of
1980 has made significant changes in certain home health benefits under
Medicare (Appendix I). (New York Times, Febrpary 7, 1982)7

In an effort to contrel costs, the Administration budget proposals
for 1983 call for a “cap" or ceiling, piaced_op Medicaid. Some
thirt?:programs.of health‘and-social'services-would be consolidated
into block grants'for distribption-to the states. Community health

centers, maternal and child health programs, p:ogfams:related to



rehabilitation services and ¢ther health care services-wouid all go
into block grants, under the headings of preventive health services
and health service grants. Prior to the distribution of funds to
the states, the level of'current expenditures would be reduced 25
percent, Also, the 1983 federal budget Qould reduce the "matching
rate" at which it assists states on spending for optional services
and certain beneficiaries. .Optional services include prescription
drugs, eyeglasses and dental care. ihe Administration inten&s to
offer legislation requiring that Medicaid recepients pay at least
$1 for each visit to a physician and at least $1 for each day in the
hospital. (New York Times,. February 7, 1982).

There are many policy questions thaf Congress will-have to re-
solve.about the plQCK‘grants, such as the basis for allocation of
funds, accountability requirements of states, definitipns of eli-
gibility; and sténdards for minimum services offered by states, |
.before they are fully understood and accepted. Advantages to the.
states are the authority and the money to degignate priorities for
those services they feel are importént to .health care. However, the
states are not pleased with the 25 percent cut in funds, nor the cap
on Medicaid. The seeming effect that these proposals will have on
the consumers of home health care under Medicaid is that there will
be fewer resources available fof a variety of health services.
Findings from the research show tﬁat social workers felt the three
principal factors considered in discharge planning were the patient's
desire to return home (47%), the‘family‘s desire to have patient home

(44%), and financial resources (51%). However, any decision-making



for home care must now take into account the potential cutback in funds
to community resources, which in the past served to support terminal
and chroniéall& 111 patients and their families in the community.

An alternative to‘home_in discharge planning for terminal
patients is the institutional setting, séécificaliy the skilled nurs-
ing home. Interviews with social workers indicated that they felt:

-sadness, guilt and frustration when their pafients weré transferred
to nursing homes. They seemed to identify with their patients in
‘perceiving the institution as a place to-die alone and uhwantedf
Workers_aléo questioned the quality of care the nursing homes pro-
vided. Findings show that over one—half.of all social workers felt
that families needed. help with nursing home applications during dis-
charge planning (76%), and almost'éne;half felt that families needed
counseliné around death and dying (41%). The implied ambivalence of
families toward placement was supporﬁgd-by the finding that over one-
" half of all workers reported working with families whose attitude
toward the patient was reflected in.the phrase, "I can'‘t put her away,"
an expression of guilt and ambivalence. Social workers and families
appear to view nursing homes in. a negative 1ight. This may be under- -
standable in view of the problems aésociated with. nursing home care

in recent years that have been brquéht to public attention. These
problems involve characteristics such as depersonalization,'poor
nursing .care, inferior quality_nutriﬁion, rehqb;litatign and other
services, and social and psychological isolation. The vast majority

of nursing home residents are elderly and many homes refuse to accept

ybunger patients. This policy creates -extreme hardships for the younger



terminal patients who need placement in a skilled institutional setting.
Nursing homes would seem inappropriate for them for social and emotional
reasons. Families-are oftén forced by necessity to take these pafients
“home and endure the financial and psychological drain.

Eighty-three percent. of all social workers in the study reportedf
a lack of appropriate extended care beds.in community nursing homes.
This finding supports previous research (Schrager et al., 1978). Over
one-half of all workers found that their patients! medicai.condition
changed over the course of admission (52%) . With terminal patients,
this. change usually means deterioration, as interviews confirmed, so
that planning for ﬁursing home becomes a necessary option even 1f the
original plan was for home care. Findings also show that workers
wefe sensitive to patients' need fo; a nursing home that was geégraphi-
cally closé to the family.

of the various. problems associated with nursing home care, one:
that is_Particularly damaging 1is the lack of reéognition paid to the
needs of the severly ill elderly person who may not be technically
terminal in a striét mediéal sense, but who is slowly dying in a
depersonalized and routinized setting. (Loeser et al., 198i).  At the
1981 wWhite House Conferencé oh_Aging, the majority of participants
voiced concern over the two alternatives to hospital caf;, home and
iﬁstitution. They spoke of the difficult and expensive burden of
caring at home for severely-and chronically ill spodses and parents,
and they.ciﬁed the economic threat posed by admission te -a nursing home.
(pampion, 1982);- Economic ‘threat is a major problem for terminal

patients, who frequently require "custodial".care in a skilled ﬁursing



facility, which Medicare does not cover. Thus, they and their families
are forced 'to pay privately until they become eligible for Medicaid.
Custodial care has nevér been specificélly defined, as noted by

several federal and 'state court decisioms. The cost éf_care in
skilled'nurSing'hémes'runs from $700 to $1600 per month and is a .sub-
stantial financial burden on termiﬁal patients and. their families
(Loeser et al., 1981). Interviews with social workers revealed that
most middle-class f;milies preferred to take the terminal patient home
bécause they could not affﬁrd the nursiﬂg Home.

Because of the proposals to cut Medicaid costs, the future for
Medicaid reimbursemenf for nursing home care is uncertain at the
present time. In the fiscal year 1978, 46 percent of the nursing
home bill or $7.2 billion was paid for by Medicaid. This increasingly
massive outlay of public monies, coupled with the discontent over the
quality of care found in nursing'héme facilities, has made this al- _
ternativé for long or short-term care a critical issﬁe for the Health.
Care Financing Aﬂminiétratiqn (Compfroller General's Report to the
Congress of the United States, November 26, 1979).% In:addition to cost~
. contaimment controls over Medicaid nursing home expenditureé, the 1983
federal budget proposes that states may reéuire,the children of élderly
persons to contribute to the.cost of nursing home care under Medicaid
.(Néw York Times, February 7, 1982).. If this proposal becomes a.
.feality, families of terminal patients are certain to enduré greater

fiﬁancial hardships.

*Entering a Nursing Home-~Costly Implications' for Medicaid and the Elderly
/ .



Thus, the proposed cutbacks in Medicare and Medicaid reim-
bursement moneis for home care services and nursing home.care will
create similar kinds of financial hardships. for terminal patients and
their families. The existence'of fewer community support systems to
help defray the costs of homemakers, for example, may require family
members to leave their jobs and take on these roles themselves, at
the expense of their iIincome and their emotional stability. Patients
and families mgy'have to pay privately for special equipment, drugs
and supplies, which were formerly covered under Medicare and Medicaid.
In terms of formulating discharge plans to nursing'homes, patients
and families may have to accept and shoulder greater financial re-
sponsibility for the costs. This, no doubt, will place a strain on

family equilibrium and realtionships.

" Hospice

Hospice care has been a rééponse.to-the.inadequacigs-of the-ﬁbs—
pital system of terminal care. Critics of the ho;pitél orientation
_ pointed out the unnecessary prolongation of life, ineffective control
of pain and other.symptoms, lack of emotional support for patients
and familieé, and fragmented ga:égi&ing responsibilities, as problems
that must Eé corrected in order to make the dying process as com-
fortable as possible. As a result, hoséice care was developed in this
.couﬁtry as an ihnovative approacﬁ to offer a compréhensive program of
palliative care to dying patients and their families. Rather then
rely on heroic measures with machines or treatments, hospice allows

for the end of life in a dignified and natural way. Hospice believes



in multidisciplinary services to meet the total needs of the patient
and family. The definition of medical team is enlarged to include
volunteers, clergy, and community persons.

Hospice attempts';o give fulfillment and satisfaction to each
remaining day by the individualized relief of physical symbtoms, and
the focus on the patient and family as the unit of attention. The
foréﬁost concern of hospice is fhe quality, not the quantity of life.
Very often medical science cannot érediét how much time a patient
has remaining, and, at best, those predictions are crude. Hospice
brings a dimension of respect for the individuality of the pﬁtient
and family which adds to the quality of life. Rather than define
terminal patients as a homogeneous group; hospice views them in terms
ﬁf their individual attitudes toward their illness, their needs upon
discharge, and their desire to live in the style to which they are
accustomed until they die. Hospice also regards the families' needs
for emotional suépgrt.during-the pre- and post-death grief peri;ds
vith utmost importance.

Findings from this research indicate that almost one-half of all
social workers reported tﬁat their patients felt guilt. about their
anticipatéd déath during discharge planning (47%)-.- Hospice Qorkers
-were significantly more likely than hospital wo:kers to consider the
following patient attitudes: acceptance; guilt; denial; withdrawal;
and isolation. Hospice workers seemed ‘to pegggive their patients as
more'accepting of prognosis, while hospital workers saw their patients
as more hopeful. The contrasting philosophical orientation of the fwo

settings may account for these differences. The findings suggest that



patients need to talk about their feelings toward their illness and
prognosis, especially feelings of guilt about being a burden on their
family, because this has a bearing on discharge planning. Whatever
the disposition plan, home or institution, terminal patients will
probably feel that they are a financial or emtoional burden on their
families.
-With reéard to the needs of the family, hospice social workers

. were significantly more likely than hospital workers to consider the
fdllowing needs in discharge plann;ng: counse;ing_around death and
dying; medical equipment; physicians' ser&ices; nursing (less than 40
hours per week); special diet; assistance with obtaining medication;
and help with private insurance. These findings may mean that-hoséice_
workers individualize their patients and families more than hospital
workers, or that the hospice workers express bias towards home care.
‘Hospice workers were also significantly more likely than hospital
workérs to take into account the family attitude of leaving the
decision of disposition to the patient. In interviews, hospice workers
favored discharge plans to home; whicﬁ may also account for ﬁhe finding
that they weré.significantly'moré likely than hospital workers to
consider the importance of the patiénts' home conditions in discharge
planning.

| .Zimmerman (1981) describes how soqial.work'duties differ for
hospice and non-hospice social workers. He c}aims tbaf hospice
vorkers demonstrate. a special interest in working with dying persomns, .
motivated in part by their ‘personal experiences. Findings from inter—

views with hospice workers confirm this hypdfhesis. The workers



stated.that their experience with their own families and terminal ill-
nesses motivated them to work in hosp}ce programs,

" There are several key areas of concern which pose gbstacles to
the financial viability and the public and professional acceptance of
hospice care. The first is the issue of cost and reimbursement., The
determination of costs and reimbursement of services should begin
with a plan for standards of.caref The National Hospice Organization -
has produced a guide for such standards, but its relationship with
the Joint. Commission on Accreditation of Hospitéls needs further
clarification in order to strengthen the accreditation .process as it.
relates to the quality of care for the terminally ill.

Policy makers in the legislatures and the insurance companies
éré currently addressing the following questions: Is the care of the
terminally iil important, or should financial resqurces be directed
toward curative and rehabilitative medicine? If the services of
tefminal.care are important, which serﬁices should be reimbursed. and
at what level? . Given the various models of hospice care-=-the free~
standing facility, the hospital-based unit, and the home cé.re program—-
what type of qn—ganiéationai fcrﬁat should terminal care take in order
to be eligible for reimbursement? How do costs differ for hospice
care and traditional medical cafe farlterminal patients? Zimmerman
(1981) analyzed costs -0of the Church Hospital Hospice in 1979 and
found that patients' expenses were $174 per day and $1,920.per ad-
mission, in contra;t.to'the_expenses of patient; under, ggneral médical—-
surgical care, $345 per day and $3,431 per admission.

Presently third party payors (primarily the federal goveinment.



and Blue Cross) are not making any committments to reimbursement until
the cost of hospice care and its impact on the cost of health care in
géneral are evaluated. Thus far hospice has survived through the
generousity of foundations, individual donations and federal grants.
Osterweis and Champagne (1979) believe that if hospices could replace
or substitute for acute ca?e hospital beds, they would then be able
to demonstrate their cosf saving benefits. Theilr rationale is that
hospital reimbursement by third-party payors is based on a formula
which takes account of the number of beds, not the occupancy rate, in
order to determine allowahble costs._ If ‘occupancy is low, the allow-
able costs are merely shared by fewer peoplée; hence the systems costs
remain approximately the same and.each-patient_or his third-party
payor ‘pays morgf' If hospitals were convinéed of the wvalue of con-
verting unused or acute care beds or hospital wings into long-term
or hospice units, lower level staffing and chéapef allowable costs
would result, thus_achieving a reduction.in the total number of acute
care beds and the conversion of excess beds to less expeﬁsive uses.
Osterweis and Champagne (1979’ believe that if acute care beds were
.p:operly filled with patients requiring acute medical care, and not
 with terminal patients who could benefit from hospice care, then
hospice would have an effect on legitimizing necessary hospital costs
by removing patients requiring lower level care. |

Under present reimburgement formula, hospitals receive no pay-
ment for some of the important nonrmedical-serQices'that are vital to
hospice care, such as bereavement counseling, overnight family visits,

and the serving of alcoholic drinks to patients without physicians'



orders. Strictly medical services are reimburseable in pa*t. Hospice
hospital-based programs are paid for inpatient care in the same fashion
as they would be for inpatients-receiving non-hospice terminal care.
However, for outpatients reimbursement is very limited and many

patients do not have any home care provisions in their insurance.
Findings from this research show that hospice workers were significantly
more likely than hospital workers to take into account the financial
conditions of private funds and private insurance for patients énd
families. This means that hospice workers pay a lot of attention to
private funds to cover the costs of their services.

In 1979 and 1980 demonstration projects were initiated by the
federal govermment and Blue Cross to asséss the costs of hospice
programs. The Health Care Financing Administration sponsored a
project to experimeﬁt with waivers on some of the restrictions on
reimbursement for home care, but the results of such studies are not
yet known.* Hospice advoéates raise two significant concerns related
to these issues. Tﬁey fear that standards.for reimbursemeng and
accreditation. may impede the diversity and innovation of the hospice
philosophy, and they forsee that once hospicg care becomes reimburseable,
the potential for expleitation will grow, despite the high level of
altruism émong its existing personnel. Hospice leade;s feel that it is
important that the initiative for setting and enforcing standards remain

with those in the field of:-hospice care, rather than in the hands of

*Present cutbacks on expenditures related to health care will no doubt
- be felt among hospice programs, especially funds for demonstration
projects. )



govermment agencies. They do not want to jepordize the committment to
high quality of care to which hospice is pledged (Zimmerman, 1981).
Another area of consideration of hospice advocates is the re-
lationship between hospice care and traditional medical care of the
'terminally i11. There are many fgrms this relationship could take; at
one extreme hospice.could become a totally separate system of care
independent of the rest of the health care field., The danger of this
form would be hospice as a cult-like phenomena. At the other extreme
hospice could become completely amalgamated into general medical care,
as its philosophy and precepts become understood and practiced by the
medical and health care pfofessionals. Realistically, the relation-
ship will most likely. take a middle form, since care of the terminally
i1l can. fit into the traditional medical system with certain features
réquiring that it be a speciélty. For example, there are many
physicians who do not wish to be responsible for their patients once
they have reached the terminal stage in.their disease. At that point,
hospice physicians can take over (Zimmerman, 1981). Also, hospice
.philosophy has critics who view it as an easy way to euthanasia. The
rapid advance in medical téchnology over the past two decades has
raised serious queétions about patient autonomy and the right to die
with dignity. Both legislatures and the courts have attempted to
clarify-these issues. Many states have enacted laws frbviding for
"living wills" - legal documents that give patignté the right to
refuse heroic measures for .their cafe when in a "terminal" éondition-
(Jackson and Youhgner; 1979). Responses to these questions have come

from the fields of medicine, religion, law, the press, and the public.



Hospice advocates feel that their program does not support euthanasia
because it actively treats the dying persons' needs for physical com-
fort and pain control, and dying with dignity and peace of mind (Cohen,

1979).

Implications for Practice

Findings from the research and interviews with sociél workers
demonstrate sevéral meaningful implications for pracfice. -One of the
key areas in discharge planning discussed was the féle of the medical
team. The rationale for the team, in which interprofessional inter-
action.involves a variety of disciplines, is that the amount of know-
ledge needed for problemridentification and problem-solving on the
individual and family levels is so great, that no one profession can
Aevelop the range of expertise required. The social worker works
closely with the physicians, nurse, rehabilitatiOn.therapists and
others in tﬁree stages of the discharge plann%ng-process.-

In the.first stage, followiné patient referral or indeéendent
case~screening, the social worker gathers iﬁformation from members of
the team in order to do a comprehensive assessment of the patient's
medical condition. She must understand, from the physician, the nature
of the 1llness, the course of treatment, effects of'treatment,on
functioning, the course of the illnéss, and the prognosis. Further-
more, the social worker will want to know what the physician has told
the patient and family. From the nurse, the social worker explofes
the patient’s physical and emotional functioning on a day to day

basis, the nature of his contact with his family in the evening, and

I3



his attitudes toward his medical care and treatment. From individual
and group contacts with the patient and family, the social worker con-
tinues her assessment of the past history, and .current attitudes,
feelings and coping mechanisms toward the ﬁospitalization. Areas
needing problem-~solving are identified. Rehabilitation therapists
offer the social worker the evaluation of the patient's functional
abilities related to post-hospital needs upon discharge. Through the
sharing of.professional information by those.involved in medicine,
.ﬁnrsing, rehabilitation, dietary, technical services, volunteers and
others, a solid foundation can emerge fof the second.stage, plaﬁning
for disposition and identification of services.
At the-same time ;he social worker is counseling the patient

and fémily around their adjust@ent to the hoép;talization and their
.needs upon discharge, she is helping them‘clarify where the patient
will go upon discharge. The input from the medical team is most
necessary, since it is the patient and family who will ultimgtely
decide the plan they wish to follow, based on their knowledge of
available options and resources. Once'the decision is made on where
the patient will go, and a tentative discharge date is set, the third:
éﬁage of moﬁilization, coordination, and implementation begins. In
this stage, team members can include community resource persons invélved_
with home care or institutional servicés. The social worker works
with the coping strengths of the patient and family to mobilize theﬁ
toward the objectiVes.' Usually the most comprehensive mechagism for
achieving the input of all team members is the pre-discharge conference.

At this meeting, all appropriate team members participate to discuss



the working plans, perceived obstacles, and re-evaluation of goals if
necessary. The optimal conference includes the patient and family.

Findings show that the majority of all social workers felt that
doctors (91%) and physical therapists (54%) were important team
members in discharge planning. Hospice workers were significantly
more likely than hospital workers to consider religious personnel as
important team members. Hospice éorkers also introduced spiritual

.needs of patients as important in discharge planning. Limited co-
operation of medical staff in necessary papérwork was not found to be
notable in discharge planning, refuting previous research (Schrager
et al., 1978). Workers recognized the patient and family as es-
sential team membérs, especially in the pre-discharge conference.
Also included in collaboration were community persons and social
work supervisors.

Findings indicate that dieticians were largely left out of team
interaction in discharge planning. Social workers must_reqognize
that the majority of'terminal.patients will require a.therapeutic
diet when they leave the'hospital. Cancer patients especially will
have problems with nausea, vomiting, taste.alteratioﬁs, and intoler-
ances for -specific foods that interfere with their ability to eat.
Diet affects the pat;entFS emotional, social and physical responses
to his environment, so that nutritional care is significant in dis-
charge planning. Involvement of the family is imperative if the

'patient is going home, since issues of diet, ééthpds of food prepara-

tion, costs of foods, and adequate substitutions, must be realistically

discussed prior to discharge.



In the interviews, social workers reported minimal involvement
of physicians in communicating openly with patients and families about
the illness and prognosis. They voiced concern that their anxieties
about discussing issues of death and dying with the patient, were
heightened by physicians who did not tell their patients the prognosis.
Workers felt the need to communicate more directly and honestly with
phyéicians about talking to terminal patients. They sensed the
physiciaps' avoidance with them, the patient, and.the family, which
added to their frustration. Although reluctant to discuss serious
illness and terminal care, physicians were cooperative in doing the
necessary paperwork for'applications to nursing homes and home care
services.

One area which social workers underscored in working with the
medical team was teaching patiqnt_management to the family. In view
of the economic pressurés associated with the decision of home or
institution, it would seem crﬁcial for the team to instruct the
family on the care of the patient in order for them to decide
whether they could manage the patient at_hbme; According to the
social wbrkers, the teaching of patient management to families, prior
to the pre-discharge conference, was at best sporadic and unstructured.-

'Ideally the definition of the medical team should be broadened -
to include all persons as is warranted by the individual case. The
scope of discharge planning is so complex-tha; any number of com-
muﬁity and hospital persons may be called in to assist in the assess-
mént, planning, mobilization, coordination, .and implementation tasks.

Larger collaborative groups could exist, composed of profeésionals,



administrators, service persoﬁnel, such as techni;ians and pharmacy,

" yolunteers, clergy, énd community officials, to pool their knwoledge
and resources.. Commuriity persons could even include siénificant

people in the patient and family's home enviromment, such as empléyers,
friends, and neighbors. No contribution from anyone associated with
the patient or family'should be undereétimated.

‘Interviews with social workers illustrated that they felt
positively about.their work with terminal patients and their families
when patients and families were open and honest ahout the illness and
prognosis, and patients wére realistic about dying. When these con-
ditions existed, the workers felt more competent in their interven-
tions and more helpful and empathic with the patients and families.
Workers, on the other hand, expressed feelings of sadness, frustra-
tion and.guilt when'patieﬁts were not alert, families were uncoopera-
tive with planning and unrealistic about the prognosis, discharge
plans were-not in accordance with the patient's wishes, and financial
resources were Inadequate to support the plan.

In order to work successfully with terminal patients and their
families, social workers need certain insights and t:aining. Courses
on dying and bereavement should be routinely taught in schools of .
sodial work, and be a part of in-service education in health-related
work seﬁtings. The aim of education is to help social work practi-
tioners deveiop self-awareness of their personal feelings and attitudes
tdward death_and'dying, so that they are able go listen more feeely
to the needs of the terminal patients and families (Milner, 1980).

Social workers must be acquainted with the range of coping behavioers



manifested by patients and families under severe stress. Patterns of
family communication must be recognized and.understood in terms of
their implications for discharge planning. Social workers should
learn the techniques of "reaching out" and "crisis treatment" to work
with those patients and families who are hot immediately amenable to
discharge planning or counseling.

Discharge planning means that the patient will probably leave
the hospital much different than when he was admitted and may not
return to the same place. The family will undergo serious emotional;
economic, soical, and perhaps, physical changes as well. The adapta- 1
tion process to these anticipated éhanges will naturally be slow, and
procrastination 1Is expected. 'quilies show reluctance to discharge
planning and implementation because an acceptance means acceptance of
the irreversible nature of the illnéss. Guilt and ambiva;ence; aris-
ing from anger toward the patient ‘and his illness, may further deter
this acéeptance for discharge planning. Anything that represents a
drastic change, asiterminal illness does, is a crisis, and, as such,
arouses strong emotional reactions. . For social.work.practice, this
poses an important implication. When intervention occurs early in
the admission, there is mbre time to build suppor;ive and productive
relationships with the patient and.family. Counseling around. death
and dying and marital and family counséling should be available as
soon as possible after admission, so that compunication amorig patient
and family members does not turn into avoidance and rejection.

This research identified a gap in bereavement services'to families

of hospitalized terminal patients. -Although recognized by the hospice
4



workers, it seemgd overlooked by the hpspital'workers, both as a
defined social work responsibility and a hospital responsibility.

The need for bereavement counseling raises questions for palicy .
makers and practitioners, such as:. Should the community agencies

do the counseling? What are the identifiable conditions that indicate
the need for intervention by the hospitgl social worker? Is there a
particular point at which intervention is more effective, and re-
ceptivity to_such help greater? Who will pay for this service, in
view of proposed cutbacks in funds to community agencies and health

" insurance payors?

Bereavement requires that family members go through a complex.
readjustment in the transference of roles, redistribution of tasks,
and steps toward resumption of normal, daily living. Studies on
bereavement point to problems in morbidity and mortality, effepts éf
family bfeakdown on pareﬁt-child relationships, and ‘adult maladjust-
ment. This ample evidence stresses the need for social work inter-
yention. .This intervention should come early in the admission in -
the form-of anticipatory grief work, Becduse the need to-anticipaté
death is not generally acceptable, socially and culturally, families
have been deprived of this opportunity to mourn for the inevitable
and imminent loss. For many families, the actual death increases
their vulnerability at a point when their emotioﬁal, social, and
financial resources are most depleted and ;heir'capacity for coping
is most stréined. Physicians oriented taward "gureﬂ and "hope" may -
be doing an injustice to the tefminal patient and hig family. 1In

this regard, hospice transmits a more accepting attitude toward death



and dying, and recognizes the importance of anticipatory grief work.
Families in the crisis of terminal illness need impartial and ob-
jective guidance to help theﬁ cope with the terminal stage an&
eventual death, and prepare them for the circumstances, whether home
or institution, the patient will be living with until his death.
The findings indicate certain attitudes of patients toward their

’ progﬁosis that require empathy and cdnsideratibn by social workers.
During discharge planning, patients express anxiety about. leaving
the protective hospital environment where their care is supervised
24 hours a day. They fear receiving inadequate care on the optsidé.
Patients who are discharged to nursing homes, espécially,'need re—-
assurance. It is probably very difficult for social workers to
offer this reassurance if they themselves doubt the quality of care in
the insti;utions. When pétients feel that their families know how to
manage tﬁem, they are less fegfful of going'ﬁome, and - feel less guilt
about being a burden. Also, during discharge planning patients expfess
the desire to maximize their independent functioning in order to feel
they are still "living."

| Perhaps one of the most-ﬁressing implicatiqns for practice, in
light of the current-public-and political concerns over cosf-contain—
ment, the quality of health care services, and the proposed ;hanges in
the delivery of hea;th_care services, is the need for soical work
practitioners who work with terminal patients_apd their families to
systematically review local, state, and-federal :egulgtions that will
affect discha_rée pianning. Review should _inc.:lude a thorough knowledge

of the governmental agencies that design and disseminate these



regulations and legislation, and focus on the'impact of this legisla-
tion on the patient and family. Workers should address the'systéms

of accountability required by govermmental and accreditation organiza-
tions. Constraints and sanctions that detract or support éffective
discharge planning should be recognized and approaches for meéting

the regulations without sacrificing comprehensive, quality service,
should be de&eloped.

From research findings and interviews with social workers, the
following guidelines were developed  to conceptualize the features of a
successful discharge plan. These features should be part of effective
social work practice in discharge planning with terminalnpa;ients and
their families.

A. Dimensions of the Social Worker Components:

(1) There is eérly referral, whether by independent case-finding
or by refergal from medical team.

(2) Plan is not finalized prematurely due to pressure f;om
utilization réview, medical staff, patieﬁt or family.

(3) Cooperative and close collaboration e#ists between social
worker and members of the medical team. Definition of who 1is part of
the team is broadened to include community persons and émhers-as the
case warrants.

(4) Medical staff is cooperative in the necessary paperwork.

(5) The -opportunity exists for adequate supervision and training
in techniques of "reaching out" and crisis’inte%ventign. Social worker
feels free to discuss her personal feelings about death and dying with

supervisors and colleagues.



(6) Social worker has a thorough knowledge of all governmental

legislation and regulations affecting discharge planning.

B. Dimensions of the Patient Components:

(1) Patient's attitude toward dying reflects a desire to cope
realistically with discharge -planning.

(2) The majority of patient's needs are met by the discharge
plan.

(3) Patient's financial resources support the plan, and he
understands the benefits and limitations of his health insurance.

(4) Patient feels that his family has learned how to manage him
if he is going home.

(5) Patient understands the alte;nativeé of home or iﬁstitution
in decision-making for dispésition and feels assisted by the social

worker to plan appropriately.

C. Dimensions of the Famiiy'Components:

(1) The majority of the family's needs are met by the dischage
plan, espggially for follow-up services.

(2) Family's financial resources support the plan, and they
understand the benefits and limitations of their health insurance.

"(3) Family receives adequate teaching from medical team on
patient management.

(4). Family understands the alternatives of home or institution
in decision-making for dispositioﬁ and feels assisted by the social

worker to plan appropriately.



D. Dimensions of the Patient and Family Components:

(1) Patient and family are in agreement on where the patient will
go upon discharge.
(2) Patient and family communicate with their physician about

the illness and prognosis.

E. Dimensions of the Environment Components:

(1) Patient's home is evaluated to accommodate him at home.
(2) Patients who live alone receive careful assessment of com-
munity resources to assess whether their services can make home care

feasible.

Recommendations for Further Research

Because of the 1imitéd sampie and the fact that all hospital
data was restricted'to Missouri, the fin&ings are not generalizable
to all hospital social workers. More rigorous research is needed with
patients and families in different.settings in order to move from
knowing social work attitudes and self-reports to actual knowlgdgé
about what social workers are doing in discharge planning. The
methddology ﬁnd instruments developed here can be readily adapted to
other healﬁh.care settings in which discharge planning takes place.
The instruments can he applied to discharge planning for dialysis,
cardiac, neurological and other patients with life-threatening illness.
They can be used systematically by social_agepcies,_nursing homes,
hospitals, and clinics for the purpése of expléring the parameters of
discharge planning. | |

Qne direction for future research can be the construction of



follow-up studies to explore the extent to Which~pqsthéspita1 needs

of terminal patients and families are met subsequent to discharge.

The most meaningful method for follow-up assessment would seem to be
personal interviews with patients and/or families. Time intervals
cquld be utilized ranging from one week, one month, and six months
following discharge. Berkman (1980Q) dévelOped a methodology for
assessing the outcome Sf services given by social workers in hospitals
using the Berkman-Rehr Classification of Psychosocial Problems and
Outcomes. Berkman's study tested whether the Classification system,
when used by hospital social workers who had comparable training in
the criteria of contracting with their clients on the problems to

be dealt with during social work intervention, would givé a valid
representation of problems andIOutcomés of intervention. Both social
workers' and clients'-judgments of probiems dealt with and outcomes of
intervention were recorde@. The study assumed that clients could be
used as a source for making valid assessments when looking at problems
and outcomes, Outcomes were looked at in terms of the accessibility
and adequacy of resources offered in relation to the problems. The
study employed thé use of the instrument and follow-up telephone iﬁter—
views. OQutcomes were assessed on two levels: whether resources for
which clients were referred were adequate, and whether'the problems
‘agreed to by social worker and client were changed in a positive
direction. The use of this Classification system with larger samples
of terminal patients and their families can lead to the collection of
data on profiles of patients' -and families' needs in relation to

outcomes of discharge planning., More knowledge is needed on the



relationship among problems in discharge planning, intervention
methods, and outcomes.

Another area for critical investigation ié community resources.
Since knowledge of and referral to agencies is an integral part of
discharge planning, it would seem important to examine the limitations
and gaps in services .provided by these resources. Certain community
services may be unavailable, or there may be long walting lists,
inadequate funding, or have limited personnel. Are there services and
programs for chromically ill patients in-the_hpme.and in the institu-
tion that are unavailable to terminal patients?

Many issues relating to hospice programs need further study.
What will be the effects of proposed cutbacks in health care ex-
penditures on the availability and sefvices-of hpséice programs?
Are hospices more'cost-effective than traditional methods of terminal
care? Do patients with different terﬁinal diseases benefit from
different models of hospice care, such as the home care model or the
free-standing facility? What are the roles and functions of the
medical team members in the different hospice models?

New models of discharge planning must be developed by social
g workefs, if the social work profession wants:to take a leadership
psoition in the continuity of care of hospital gervices, In view of
the current economic and political realities in this country regard-
- ing health care, social workers must learn skills for formulating an
.audit, monitoring the accountabilit}, and reviewing the efficiency and

quality of services 6f a discharge planning program.



GLOSSARY!

Ancillary Services: HosPitai or other inpatient health

program, services other than room and board, and professional
services., They may include x-ray, drug, laboratory, or other
services not separately itemized, but whose specific content can

be quite variable.

‘Attending Physician: The physician legally responsible for
the care of the pafient in.the hospital.

Benefit: In insurance, a sum of money provided fér certéin
types of loss or covered services. Bengfits méy be paid directly
to the insured or to ofhers who render the services.

Death: The cessation of life; defined by physicians as a
total s£0ppage of thé circulation of the blood, and a céssation of
the animal and vital functions thereon, such as respiration,
pulsation, etc., For legai pdrposes,'a human body_with irreversible
cessation of total brainlfunction shall, according to cuétomary.
standards of medical pfactice, be considered dead.

Discharge Plan: A written statement by the social worker that

tells where the patient will go upon discharge. The plan consists

of an .assessment of the patient's and family's psychodynamics and

1Definitions of terms are taken from'A" DisCursive ‘Dictionary of
Health Care, 94th Congress, 2nd Session (thhington D,C.: .U,S.
Govermment Printing Office, 1976)




needs upon discharge, an evaluation of the home conditions and
financial resources, and a treatment plan that lists and explains
the coordination an& implementation of hospital and community
resources designed to meet the pétient's and family's needs for
continuit& of care.? |

Dying: In the case of progressive terminal illness, the end
of 1life. The last few months of life are generally regarded as the

period of dying.

Extended Care Facility (ECF): A generic term used to -describe

a.skilled nursing home facility. Medicare coverage is limited to
100 days of posthospital extended care services during any episode
of illness. Medicaid benefits are not liﬁited in this way.

‘Home Health Agency: An agency that provides home health care.

To be certified under Medicare, an agency must provide skilled
nursing seryices, at least one additiomnal theraéeﬁtic service
(physical, speech, or occupationﬁl therapy) , medical sociai.servicés,
or home health aide services, |

'HOme'ﬁeaith'Care: Health services provided by a home health

agency  or other community puBlic or-pfivéte_agency to the patient in
the home. These services may include: nursing; rehabilitation
therapy; homemaker; and social. services.

" ‘Homemaker Services: Nommedical support services to patients

at home. These may include:  personal care_aﬁd hygiene; meal

preparation; light housekeeping, etc. These services are not covered

2Definition is by the author.



- by Medicare or Medicaid, but may be included in the social service
programs developed by the states under Title XX of the Social
Security Act. These services aré intended to maintain independent
living and normal family life.

Hospice: A progfam that provides'palliativé and supportive
care for terminal patients and their familiesg The patient and the
family aré the unit of care, and support for the family extends
through the bereavement period. Emphasis ié placed on symptom control
and preparation for the eventual death.

Hospital: An institution whose primary function is to provide
inpatient services, diagnostic and therapeutic, for_a variety_of
medical conditions, both surgical and nonsurgical. Most community
hospitals are acute care, short-term, and:nonprofit.

Inpatient: A patient who has been admitted at least overnight
to a hospital or other-health facilify for the purpose.of receiving
diagnostic, treatment, or other health-serﬁices. ‘

Medical Team: Those persons responsible for the care and.

treatment of the patient during his hospitalization. They include:"
professionals; paramedical personnel; administrétion; and community
persons.

Paramedical Persomnel: Those health personnel who are not.

professionals. - They include: .medical techanicians; aides; record
keepers; nutritionists; and others.

Nursing Homes: A wide range of institutions that provide

various levels of nursing care for people, who for various reasons

cannot return homeé. - Nursing homes can include skilled nursing



facilities and intermediate care facilities. In Missouri, the latter
does not exist, The level of care relates to the degree of in-
capacity to care for oneself in ambulation and activities of daily
living, an@ the degree to which skilied'nursing services are needed..

Rehabilitation Therapists: Those professional persons who are

specially trained in the principles and practices of neurophysio-
logy and biomechanics to assist patients in using special exercises,
assistive devices and equipment. .They include: physical, speech
and occupational therapists, speci;lty nufses; éhyéiatrists, and
others, who work to relieve pain, restore maximum function, an&

prevent disability following disease, injury or loss of a bodily part.

Utilization Review (Professional'Standards'RevieWﬂOrganization?:
A review committee mandated by legislation--Amendment to the Social
Security Act of 1972--whose purpose is to determine the necessity
for each patieht'édmission, the adequacy and relevance of medical
services provided, and to insurg that patients are discharged with
appropriafe follow-up plans. The committee reviews medical records.
to emnsure that hospitals are admitting_and keeping patients for
legitimate and décumented reasons.

Terminal Patient: A patient who has a terminal illness.

Terminal Illness: An incurable condition caused by injury,

disease, or illness that, regardless of the apﬁlication'of life-
sustaining procedures, will, according to reasonable medical judgment,

produce death within a given, though unpredictable, period of time.
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APPENDIX A

List of Acute Care Hospitals Used In Study

Hospital Number of Social Workers
1. Barnes Hospital 7
2. Jewish Hospital ’ 4
3. County Hospital ' 1
4, City Hospital . | 3
5. Missouri Baptisf Hospital 2
6. St. John's Mercy Hospital : ' 4
7. Firmin de Loge Hospital 5
8. Lutheran Hosﬁital ' 1
9. Deaconnéss Hospital 3
10. Compton Hill Medical Center o 6
12. St. Anthony's Medical Cenger 1
13. Lindell Hospital ' ' 8
14, St. Luke's Hospital. 1
15. St. Mary's Health Center E 8
16, St. Joseph Hospital of St. Charles 8
17, University Qf Missouri Medical 5

Center at Columbia 8



APPENDIX B

List of Hospice Programs Used In Study

Hospice ' Number of Social Workers
1. E1 €ajon Hospice 2

El Cajon Valley Hospital
El Cajon, Califormnia

2. Lutheran Hbspital Hospice 2
Continuing Care Unit
St. Louis, Missouri

3. St. Luke's Hospice ' 2
' St. Luke's Hospital
St. Louis, Missouri

4. Albert Einstein College Hospital 2
Hospice Unit
Bronx, New York

I
5. Parkwood Hospice~ _ 2
Parkwood Community Hospital
Canoga Park, California

6. Pinecrest Life Acceptance Unit : 2
Pinecrest Hospital
Santa Barbara, California

7. Methodist Hospice Unit 2
Methodist Hospital
Indianapolis, Indiana °

8. Forbes Health System-Hospice : 1
Pittsburgh, Pennsylvania



APPENDIX C

Letter to the Directors of Social Work Departments In
The Acute Care Hospitals

Mrs. Heidi Mandel .
8671 01d Bonhomme Rd.
University City, Mo. 63132

Date
Name of Director of Social Work. Department
Name of Hospital
Address
bear Name of Director
With regard to our telephone conversation on I

am writing to enlist your help in a research project that I am
engaged in for my doctoral dissertation at the Columbia University
School of Social Work.

The purpose of this study is to discover the kinds of factors
social workers take into account when they formulate discharge plans
for the terminal patient. Also, I wish to derive a better under-
standing of the discharge planning process. I am aware that social
workers on your staff may be called upon to construct discharge plans
for termlnal patients.

Please be assured that all responses will be held in the
strictest of confidence.

I have enclosed copies of the questionnaire. A telephomne
follow-up interview may be necessary, which I will .call to schedule
once the completed questionnaire is received. TIf you have any
questions about the questionnaire or the study, please feel free to
call me at (314) 993-3873.

I will be glad to send you the results of the study as soon as
it is completed.

.Thank.you'for your cooperation with this study.

Sincerely,

Heidi Mandel, CSW, ACSW



APPENDIX D

Letter to the Director of'Hospice'Progfams

Mrs., Heidi Mandel

8671 0ld Bonhomme Rd.
University City, Mo. 63132
Date

Name of Hospice Program
Address of program

Attention: Name of Director

Dear Name of Director:

I am writing to enlist your help in a research project.
that I am engaged in for my doctoral dissertation at the Columbia
University School of Social Work,

The purpose of this study is to discover the kinds of factors
social workers take into account when they formulate discharge
plans for the terminal patient. Also, I wish to derive a better
understanding of the discharge planning process. I am including
hospice programs in the study because .0of the unique nature of -their
services. Your hospice has been identified as one having no
coordinated home care program. 1 am aware that social workers on
your -staff may be called upon to construct discharge plans for
terminal patients. :

Please be assured that all responses will be held in the
stricktest of confidence.

I have enclosed five copies of the questionnaire. A telephone
follow-up interview may be necessary, which I will call to schedule
once the completed questionnaire is received. If you have—any.
questions about the questionnaire or the study, please feel free to
call me at (314) 993-3873.

I will be glad to send you the results of the study as soon
as it is completed.

Thank you for your cooperation with this study.

Sincerely,

Heidi Mandel,. CSW, ACSW.



APPENDIX E

Telephone Interview Guide

Name:

Years in sécial work:

Years working with terminal patients (since MSW):
Nature of caseload with regard to terminal patients:
Majority | Minorit& " All

Is working with.terminal.patients a career choice or assignment on
the job:

choice assigmment
Member of NASW: Yes no

Did you have any trouble filling out questionnaire: yes no

Clarify responses that are missing, incomplete, ambiguous or
interesting:

Have you had personal experience with close friends and terminal illness:
illness: '

yes ' no
If yes, how many:

What was your experience:

Have you had personal experience with family and terminal illness:
yes no
If yes, how many:

Who was it:




What was your experience:

What do you believe to be the single factor that helps you make a good
discharge plan for the terminal patient?

Thinking about your last terminal patient who went home, can you .
briefly describe the feelings you experienced toward the patient and
situation? : '

Thinking about your last terminal patient who went to an institutioﬁ3
can you briefly describe the feelings you experienced toward the
patient and situatiom: '

What is your religious orientation:

Does your religion give you a way of coping with death and dying?
. yes no

If yes, how?

What would you like to know more about to provide better services to
terminal patients?

What have you found to be the major deciding factor in whether a

" terminal patient goes home. or to an institution upon discharge?




APPENDIX F

Code For'Additiohal'Items

Patient Factors:

Patients}'NeedS'Upon'Discharge:

Nursing home geographically close to family
Spiritual needs

Counseling on issues other than death and dying
. Patient-family teaching on patient management

. Knowledge of medicaid/medicare benefits .

VW=

Patients' Attitudes Toward Dying:

1. Desire for independence and self-sufficiency
2. Anxiety about discharge

- Patients' Financial Conditlons{

1, Patients has no funds or insurance
2. Patient has only medicare and fixed income, such as social
' security or disabllity

Family Factors;

Family Needs'Upon'bischarge:

1. Knowledge of medicare benefits’

2. Counseling on issues other than death and dying

3. Need for doctor to communicate more openly about illness and
prognosis of patient

4. Family-staff teaching about patient management

Family Financial Conditions:

" 1. Extended family wishes to contribute to costs of hospitalization
and home care upon discharge

Enviromment Factors:

Team Members:

1., Patient

2. Family

3. Community resource persons
4, Social service supervisor



APPENDIX F

Cose For Additional Items

Environment Factors:

Home Conditions:

1. Availability of tramsportation for patient and others to get to
and from places relating to medical needs, recreation, economic
and family matters

2. Geographic location of home in relation to medical facilities

3. Adequate cooking facilities

4, Temperature control of home, such as air-conditioning and heating



APPENDIX G

Code for Telephone Interview

Personal experience - with close friends: what was your experience?

mPrwnN -
o nnu

involved with person: dying at home

"involved with person dying in an institution
uninvolved with person dying at home:
uninvolved with person dying in an institution
will not say

Personal experience - with family: what was your experience?

1=

2 =

3 =

4=

5 = will not say

Who was it? 1 = mother
2 = father
3 = aunt

involved with person dying at home

involved with person dying in an institution
uninvolved with person dying at home
uninvolved with person dying in an institution

4 = uncle 7 = cousin
5 = grandparents 8 = sibling
6 = child 0 = spouse

What do you believe to be the single factor that helps you make a
good discharge plan for the terminal patient?

NP WN -
nwnnnunn

- Thinking about your last

Financial resources of patient and/or family

Patient's needs upon discharge

Patient's wishes upon discharge :
Family's attitude toward and ability to cope with patient
- Family's needs upon discharge

Availability of community resources -

Cooperation of M.D. '

case of a terminal patient who went home, can

you briefly describe the feelings you experienced.

Responses
Responses
Responses
Responses

LW

m .
"

reflecting
reflecting
reflecting
reflecting

toward patient
Responses reflecting

intellectualization and anxiety

guilt and frustration

depression and pain

feelings of competence with job and affection.

compassion, self-awareness, job satisfaction

and acceptance of death and loss

Thinking about your last case of a terminal patient who went to an
institution, can you briefly describe the feelings you experienced

1= Responées reflecting intellectualization and anxiety



Responses reflecting guilt. and frustration

Responses reflecting depression and pain

= Responses reflecting feelings of compétence with job and affection
toward patient '

5 = Responses reflecting compassion, self-awareness, job satisfaction

and acceptance of death and loss

SN
I

What is your religious orientation?

1 = None 3 = Hindu 5 = Protestant

2 = Jewish 4 = Catholic 6 = Other

If yes, how? Provides:

1 = Comfort 3 = Hope | 5 = Acceptance—-of death
2 = Understanding 4 = Strength '

What would you like to know more about to provide better services to
terminal patients? '

1= Those related to the patient

Those related to the family.

Those related to community resources

Those related to hospital personnel

Those related to professional social work values, practice or
training

LN
U |

What have you found to be the majbr'deciding factor in whether a
terminal patient goes home or to an institution upon discharge?

Financial resources of patient and/or family

Family's attitude toward and ability to cope with patient
Family's needs upon discharge

Patient's needs upon discharge

Recommendation by M.D.

Vs wnN e
Wononny



APPENDIX H

Instructions For Filling Out The Questionnaire

The purpose of this study is to discover the kinds of factors you

take into account when you formulate a discharge plan for the.teérminal
patient and derive a better understanding of the discharge planning
process

Please answer all the items as best as you can, by simply circling
- or checking the responses that most accurately describe your own
experiences with discharge planning. You will also find questioms
that ask you to write in your own responses. If you feel you need
more space than provided for, please use the reverse side of the
questionnaire.

Please be assured that all responses will be held in the strictest
of confidence. Your responses will be anonymously transcribed to
coded cards and the actual questionnaire will be destroyed. The
nature of the study requires that a follow-up interview may be
necessary, which is the reason for your name, address and telephone
on the questlonnalre. :

If there are any questions about the questlonnalre, or the study,
please feel free to call me at (314). 993—3873

" T would appreciate your returning the questionnaire within one

week of your receiving it, so that your experiences may be looked at
as soon as poss1ble. -The results of this study will be sent to you
as soon as it is completed as I am sure you would want to know what
findings the study made.

Thank you for your cooperation with this study.
Heidi Mandel'

8671 01d Bonhomme Rd.
St. Louis, Mo, 63132

Name :
':AddreSs:

‘Telephone:



Discharge Planning Questionnaire

Seazibn A:

I.

Instructions:

The following is a list of needs that patienﬁs may

have upon discharge. For your last five cases, how

. much did each of these needs figure into your

discharge planning?

applies to each need, a through t,

Needs

a.

b.

physicians services

nupsiﬁg services —-
(RN, LPN, aide)

1..24 hr, care
7 day/wk.

2. 20-40 hrs./wk.

- 3. less than 20 hrs./wk.

rehabilitation services’
(PT, speech, OT)

clinical laboratory
and radiology services

special diet and
supervision

counseling around
death and dying

-aséistance with finding.'

mental health resources:

assistance with private
insurance problem

Degree of Consideration

Please circle the number that

Not Applicable

8 7 6 5 4 3 2 1

0

X



Not
Needs .Degree of Consideration Applicable

i, assistance with obtaining

medical .equipment and ‘ :
supplies 9 8 7 6 5 4 3 2 1 O X

j. assistance with obtaining _

medication 9 8 7 6 5 4 3 2 1 0 X
k. meal services 9 8 7 6 5 4 3 2 1 O X
1. food st#mps .9 87 6 5 4 3 2 1 0 X
n. assistance with obtaining :

housing 9 8 7 6 5 4 3 2 1 0 - X
m. assistance with obtaining

transportation -9 8 7 6 5 4 3 2 1°0 X
o. legal aid 9 8 7 6 5 4 3 2 1 0 X
p. cash assistance
"~ application (welfare) 9 8 7 6 5 4 3 2 1 0 . X
q. budgeting -9 8 7 6 5 4 3 2 10 X

r. scheduling clinic
appointments 9 8 7 6 5 4.3 2 1 0 X

s. application for other .
benefits (ex. SSI) 9 8 7 6 5 4 3 2 1 0 X

t. assistance in contacting o ‘ .
family or friends 9 8 7 6 5 4 3 2 1 0 X

IT. Please add to the list in Question I any additional needs you feel
figure into your discharge planning, and again circle the number
that applies to each need. '

Needs Dggreé of Consideration Not Applicable
u. | 9 8 7 6 5 4 3 2 1 0 X
v. 9 8 7 6 5 4 3 2 1 0 X
w. 9 8 7 6 54 3 2 1 0 X

X. 9 8 7 6 5 4 3 2 10 X



I1I.

For the iist of needs in Queétioh I, including those you may

have added, which three needs

typically figure into your dis-

charge planning? Please write the letters corresponding to the

needs as shown above. For example, (a) for physician services,

(b) for nursing services, etc.

a———

and

Of the five patients used in responding to Question I, how many

went home?

a. 5 c.
b. & ' d.
Was the number who went home in
plan for them?

a. yes . b.

accordance with your discharge

no

If no (to Question 3), what happened to prevent your plan from

being impleﬁented?



Section B:

I.

TInstructions:

characterize patients' home enviromment.

The following is a list of conditions that may

How much

on the average does each of them figure into your

discharge planning?

Please circle the number that

applies to each condition, a through \n

Conditions

a.

b.

bathroom and bedroom on
different floors

one or more flights of
steps to apartment,
elevator).

no room for sleep-in
aide ’

special equipment
already installed

patient lives alone

.inadequate space for

rehab therapy equipment

overcrowded--too many
persons living together

inadequate space for
special equipment, (ex.

hospital bed, bars, etc.)

(no '

Degree of Consideration

Not Applicable

9 8 7 6 5 4 3 2

9 8 7 6 5 4 3 2 1

0 X
0 X
0] X
0 X
0 X
0 X
0 X
0 X

II. Please add to the above list any additional conditions you feel

figure into your discharge planning, and again circle the number

that applies to each conditiom.

Conditions

i.

‘Degree of Consideration ' Not Applicable

9 8 7 6 5 4 3 2 1

0 X



Conditions : Degree -of Consideration Not Applicable

j. 9 8 7 6 5 4 3 2 1 0 X
k. 9-8 7 6 5 4 3 2 1 0 X
1. 9 8 7 6 5 4 3 2 1 0 X

III. For the preceding list of conditions, a through 1, which three
conditions typically figure into your discharge planning? Please
write the letters corresponding to the conditions as shown.

s , and

Section C:
I, Instructions: The following is a list of needs tﬁat family members
.may have Qhen the patiént is discharged. For your
last five cases, how much did each of these needs
figure into'your discharge planﬁing? Please cirqle

the number that applies to each need, a through q.

Needs Degree of Consideration Not Applicable

a.-counseling around death
and dying 9 8 7 6 5 4 3 2 1 O X

b. assistance with finding .
mental health resources 9 8 7.6 5 4 3 2 1 O X

¢. assistance with private
insurance problem 9 8 76 5 4 3 2 1 0 X

d. assistance with obtain- . .
ing medical supplies 9 8 7 6 5 4 3 2 1 0 X

e. assistance with obtain~ . : .
ing housing 9 8 72 6 5 4 3 2 1 Q@ X

f. application to nursing
homes 9 8 7 6 5 4 3 2 1 0 X



Needs
g. legal aid

h. meal services
i. food stamps

j. case assistance
application (welfare)

k. transportation
arrangements

1. bereavement counsel-
ing when patient dies

m. budgeting
n. other medical problems

o. scheduling clinic
appointments

p. assistance in
vocational training

q. application for other
benefits, (ex. SSI)

O

9

Degree of Consideration

8

8

8

7

7

7

6

6

6

5

5

5

4

4

4

3

3

3

2

2

2

1

1

1

0 -

Not ‘Applicable

X

X

X

II. Please add to the above list any additional needs you feel figure

into your discharge planning, and again circle the number that

applies to each need.

a.

III. For the above list of needs, a through u,
cally figure into your discharge planning?

letters corresponding to the needs as shown above.

9

9

8

8

7

7

6
6

5

5

, and

4

4

3

3

2

1

0]

0

X

-X

ﬁhich three needs typi-

Please write the



Section D:

I-

Instructions: The following is a list of attitudes that family

members may have toward the dying patient. How much

do these attitudes figure into your discharge plan-

ning? Please circle the number that applies to

each attitude.

Attitudes

a,

"I'11 only take her
home if we can afford
to pay for home help."
"She's my mother, I
can't put her away."

“Wé have a loving and
honest marriage.”

"] can't face the
thought of him being
home." ;

. "I definitely want

him home."

"I think the nursing
home will take better
care of her."

"As long as she's not
alert, she won't know
where she is."

n"Tr1l 1eave the
decision to (other
family member)."

"We can't afford the
nursing home so we'll
take her home."

"She'll never forgive

me if I don't gake her

home."

Degree of Consideration

Not Applicable




Attitudes Degree of Consideration Not Applicable
k. "I'11l leave the
decision to (the
patient)." 9 8 7 6 5 4 3 2 1 0 X
1. "We were never that
close." 9 8 7 6 5 4 3 2 1 Q X
m. "I'd like to help but -
I live too far away." 9 8 7 6

5 4 3 2 1 0 X

II. Please add to the preceding list any additional attitudes you
feel figure into your discharge planning, and again circle the

number that applies to each attitude.

planning?

n. 9 8 7 6 5 1 0 X
. 9 8 7 6 5 1 O X
p. 9 8 7 6 5 1 0 X
q. 9 8 7 6 5 1 0 X

ITII, For the above list of attitudes, including those you may have

added, which three éttitudes typically figure into your discharge

Please write the letters corresponding to the

attitudes as shown above.

, and



Section E

Instructions: Please check the box that applies.

1.

In your last case of a terminally ill patient who went home upon

discharge, how long was-the tiem between admission and referral

to you?

a. same day ' d. 8-14 days

b. one to two days e. 15-30 days
c. 3-7 days f. over 30 days

From the preceding question, how long was this patient's admission?

a. one week or less ¢c. two weeks to one month

b. one to two weeks d. over one month

In your last case of a terminally ill patient who went to an
institution upon discharge, how long was the time between admission

and referral to you?

.a. same day d. 8 - 14 days

b. one to two days ' e. 15 - 30 days

c. 3 - 7 days f. over 30 days

From the preceding question, how long was this patient's admission?
a. one week or less c. two weeks to one month

b. one to two weeks d. over one month

Does the timing of patient referral to you play a part in the

discharge planning process?
a. yes b. no

c. If yes, please specify




For your last five terminally ill patients, how long, on the

average, would you say they knew they were terminal?

a.
b.
On
of

to

one week or less c. two weeks to one month
one to two weeks d. over one month
the average, how soon, before or after patients are informed

the terminal nature of their illness, have you been assigned

them?

. assigned two or more weeks before they are informed

assigned one to two weeks before they are informed
assigned less than one week before they are informed
assignéd usually the same day they are informed
assigned two or more weeks after they are informed
assigned one to two weeks after they are informed
assigned less than one week after they are informed

do not know generally when they are informed

Section F

Instructions: The following is a list of people you may have as

Members

members of the medical team. How much say do you
usually have in specifying the discharge plan in
relation to each member? Please circle the number

that applies for each member, a through j.

Degree of Consideration Not Applicable
doctors 9 8 7 6 5 4 3 2 1 0 X
bh. nurses 9 8 7 6 5 4 3 2 1 0 X

administrators 9 8 7 6 5 4 3 2 1 a X



Members Degree of Consideration Not Applicable

d. speech therapists 9 8 7 6 5 4 3 2 1 0 -X
e. occupational

therapists 9 8 7 6 5 4 3 2 1 0 - X
£, dieticians 9 8 7 6 5 43 2 1 0 X
g. physical therapists 9 8 7 6 5 4 3 2 1 0 X
h. aides 9 8 7 6 5 4 3 2 1 0 X
i, religious personnel 9 8 7 6 5 4 3 2 1 O X
j. voiunteers 9 8 7 6 5 4 3 2 1 O X

II. Please add to the above list any additional persons you feel
figure into discharge planning, and again circle the number that

applies to each persomn.

k. 9 8 7 6 5 4 3 2 1 0 X
1. 9 8 7 6 5 4 3 2 1 0 X
m, 9 8 7 6 5 4 3 2 1 0 X
n. 9 8 7 6 5 4 3 2 1 0 X

III. List three persons with whom you usually confer about discharge
planning. Please write the letters corresponding to the persons

as shown above.

» , and

Section G
I. Instructions: Tﬁe fdllowing is a list of situations that you may
encounter in doing your Qofk with terminai patients,
. 1. Please check all the statements that apply.

2. How much do these situations figure into your



discharge planning? Please circle the number
that applies to each situation,

Not
Situation Degree of Consideration  Applicable

a. lack of appropriate
care beds when patient
is ready for discharge 9 8 7 6 5 4 3 2 1 0 X

b. hospital utilization
review says patient
must leave when
appropriate plan is
not yet formulated 9.8 7 6 5 4 3 2 1 0 X

c. physician decides
where patient should

go upon discharge 9 8 7 6 5 4 3 2 1 0 X
d. difficulty in

establishing

eligibility of patlent

for needed benefits 9 8 7 6 5 4 3 2 1 0 X

e. limited cooperation

.of medical staff in -

necessary paperwork 9 8 7 6 5 4 3 2 1 0 X
f. patient's conditlon

changes from time of

admission 9 8 7 6 5 4 3 2 1 0 X
II. Please add to the above list any additional situations you feel

figure into discharge planning, and_agaiﬁ circle the number that -

applies to each situation.

g 9 8 7 6 5 4 3 2 1 O X
h. 9 8 7.6 5 4 3 2 1 0 X
i. 9 8 7 6 3-4 3 2 1 0 X




ITTI. List three situations which typically figure into your discharge

planning.

a.

b.

Section H

Io

Instructions:

patients may have toward dying.

The following is a list of attitudes that terminal

How much do these

attitudes figure into your discharge planning?

Please circle the number that applies to each

attitude, a through j.

Attitudes

a.

b.

anger - '"The medical
care here is worthless."

depression - "What's the
point about caring about
anything now?"

denial - "I'll recover
very soon."

bargaining - "I want to
go to my son's
graduation.”

hopeful - "The treatment
will help my strength."

acceptance - "I'm not -
afraid of death."”

guilt = "I'm a burden on
my family."

Degree of Consideration

9 8 7 6 5 4 3 2

1

Not .
AEElicable

X



Attitudes ' Not

Attitudes Degree of Consideration “"Applicable
‘h._withdrawal - "I don't
wish to talk." 9 8 7 6 5 4 3 2 1 0 X
i. isolation - "Will
someone talk to me
honestly?" 9 8 7 6 5 4 3 2 1 Q@ X
j+ unable to ascertain,
(patient is confused,
stuporous, etc.) 9 8 7 6 5 4 3 2 1 0 X

II. Please add to the above list any additional attitudes you feel
figure into your discharge planning, and again circle the number
-that applies to each attitude.

k. | 9 8 7 6 5 4 3 2 1 0

X
1, 9 8 7 6 5 4 3 2 1 0 X
m. 9 8 7 6 5 4 3 2 1 0 X
n. 9 8 7 6 5 4 3 2 1 0 X

III. For the above list of attitudes, including those you may have
added, which three attitudes typically figure into your discharge
" planning? Please write the letters corresponding to the attitudes
as shown above.

s and

2, What was the predominafe attitude of your last terminally ill
patient? Please select from the above list and write the letter

corresponding to the .attitudes as shown above.

3. Did this patient go home or to an institution?

a, home - ‘ b. institution



Section I

Family

987654321
987654321
987654321

987654321

I. Instructions: The following is a list of c¢onditions thdt may
| characterize the financiai sitﬁations of both -
the patient and.family. How much do -these .
conditions figure into your discharge planning?
Please circle the number in boéh-"Patient" and
"Family" columns that applies to eacﬁ condifion..-
Patienf
Conditions ‘Degree of Consideration
a. has medicaid 9876543210X
b. has medicare and-
medicaid 9876543210X
c. has ﬁedicare and
private funds 9876543210%X
d. has private insurance
and private funds 9876543210X
‘e. medicaid eligible 9876543210%X

987654321

I1. Please add to the above list any additional conditions you feel

figure into your discharge planning, and again circle the number

that applies to each condition.

9876543210X

9876543210%X

9876543210X

9876543210%X%

987654321
987654321
987654321

987654321

o T S B



IITI. For the above list of conditions, including those you may have
addéd, which three conditions typically figure into your discharge
planning? Please write the letters corresponding to the
conditions as shown above.

’ . , and

éection J. Instructions: The following is a list of factors that
may be considered in your discharge planning
. for the terminal patient. Which three of
these factors typically figure into your
discharge planning? Please write the letters
corfgsponding to the factors.

1. _ 2. 3.

Factors

a. timing of referral

b. lack of éppropriate extended care beds

c. change in condition of the patient

d. limited cooperation of medical staff in necessary paperwork
e. patient's desire to go home

f. family's desire to have patient home

g. pafient's'attitude toward dying

h. the family's need for continuing psychological, social, economic and
other support following patient discharge.

i. patient and family's financial resources
. aaaptability of patient's home environment to meet his needs

k. patient's need for continuing medical, nursing, rehabilitative,
clinical, dietary care and transportation upon discharge



1. the social worker vis-a-vis hospital administration and medical
staff

Section K Instructions: Please submit, along with this completed
questionnaire, a copy of any forms used in
formulating discharge plans for the terminal
patient. Such forms may help discover the
kinds of factors that figure into your
discharge planning.

Thank you for your cooperation.



o, APPENDIX T

s

Medicare Regulations Affecting Discharge
Planning For The Terminal Patient and Family

Medicare is a federally funded program, under Title XVIII,
a 1965 amendment to the Social Security Act, which provides monies
for the hospital and related health care costs of those persons
over sixty-five and certain disabled persons under sixty-five.
Two parts of Medicare--hospital insurance (Part A) and medical
ingsurance (Part B)-—combine to provide funds for inpatient hospital
care, inpatient skilled nursing home care, and home health care
by a licensed home health care agency (Part A), and doctors' fees,
outpatient hospital services, outpatient physical and speech therapy,
and other services and supplies (Part B). Medicare is not
comprehensive in that the recipients are required to pay of the
cost of the hospital and medical care. Persons with low incomes
or high health care costs usually apply for Medicaid assistance to
supplement Medicare. The service providers who participate in
" Medicare are in the following categories: hospitals; skilled
nursing homes; -home health agencies; ambulance companies; physicians;
chiropractors; rehabilitation therapists; and podiatrists. Also
covered by Medicare are facilities providing dialysis, kidney
transplant, independent diagnostic and x-ray laboratories, and
agencies providing outpatient physical and speech therapy.

The Omnibus Reconcilliation Act of 1980 has significantly
changed Medicare provisions relating to home health benefits., This
new Act provides for the elimination of the 100 home health visits
restriction, providing the patient is eligible for the "skilled"
services under Medicare home care and the elimination of the
three-day prior hospital stay requirements. Also, the Act
eliminates the $60 deductible, under Part B, for home health
benefits and recognizes the need for occupational therapy as a
qualifying service for benefits. With regard to nursing home
placement, the Act states that the Medicare period of covered
services within which a beneficiary may be transferred after dis-
charge from a hospital to a skilled nursing facility has been ex-
tended from 14 to 30 days.

Medicare coverage is severely limited for discharge plans to
home or nursing homes. For a patient to be covered by Medicare at
home, for a home health aide, occupational therapy, medical social
work services, and medical supplies and equipment, he must be
certified by his physician as needing the '"skilled" services of



part-time registered nursing care and physical and speech therapy.
Often the terminal patient does not need a registered nurse, since

a trained nurse's aid or home health aide can attend to his

personal hygiene and needs, which then makes him ineligible. for all
the rest of the services. 1In certain situations physicians will .
determine the patient's need for registered nursing on the basis of
pain control, which enables the patient to benefit from Medicare
coverage of the other services. But more often than not, terminal
patients who return home must depend upon the family to pay privately
for home health aides and rehabilitation. For those patients who

are discharged to nursing homes, Medicare may not cover placement
costs unless the need is for "skilled" care as opposed to "custodial
care. A terminal patient may be bedridden, incontinent, and unable
to care for his needs in any way, and still be ineligible for
Medicare coverage because he does not need the sgkilled nursing and
other services noted above.



 APPENDIX J

Current Missouri Medicaid Regulations Affecting
Discharge Planning -for the Terminal Patient and Family

Medicaid is a federal program, part of the Social Security
Act of 1965, Title XIX, which provides grants to states for medical
assistance to low income persons. The states are responsible for
administering .the programs. Eligibility involves low income, high
medical costs in relation to income, and conditions of aged, blind
or disabled and living on a limited income. .

The state agency which administers and monitors the Medicaid
program is the Division of Family Services in Jefferson City.
Medicaid provides for the following services: inpatient hospital-
ization--maximum 21 days per hospital admission. When number of
days runs out, Medicaid will: settle with hospital at end of the- _
year., Patient does not have to pay if they cannot.' Also, covered:
discharge medications; rehabilitation (PT, OT, Speech) inpatient-_
radiology; and. blood bank, first three pints. Medicaid covers the.

following. out-patient benefits- clinic visits, procedures and . 1ab _?; _
work, only if it is a Medicaid clinic; skilled nursing fac1lit1es'ﬂ-""

skilled nursing at home-—does not cover home health aides; )
‘equipment and supplies in the home; medications; only PT is. covered o
at home; only emergency ambulance to/from hospital. Also covered
include optometric services, dental services and hearing aids.




