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CHAPTER 1

INTRAOUCTION
Chronic disease is one of the major health problems in
the United States today because of its high prevalence and the
long duration of the illness.l In 1956, the Commission on

' Chronic Illness reported that in 1950 5.3 million persons were

disabled for over three months. This constituted 3.5 per cent
of the total populat.ion.2 Randell said of chronic illness:

Not only are the problems associated with long time illness |

and old age already demanding more knowledge, more skill
and more of our services than ever before but the pre-~
diotions are that they will increase at a steady and fairly
rapid rate,3
Long term illness always has serious ramifications in
the family constellation, &Expensive and long term care of the
patient, interruption of family living patterns, additional

finaneiel burdens, loss of presence of the significant person,

‘ and disruption of emotional interrelationships of the family

are Just a few of the stresses that might be incurred. In view:

lTheda L, Watermen and Valorus F. Lang, Chronic Illness, :

(8t. Louis: €, V. Mosby Co., 1955), p. 18.

2commission on Chronic Illness, Care of the Long Term
Patient, (Cambridge: Harvard University Press, 1957), p. b.

i

i
I

§

301lie A. Randall, "The Problems of fxtended Illness and |

. 01d Age," The Americen Journal of Nursing, LIV (October, l95h),

P 1220,
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»#™  of the effect of ohronic illness on families, the writer de-

l termined to investigate & group of families in which the
husband had been hospitalized with tuberculosis within the past

thréé years and to study the stresses occurring as a result of

this illness.

Statement of the Problem

This study purports to answer the following six

questions, What were the difficulties of the patient who hed

. tuberculosis? What was the effect of the husbands' illness on

| the wives? What was the effect of the husbands! illness on the
children? What were the financial stresses of the family that
were oreasted by the illness? What were the attitudes of

~ | relatives and neighbors? What was the role of the publie
- health nurse with the family?

Justification of the Problem
In the total picture of chronic disease the publie

health nurse, because of her emphasis on the family as a whole,
- plays an importent role, She gives and arranges for nursing
f care of the sick and carries out nursing skills that contribute
; to rehablilitation. She provides health counseling and
| emotional support to individuals and to families, and she
; refers famlilies to appropriate community resources. In view
of the above functions an investigation of the difficulties
femilies face as a result of chronio illness would seem t o have

- value to publio health nurses,

L%
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Scope and Limitations

This study was an investigation of the expressed diffi-

culties of eleven wives whose husbands had been hospitalized
gwith tuberculosis within the past three years, The limitations

| were: only eleven families were studled, the families varied

in size, and the income levels of the families were different.

Also, data were dependent on the long term recall of a situa-

. tion, The data applies only to the families studied and no

;i generalizations can be assumed.

Preview of Methodology
An interview schedule was developed to procure the‘data.

Directors of nursing of public health agencies in two citles
were contected and families were obtained., Then easch wife was
contacted by telephone and an appointment was made for an

interview, The duration of each interview was approximately

. one hour., The procured data were analyzed and conclusions

. were made.

Sequence of Presentation

Chapter II deals with the review of the literature
relating to the study.
Chapter III describes the method used for collection of

: the data and the description and the selection of the sample.

Chapter IV presents the findings and their interpre-

i tations.

Chapter V presents a summary of the findings, the con-

"‘*Y T R



CHAPTER II
THEORETICAL FRAMEWORK OF THE STUDY

Review of eratur

The writer, after a careful searoch of the literature,

fwas unable to £find any reports of studies done specifically on
ithe effect of tuberculosls upon the family, elther from a

inursing, a soclologlcal, or a psychological point of view,

' There was, however, a great deal of literature dealing with

- specific chronic diseases.

The Commission on Chroniec Illness, in 1957 and in 1959,

. studied the prevalence and estimated the needs of the chroni-

fcally i1l in an urban and in a rural community. Methods

futilizod were interviews, soreening tests, clinical evluation,

fand evaluation by a team composed of a physician, a nurse, a
fsooial worker, and a vooational counselor. Findings were
. representative of the specific locales studied; although, in

| certain respects the overall results of the two were identlocal.

In the urban project the prevalence of all chronie

conditions was 1,600 conditions per 1,000 population, Less

- than three out of ten children under fifteen, but ninetesn out
. of twenty aged persons, had one or more chronie conditions,

' and nearly two-thirds of the young adults had a chronio

L



i oases who had maximum disability. Some of the needs in order

i of importance were: general medical supervision, diet therapy,

i ness for more than a week during the survey year. Of the eigbti

. per cent had hypertension without heart disease; eight per oenté

To gauge the unmet needs of the chronically 111 in the county,

(estimates were made, not only of care needed but also whether

5
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condition. Needs for care were estimated for a sample of

financial ald for medical care, nursing care, social needs

i

(unmet), aid in finencing subsistence, etc. Somewhat more thani

half of the patients were estimated to need some change in :
1

thelr attitudes toward their condition.
In the sample of the rural community, 13,113 persons

were interviewed in the home and one person in eight was said E

to have been disabled by a relatively serious or chronic ill-

hundred sixty-four persons studied c¢linically, eighty-six per
cent had one or more currently or potentially disabling
dlseases; twenty-one per cent were restricted in thelr activi-

ties of deily living; twelve per cent had heart disease; twalveg

had arthritis; five per cent had benign neoplastic conditions;

one per cent hed malignancles; and one per cent had diabetes.

needed care had been received. Some of the findings were:
medical supervislon was needed by eight out of ten persons but

lesa than four received it; bedside nursing for one or more

lcommission on Chronic Illness, Chronic Illness in a

Large City, (Cambridge: Harvard University Press, 1957),
ppo i& - » 173"’1920
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'normal group of older people. OSome of the findings concerning !
|

1 their characteristics were: greater unhappiness, poorer per-

' able family attitudes. The latter was found in cases of men
kbut not of women. About half of the chronically 111 group

6 |

days was reeded by sixteen per cent but only six per cent had i

i1%; instruction or understanding the patient's illness was

i

needed by eleven per cent of the evaluees or their families ;
but less thaen 0.5 per cent recelved this instruction; referral i
service to appropriate community resources could have been used?
by five per cent but less than 0.5 per cent had such service.2 :

Mack studied eighty~four white chronically i1l men and ;

women, sixty yeers old and over and compared them with a

sonal adjustment, greatly reduced activity, less planning for
the future and less belief in after life. OSome support was

found for the following hypotheses: (1) Personal adjustment
of chronically 11l older people varies with soclal c¢lass and

{2) unsatisfactory personal adjustment is related to unfavor- |

felt they gave a lot of trouble to their families, and their
estimates of how much trouble they were to their familles ‘

i
appeared to be realistic,> é

Of oonsiderable value to the present writer was the ?

2Roy E. Trussell and Jack Elinson, Chronic Illness in s

Rurel Ares, (Cambridge: Harvard University Press, 1958), g

PPe 151-156, 194=199. :

i
3Margery J. Mack, "The Fersonal 4djustment of Chronioallyf
I11 0l1d People Under Home Care," Nursing Regsearch, I (June, F

1952), PPe. 9"30.
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gliterature which reported about the effects on the family of
ésome chronic disease other than tuberculosis. For clarity the
Ereports of the literature that are to be presented will be
foffared under two separate headings: (1) effect of stresses
ineluding ohronic 1llness on the family from a psychological
and/or sociological orientation and (2) public health nursing

igervice 1n chronic illnesses.

1. Effect of Stresses Including Chronic Illness

¢

? on the Family From a Psychological
? and/or Sociological Orientation

Koos, from 1941 to 1943, studied sixty~-two families who

A
H

%haﬂ low incomes, i. e. under fifty dollars per week. His

‘purpoae was to note the troubles oceurring during the period of§
ithe study, to study the efforts of the families in solving the 2
troubles and to assay the changes in family structure and
functions, He deflned trouble as that which created a

?sharpened insecurity, or which blocked the usual patterns of

Efamily action and called for new ones, In this study illness
éoccurred fifteen times to the families during this period and
gcaused financial problems because of loss of income of the
swage earner., Chronioc i1llness which occurred five times de-
manded the permaenent read justment of the family to the situa-
tion. The prognosis in these chronic cases was not hopeful and,

%one family's feelings were poignantly expressed in the follow-~

ing statement: "We can stand almost anything better than
having somebody in the family sick.,” Families encountered
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_many other hardships, of course, during this period, such as

TR AR T T R T T

7death, loss of job, or illegitimeate pregnancies.h

An investigation during world War II, by Hill, sought to
.determine the effécts of the absence of the husband-father on
;one hundred thirty-five families. Some of the findings re-
;lating to this study were that twenty-nine femilies had oon-
isiderable adJustment difficulties because of insdequate fi-
;nanoes, while a few had trouble because the wife was not used
;to handling money. Thirty-one wives returned to work. In
ésixty-nine cases, making the children behave was a problem.
/In twenty-one families, children remained more or less mal-
;adJusted during the entire separation period. Lack of social
Glifa was reported as a hardship by only one. The tendensy of
émost wives was to increase their sooial contacts.”
: An on~-going study by a team of investigators from the
| National Institute of Mental Health was concerned with the
zimpaet of mental illness on the family. Their analysis was
%ibased on a study of thirty-three families in which the husband
fwas the patient. A series of intensive interviews provided
;ithe primary source of the data. They found that the wives
;imanitested many times the reactions of those individuals be-

- longing to e minority or a physically injured or handicapped

bgarl L. Koos, Families in Trouble, (New York: King's
. Crown Press, 1946), ﬁp. 30-108. ’

; 5R euben Hill, Families Under Stress, (New York: Harper
| and Brothers, 1949), pp. 50-7<.




9

e e A et e e

§group, and they quote Lewin's description of this:

i The position of the minority member is characterized by

i feelings of under-privilege and marginality. The social
environment consists of many unknowns in reactions from

_ others, as well as expected and experienced social dis~

§ tance. The minority member considers attempts at con-

| cealment, His tendency to interpret ambiguous social

: contacts as rejections or hostility based on ethnic

: grounds drematizes his hypersensitivity. Ambivalent
acceptance of imposed negative valuations by others exists
i side by side gith his seeking out of we-groups for closer
i assoclations.

§Other findings in the study were that adolescent and adult sons i
%and daughters tended to share with the mother the problem of |
ithe father's illness, in interpreting the father's illness to
iyoungar children, almost all the mothers tried to conceal the
éillness. Relationships between the wife and the husband's

%ramily in more than one-half of the c¢ases had a dominant note ;
%of hostility. The wife's family on the other hand was helpful, ?
ﬁpartioularly in problems of finance and caring for the

it

%children. Very few families required finanecial assistance.

%Alao, although less than one-half of the wives were employed

ibefcre thelr husbands were hospitalized, three-quarters were

employed shortly after he wes hospitalized.7

, In a similar study, Jackson lnvestigated the stages
%through which the family passes in adjusting to the alcoholism

;S
}

ior the father., The lnvestigator was associated in a friendship ;

i

érelationship with a group of approximately seventy-~five wives
i

i
i

5 OMarian Yarrow, John A Clausen, and Paul R, Roberts,
E"The Social Meaning of Mental Illness,” Journal of Soeial
lIsaues, I (November, 1955), p. 47.

7Ivid., pp. 33-60, 61-67.

!
i
!
i
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?or alcoholios over a prolonged period of time, The stages !
;through which the family passed started as a series of acute
| erises, probably widely spaced in time, and passed into a 1
progressive type of crises in which the emotional involvement |

and the hostility previously expressed were diminished, and i

i £inally, if the family had stayed together, into a habituated
Kcrisisq There was much guilt on the wife's part if divorce

E;te:tczt:ion weas taken, because of her awareness that her husband was
‘& sick man. Also, if complete sobriety was achieved, there wasg
'a difficult perlod of adjustment because of the role changes i
fin the family taken to compensate for the husband during the

alcoholic period.® : ;

i 2. Public Health Nursing Service
in Chronie Illnesses

Publio health nurses have investigated the following

i agspeocts of the problem of chronic illness: (1) the case load
'or a specific chronic illness in a public health agency, 3
;(2) the physical limitations of chronioally ill patients, }
(3) the needs of patients with a particular long term illness .
correlated with functions of public health nursing, end (4) the;
!role of the public health nurse and an evaluation of her

gservice.

A study done in 1937 by Downes and Price experimented

8Joan L, Jackson, "Ad justment of the Family to
Alooholism,"” Marriasge and Family Living, XVIII (November,
1956), pp. 362-3066.
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gwith studying the quality of nursing service in quantitative
ftermsa The time spent on visits to eight hundred fifty-six

families by seven nurses for seven months was matoched with the

fnurses' rurpose for visiting, The authors concluded that
nurses had concentrated their visiting in families where needs
were greatest and in these families all members received some
service,

Peterson studled the cancer case load of the Visiting
‘Nurse Soclety in Philadelphia for the year 1948 by an examina-
jtion of nursing records., Seven hundred sixty~three patients
'were included. She attempted to ascertain: (1) the cancer
écase load in relation to the total load, (2) the relationship
Ebetwaen the cancer patient and the chronically 1ll older
'patient, (3) the source of referrals, and (4) the nursing

iservices given, etec. Her analysis showed that each cancer

as other ochronically ill patients. Cancer patients comprised

?three per sent of the ageney's case load. Eighty-three per
%cent of the patients were fifty years of age or older., The
nursing services most often given were general care, enemas
inocluding oolostomy irrigations, dressings, and hypodermics,
Sixty-one per cent of the patients were referred by families,

nineteen per cent by physiclans, and eighteen per cent by

patient received an average of fifteen viaits, the'same average '

i ﬂ
| 97ean Downes and Clara R, Price, "A Study of Public
Health Nursing Service in Tuberculosis Families in the Mulberry
District of New York City," Milbank Memorial Fund Quarterly,

XVII (Jenuary, 1939), pp. 29-49.
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%in thelr care was made by Wilcoxson., ZXEight hundred and seventyﬁi

S _— e e e e

éhospitals. The author concluded that families were more

Ecognizant of the patients' needs for nursing help than were
fhospital personnel and/or physiclans, or else they were more
faware of community resources .10

; An investigation of the physical limitations of long-

?term 1llness patients and the role of the public health nurse

i

%two questionnalires concerning case loads were completed by

épublic health nursing agencies of different sizes in the State

Eof Connecticut. The findings revealed that women with long

term illness outnumbered men three to one; two-thirds of these

épatients were slxhy years of age and older; three hundred

thirty-~-two patients were unable to perform one or more
activities of éaily living; and the great majority of the
patients needed help with the task of dressing and toileting.
In sixty per cent of the cases, the persons responsible for

care between nurses visits were the family members. Nurses

| gave general care and/or treatment to fifty per cent of the

i

patients, parenteral therepy to thirty-eight per cent, and

advisory services to ten per cent.ll

Analysis of the 1948 Cancer Case Load of the Visiting Nurse
Society of Philadelphia," Public Health Nursing, XLIII
(October, 1951), pp. 566-572.

i 1lHarriett Wilcoxson, "A Study of Long Term Illness
Patients Under Care of Public Health Nursing Services” (un-
published report),(Connectiout: Department of Health,
January, 1954), pp. 1-5,

10gogalie I, Peterson, "Study of a Cancer Case Load; An

. f:. .

i,
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W Wolff, the Mental Health Nursing Consultant, studied a
fsample of the questionnaires of the preceding study. She se-
1leoted cases 1n which there was a problem in either the
patient's or the family's attitude toward rehasbilitation,
Fifty-two cases were studied and twenty-four nurses were
tinterviewed. The author concludedifhat no single factor
seened t0 be of declisive influence upon the ocutcome of the
_rehabilitation process, but rather that the outcome depended
on all of the following factors: the degree of functional
limpairment, the age df the patlient, the kind of person he was,
?the quality of his humen relations especially his familial

relationships, and the attitude of physician and nurse toward

rehabllitation., The cases studied showed that nurses were
rehabilitation-minded and showed awareness of the principles
involved in rehabilitation,1?

Gelber studied the needs of one hundred mental patients
greleased from the hospital on tranquilizing drugs. She made a

- detalled analysis of clinic records and requested state mental
éhospital sauthorities to complete a questionnaire. Her purpose
§§was to determine if public health nurses could be of value in
follow-up programs. The results of the investigation showed
that forty-eight identified needs of such patients were re-

i lated to twenty-elght of the forty~-four eccepted functions of

127196 S, Wolff, "Nursing Needs of Patients With Long-
Term 1llness," {(unpublished report),(Connecticut: Department
of Heglth), pp. 1-7.
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%the public health nurse., These needs affected the patient's
Ereadjustmsnt and reintegration into the community. She con-
éoluded that there was a major role far the public health nurse
%1n follow-up programs of discharged mental patients.13

| An evaluation of public health nursing service to two
Ehundred forty~-five families of the mentally ill was made in
Georgia by Beasley and Rhodes, Guestionnaires were sent to

;thirty-nine public health nurses, and letters and reports were

examined. Data indicated that nurses provided a variety of

?servieea such as, explaining the patients' 1llness and the

E
imeaning of his behavior, assisting in commitment procedures,

'referring families to agencies for help when needed, and

évisiting discharged patients to help them to adjust to the

éhome situation. Many famlilles were found who needed services

| |
‘a result of the visiting by the public health nurse, the
it

ifamilies appeared to be more accepting of the patients.lh

; Baslsg of the Problem

3
H

‘other than the ones provided in relation to mental illness. As

The previous studies have amply documented the complexi-

; 1314a Gelber, "An Investigation of Needs of Released
'Mental Patients on Tranquilizing Drugs in Relation to Recom-
imending e Public Health Nursing Follow-Up Program" (abstract

|Nursing Research, VIII (Spring, 1959), p. 109.

|
| lhyiorence R, Beasley and William C. Rhodes, "An
/Eveluation of Public Health Nursing Service for Families of

lof unpublished Ed. D. Dissertation, New York University, 1957),

iMentally I11," Nursing Outlook, IV (August, 1956), pp. Lbhh-LL7.

e T T




of the public health nurse in famillies with chronic 1illness
| has been explored, Since there has been no study of the needs
of families in which tuberculosis occurred, the writer de-

| termined to make an investigation of families of this type.

It was hoped thet a study of this kind would provide further

?

iolarirication of the stresses a group of famllies experlenced

gaa a result of tuberculosis.

15
S . I ; , -
Vty and the importance of the family needs assoclated with
chronic illness of s family member, Also, the contribution




CHAPTER III I

i METHODOLOGY

~Seleotion and Deseription of Sample

: Eleven wives of pétiants with tuberculosis were selected ;

%in two oommunities in southeastern Massachusetts. The distance |
between the two ocilties was about twenty miles. Both cities had
a predominantly white population; the population of one was
i83,835, and of the other, 62,820, Each city had one major
industry at which many of the ocltizens were employed, ship

building in one elty, and shoe manufacturing in the other.

i The inlitial step taken by the writer was an interview :
éwith the nursing director of a visiting nurse association whichgg
Eprovidad nursing service to tuberculosis patients, through =a é
§oontractual agreement with the health department. At this
étima, the purpose of the study and the coriteria for selecting
Yramilies were explained. The oriteria were: that the patient
be male, that he be marrisd with a family, and that he be
either a patient in a hospitel or have been discharged from theg
hospitel within the past two years. The nursing director then |
discussed the proposed study with the health officer, A few

days later, permission was granted for the writer to interview

families, provided the familles gave permission. This

16
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gpermission was necessary because the dlagnosis of tuberculosis |
Ewas confidential information. Feamilies meeting the eoriteria
were selected by the director of the agency and visits were

mede by the public health nurses to obtain the families' ¢

?permission. Six families were obtained from this community. |
However, when the writer telephoned to make an appointment for “
ithe interviews, one wife stated thet her husband did not wish

her to participate in the study. !

g The director of the public health nursing division in
?the health department of the second community was contactsd by
Jthe'writer and six respondents were selected. The only
gvariation in the procedure in this community was that the
families meeting the oriteria were selected jointly by the
nursing director and by the writer.

The eleven femilies had a total of thirty-two children; s
the number of children per family ranged from one to nine, with;
a medlan of two. Thelr ages ranged from ten months to thirty- £
;six years, with a median of fifteen. Three femilies had mar-
ried children living out of the home, The time from the

- patlenta' discharge from the hospital to the time of the inter-’
| view ranged from one year and six months, to one patient who
 was 8ti1l hospitalized. The median time since hospital dis-
charge was six months, #t the time of the interview, the ;
. working status of the eleven men was: 8lx at work full time,
Eone at work part time, one retired, two at home on partial

rest, and one in the hospital. All the families hed been
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vislted by a public health nurse. In four families st least

rone visit by the nurse had been made before the patient's

hospitalization., In seven families the nurse visited only
after hospitalization. Three rfamilies lived in single dwell-
ings, seven in multiple dwelling houses, and one in a housing
project,

All respondents were receptive to the interviewee. A

great many asked questions about where the writer was studying,

how did she like it, did =ll students have to do this, etec.

In only one instance a respondent's husband asked, "You aren't

from the city, are you?" VWhen assured that this was not the
;gcase, he appeared mofe relaxed, All respondents appeared
iwillingly to answer questions frankly and in detail. Some

- sesmed to enjoy retelling their experlences and many times the

difficulty was in terminating the interview rather than in

obtaining information,

Tools Used to Collect Data

From the wrlter's experience and discussion with indi-

viduals in nursing and in sociology, the writer developed an

¢ interview schedule t0 procure the data and to insure that the

gsame topics would be covered with each respondent. Questions

were designed to provide information on the six questions that

; comprised the problem of the study.

The first respondent was a "try-out" for the interview

.sehadula. All necegsary data were obtained without difficulty

from the first respondent. Consequently, no changes were made
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ilasted about one hour,

" down briefly during the interview.

19

in the interview schedule and the data of the flrst interview

were included in the study.

Procurement of Data

Since all families had agreed to participate in the

- 8tudy, the writer telephoned sach family and arranged definite

tinmes for the interview. 4ll interviews were made in the

femily's home, between 9:00 A.M, and 5:30 P.M, Each interview
Answers to the questions were Jjotted

A more detailed write-up

i was ocompleted in the investigator's car Just after leaving the

immediate envircns of the home,



CHAPTER IV
FINDINGS

Pregentation and Discussion of Data

i The data will be presented under the following msjor i
?categories: difficulties of the patient, effects of the hus- !

:bands' illness on the wives, effects of the fathers' illness on 3
ithe children, financial difficulties, attitudes of relatives andg

¥
Eneighbors, and the role of the public health nurse with these
families.

Difficulties of the Patient

The initial pronouncement of tuberculosis may create

gviolent shoock, or at the other extrems, apparent apathy in
patiants. Because of this possible effect on learning the
‘diagnosis, respondents were asked who informed them about the
disease. Responses indicated eight patlents were informed by v
Pit‘.heair physician, one by a publiec health nurse, one by a nursing %
'student, and one by friends at the suggestion of the physician, £
éIn the femllies where the physician was the informant, only one f
was dissatisfied: |
| The doctor called by 'phone Sunday night and told him. He |
was 80 shocked he didn't know what the doctor said. I 4
called him back., We had a big argument because I didn'td g

think he should have told my husband the way he did. He »
is an excellent doctor but very rude. i
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The patient who had been told by very close friends had
ébeen persuaded by them to see their physician. Later the

éphysician called the friends and they mutually agreed that they
!
.could best inform the patient. This worked out satisfactorily.

| In the family where the public health nurse was the i
ginformant, the wife commented:

This is the one thing that shouldn't have happened. She i
: (the nurse) told me that he had it. Then I was so con- q
! fused, I hoped she would go before my husband came home. :
f He came in sand she told him, She told him to use a i
i separate face cloth and stay away from the family. If §
f he had been with us before, what was the point of doing i
G this for a few days? She should never have done this.

i
ﬁThis respondent also stated that she was afraid that her hus-

?band might commit sulcide after learning he had the dlsease, ;
ésne called the family physician who stated that her husband did%é
ihave tuberculosis. "I didn't understand either why he didn't f

' call us."”

&
I

The patient informed by a nursing student hed been
iX-rayed on admission to a general hospital for surgery on his

it
i

fhand. The student came in tb set up isolation technique and
gapparently in response to his questions told him his diagnosis. |
k

\His wife, after visiting her husband that day, called her

édoctor'who confirmed it. "It hurt him to learn this way."
4 These last two respondents appeared to object to the
émanner with which their husbands were informed abou the diag-

Enosis. Since both called their doctors to oconfirm the dlag-

%nosis, it was evident that femilies expected to receive this

| i
£

'information from the physician. Difficulties in telling the

CTIMERE L. RNt ST L s - - i
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. patient his dlagnosis can be increased when this function 1s

ﬁnot recognized by nurses as belng the physicien's responsi-
bility.
f

; Methods for controlling the spread of any disease are

idependent on knowledge of how the disease 1s caused and trans-

imitted. Therefore, the wives were asked what they thought
€oansed the disease in their husbands. Four respondents
§§mentioned fatigue and over-work. Two stated that relatives had
;?tuherculoais. Three "didn't know." One respondent said, "He
{gmight have got it in the service.,” The final response was, "He
ifhad bronchitis when he was a baby." The majority of respondents
;;were vegue about the cause of the disease and the last two re-

ﬁzsponsea indicated marked confuslon.

Five patients returned to work for fwo days after learn-

i ning the dlagnosis, Six remained at home, None remained in bed
;Eand all continued to care for their personal needs, Since all

? the patlents were admltted to the hospital within one week

% after the diagnosis and were put on complete bed rest, the

f question arises as to the reasons why complete bed rest did not

f begin at once, Reasons for this may have been that arrange-

£ ments for hospitalization, provision for the famllies during

! the husbands' hospitelization, financial matters, and employ-

. ment ties had to be taken care of. This may have been of

f sufficient importance to the patients' emotional equilibrium so‘
f that disadvantages, suoh as delayed treatment and the presence

E of an active tuberculosis patient in the community, might have
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E;Tbeen outweighed., i
f Individuals accustomed to activity, to work, and to

&esponsibility g0 through a period of adjustment before they
éoan sccept thelr dependence on others. Also, tuberculosis is f
;? dangerous disease, and the diagnosis frequently evokes fear
gin the patient, and because it is long drawn out it may cause !

idaprassion. However, a realistic acceptance of prologed care

and & cooperative and hopeful outlook play an important role
;in resovery.

« « o there is almost universal agreement among physicians
that the attitudes and feelings of the hospitalized !
patient ari major contributing factors in treatment and i
prognosis, |
? Respondents were asked about the patients' attitude 3
gduring hospitelization. Hesponses varied from "wonderful" to é
E"very low." Eight patients had favorable attitudes. Some of é

i

%the comments were: "Wonderful, he was a morale builder," ;
§"Very good, he's very realistic.,” One response pointed to ;
%ambivalence of patient's outlook, "sometimes good, sometimes £
iblue." One respondent said her husband's spirits were "very d

glow and he was dying to get out.” In summary, only one re~

§8ponse indlcated an sttitude that might be classified as un-
étavorable.

Respondents were asked if they felt something more could f

have been done for their husband, when they were in the hospi-

§ lPhineas J. Sparer, ed.,, Personality, Stress and é
Tuberculosis (New York: International Unlversities Press, i
s Pe 275,

T i

i
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ftal. Nine participants reported satisfaction with his care,
“"Everything thst could be done, was,™" "Excellent care, you

couldn't get better care."” One reply showed ambivalent feel-~

;ings.

He had 8& good doctor., He was very honest and told us what
to expect. ©Some of the doctors fool around and don't tell
the patients the truth., There was a nurse who used to
check bags to see if you brought food in. She was nasty.

' One reply was unfavorable, "They thought he had TB on ;
éboth lungs, then they found out only in one. This should have
§been done sooner,"

; To summarize, nine responses indicated satisfaction, one;%

'was pleased with her husband's physicien but displeased with

;other physicians and with a nurse, and one reply indicated dis- |

'satisfaction about the patient's diagnosis,

i i
i

| After hospital discharge, patients may still need fur- |
gther treatment, and may still be on partial bed rest. Thereeﬂs&%
imay be many adjustments for the patient in intra-family re-
lationships, in his physical limitations, or in his partial
“employmant. At the time of the interview eight wives consider~:
ed that their husbands were doing well since discharge from the
hospital. One patient was still in the hospital, Two indi-
3oated some difficulty. "His socar still bothers him." "It's

§hard to say, he had a gastrectomy six months ago." ~ !
éé To the question of what changes respondents saw in theirj

?éhusbands since hospltalization, six referred to an improvement /
either in health habits or in physical condition, "He rests |

an hour every day and he eats well.” "He is not as tired.”

e -—;_-—_—;;:-:—;~ AR N S syt nacs]



25

Gﬂ\ éTwo indicated that the patient was more nervous. "He's very ‘
gnervous now,"” "He gets wvery nervous and cross, especially berore;
éhia X-ray." Two reported that the husbands were more fatigued. é
g”He tires easily." In summary, four replies lndicated that the %
:adjustment of patients after hospitalization may have been
difficult, inﬁioating a need for an understanding attitude in
;physicians and nurses and realistic instructions to the patient

‘about his physical limitations,

i
i

i The Effect of Husbands' Illness on Wives

; Reactions of wives on day of hospitalizstion.--Extended |

Ehospitalization with its loneliness, social isolation, and its
disruptian of femily life, is difficult for most patients to

M faccept. When a husband is facing prolonged hospitalization, how'

J

does his wife feel? It was assumed by the writer that the
ﬁactual day of hospitalization might be a c¢ritical period for
éwives, so respondents were asked whether they had accompanied
'their husbands to the hospital and how they felt after their

freturn home. All the wives accampanied their husbands to the

i

%hospital. The predominant state of mind reported by all re- }
i?spondents on return from the hospital was that of being 1onely,f
Eupset, and worried., Four also mentioned feeling sorry for :

%their husbands., The most extreme degree of dlstress was indi-

i

. cated in the following remark: "I couldn't believe he had it.

‘I thought they made a mistake and would £ind out he didn't have|
!
it. If my oldest son hadn't been here I would have oollapsed."%
M Wives need someocne to lean on during this difficult !

T yees T T T T T T T I T S I TR
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; period. Guestions were asked about who was with them at that

igtime, why they were with them, did having somebody with them é
fihelp, and how it helped. #lso, if no one was present, would |
éthey have liked somebody with them? Responses indicated that i
%relatives or older children were present in seven instances,
Erriends in three instaences, and one woman was alone, Nine

%responses indicated that the reason relatives or friends were :
%prssent was to drive the husband and wife to the hospital. One?

érespondent sald, "They came to help me." To the query of

‘whether having somebody with them helped, eight responses were
gaffirmative and two were negative., Of these two, one re-

§Spondent whose mother-in~law was with her would have preferred

%her own mother; the other whose son was with her said, "I
Qprerer to be alone when I am upset and erying." Responses to |

ithe question of how these people who were present assisted

them, indicated that the eight who felt they were helped re-

ceived a kind of emotional support. This was evidenced in the
ifolloudng remarks: "I talked to them and they helped me get :
éover my loneliness," "I'm glad I wasn't alone, that I had some- ;
%one of the family who felt as badly as I did," "I'd rather talk
gto him then any one if I have troubles.” The respondent who
%was alone sald, "I would have preferred to go to my oldest

Esister's house because there is always so much activity with
‘her children there." ;
’ A responsibility of physiclans, nurses and social warkersi

1s to assist the patient in the anxiety, confusion, and de- ”

i
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prsssion experienced during the early stages of hospitalizationﬁ
The possibllity of extending this service to families of
ghospitalized patients was the reasoning behind the following
équestion: "Would you have liked a professional person with
éyou at that time (after hospitalization) and why?" All re-
?spondents replied in the negative. Some of the reasons given :
iwere: "You want someone c¢lose to you," "You want somebody that%
Qyou know real well, anybody else would be too distant," "No, f
gbut they could have helped me when I was trying to get him 1nto;

féthe hospital."”

The data indicated that on the day of the husbands'
;ghospitalization, the wives were anxious and upset. For help
égin handling these feslings, the greater number turned for
E support to their femilies or friends. This bears out a state-
rment by Gerald Caplan when he speaks of the family "as a kind
.or emotional nest for the individual.” He adds, "The sharing
of the problems means that the other people understand what
you've had to put up with and this understaending implies
~suppcrt."2 This alsc points to the resources existing within
isome families to handle crises, Also, it indicates that when
3suah resources exist, ramilies mey not feel the need for
é:p:.-ofeﬁtsiox:«al help.

Changes in wives' living pattern.--The prolonged illnessﬁ
|

P 2Gerald Ceplan, Mental Health Aspects of Social Work in {
%gblio Health, Proceedings of an lnstitute (Berkeley: i

niversity of California, 1955), p. 49. |
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of a husband maey cause wives to seek employment to supplement
1noame or simply to keep themselves occupled. There may be a
%disruption in their usual recreational patterns. Respondents 5
were asked how their lives had changed since their husbands' »
hospitalization. All respondents reported that visits to their;
ihusbands constituted the major change in their daily living. ;
?To the more specific question about changes that had ococurred ié

their social 1ife or recreation, all respondents again 1ndioatad

that the hours spent visiting their husbands took up most of

itheir spare time. One woman visited every day over a period of |
[twenty-two months. Most of the wives visited five times a weekﬁ

;In two cases, the patients were in hospitals which were too

ggreat a distance to visit more than once or twice a week, All

frespondents except one had children at home to care for.

i

Only two wives changed thelr living quarters. Both

‘moved into thelr parents' homes, one for companionship, and one !

Efor finenciel reasons.

; Two respondents who had been working full time previous _
Eto thelir husbands' hospitalization continued to do so., One was?
Eemployed in a factory, the other in a funeral parlor as a |
‘receptionist, Of the other nine participants, none of whom hadéi
Ebeen employed previous to the patlients' illness, only one went

ttO‘work and this was on a part-time basis, as a store clerk.

L The liberal visiting poliey of hospitals today is re-

i
!

frleoted in the data that visiting patients was the major change |

'gin respondents' lives., This liberality in visiting hours may b
s S

5
/]
i
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,be evidence of inoreasing recognition by medical and allied pro—;
anSSiOﬂS of individual and family emotional needs, such as needs!
ror companionship, affeotion, sharing of problems, etc. Of 5
iintarest was the finding that eight of eleven wives did not

?supplemant incomes by working. Two of these respondents were

Ereceiving Ad to Jependent Children. The other six were re-

'ceiving help from the Veterans' Administration, or some, or all,,
gf

for the husbands' salary was continued, Five of these six re-
‘spondents had young chlldren, and this undoubtedly was the
imajor reason for their not working.

; Medical follow-up.~--In view of the shock and emotionsl

i

jupheaval that frequently ocours to the patient and the family

‘when the diagnosis of tuberculosis is made, it was assumed that |

i
i

wives, because of their close relationship to their husbands, %
gwould experience some fear and worry about thelr own medical |
?rollow~up. Responses to this question indicated that two re-
%garded their follow-up as important, as expressed in the

Qstatement, "1 have always had X-rays. I think they are very

i
§1mportant." Five respondents considered it routine, "It had '

;to be done." "Just thought it was routine.” Four expressed '

?fear or nervousness, &as evidenoed in the following responses:

w1 thought for sure I had it since I had lost weight," "1 was

. petrified,"” "I was frightened since 1 knew my husband's ocon-
:dition was so serious,"
Respondents were informed about their own X-rays and 5

medical follow-up by the public health nurse in five instanoes,?

TRl . T - g S S SToLImTRNLL Iz o . - - - - A
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™ and by the phyaieian in rour. Two respondents stated they knaw o

or the need for X-ray and took steps to obtain one before being
advisad of the necessity.
To determine if respondents still had areas of doubt or

gooncern about tuberculosis, they were asked if they had any

gquestions now (at the time of interview) about the disease., All

?respondants geid no, Two respondents indicated they hed re-
;eeived help from the publio health nurse., "The visiting nurse
?anawered a lot of my questions.,"” "I always went to the
'(nurse's) office to ask them questions, They were the most
?help of all," One respondent pointed out that the patient's
ifatner had had the disease for two yeara and they had learned
a great deal then. One aald, "The doctor at the hospital
answered all my questions, he was very good,"
5 To summarize the precaeding findings, only four re-
éspondnnts expressed anxiety or fear about their medieal follow=~
;up. That seven expressed a lack of apprehension was of inter-
?est, since some conocern and fear would seem to be a normal
%reaetian. However, this expression of oconcern by four re-
spondents indleates the need of medloal and nursing personnel
;;to be sensitive t o and supporting of individuals who may not
Ejbe 111 but are extremely worried, Diagnostic procedures,
;gphysioal examinations, etc. may be frightening experiences and
zfoaretul explanation of necesssary prooedures and an understand-

. ing menner by personnel are essential. That no respondents had

§ questions concerning the disease might point to the fact that

m
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information suitable for their needa had been avallable.

The Effects on Children of Fethers' Illness
Childrens' reactions to fathers' ilinesg.--The effect of

prolonged absence of the father on children may vary sccording
to the age and develéping stege of the child, previous father-
child relationships, and the mother's response to the husband's
illness.

All children old enough to understand were told about
the father's illness, by both parents in four families, by the
mother in six, One family had an infant. Children in three
femilies whose age varied from four to eighteen had questions
about his illness such as: "When is he coming back?" "How
long will he stay in the hospital?" Chlldren in the other
seven familiea had no questions, Thelr ages varied from five
years to beyond eighteen years. This finding seems question-
able in view of the normal interest and curiosity of children.
The question on this point invited an answer of yes or no, and
a different wording of the question might have brought forth
other information.

Perhaps the most serious effect of thls 1llness on a
child was the case of a five year old child who was dlagnosed
as having sotive tuberculosis three weeks after her father was
hospitalized., She was admitted almost immediately to a
children's sanatorium, and at the time of the interview had
been in the hospital one year. She had shown considerable

improvement, and the mother in general seemed optimistie about
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her condition,

Respongses to the questions of how the fathers' absence
affected the children and their subsequent changes in behavior
indicated wide variation. Six partiocipants did not feel that
the children were affected adversely, as evidenced in the
following comments: "My son grew up more and assumed re-
sponsibility," "They seemed to understand. They knew he was
siek." One respondent, while indicating difficulty with her
children, did not relate it}to the illness. She said, "They
weren't affected by it. I have orazy kids anyway. They are
hard to menage and very active." Four participents indicated
adverse reactions., One felt that her sixteen year old daughter
took it hard because of the close relationship she hed with her
father. Another stated that her six year old son developed the
habit of sucking on his collar and appeared more nervous and
jumpy. In one femily the four children "played less, had less
pep, and were less relaxed." The fourteen year old girl
stopped going to her school danoces. The fifteen year old boy
stopped playing basketball, The mother stated that "they
| stayed close to me™ and she indlcated to the interviewer that
she conal dered this a good thing. Another respondent with sons
fifteen and eighteen, said that they were harder to manage end
after awhile rebelled against having to visit thelr father so
often. This respondent had thought she would collapse after
her husband was hospitalized if her oldest son had not been

there., Noteworthy in the last two cases mentioned was some
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evidence of the mother looking to the children for help. 1In a
study of the psychological effects on children of the 1953
Vicksburg tornado, it was found that e statistical assoecliation
seemed to exist between the childrens' experience with a type
of parental relationship and later emotional di sturbance. They
called this relationship "dissociative-demanding" when the
parent demanded attention and support from the child, and the
ehild had to look after his parent.3
| Responses to the question of how the father kept in
touoh with the ehildren showed that children in all families
visited the hospltal or the father visited the home. There was
no instance in which the father had not seen his children
during hospitalization, Frequently, depending on his stage of
recovery, he saw the ochildren only through a hospltal window.
Children in three families wrote letters in sddition to visit-
ing.

To summarize the above findings, all the children
capable of understanding were informed of the illness, by both
prarents in four families, and by the mother in six. Children
in three families had questions about the father's absence.
One five year old developed active tuberculosis. In four
families children indlcated some emotionsl distress: nervous-

ness, depression, less soclability, and rébellion. All

3Steward E. Perry, Earle Silver, M. D., and Donald

Black, M.D., The Child and His Family in Disaster: A Study of
ghe 1953 Vicksburg Tornado, (Washington: National Research

ounell, 1956), bp.
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children were able to see their fathers during his illness,
More information about the degree of disturbance of the
aforementioned children would have to be obtained before de-
termining if and'how they might have been helped. However, the
| functions of the public health nurse to lend emotional support,
to make avallable resources known to families, and to provide
health guldanoe, would appear to correlate with thesse needs,
Nursery schools, or a child guidanoe‘elinio, might have been of
assistance. Perhaps a greater understanding in the mothers of

developmental needs of children also would have been valuable.

Mediocai follow-up of echildren.-~Information about the

‘children's X-rays and medical follow-up was given by the publioc
health ﬁurse in six familles, by the physicien in three. One
| respondent reborted that her children, all over eighteen years
of age, were aware of the necessary supervislion before any
proressiohal person informed them, Another respondent contact-
ed the publioc health npurse, "I ocalled to have them come down
end put a patoh on her (the child).” Evident in the above
findings was the aotivity of the public health nurse, in case
findings, health teaching, and carrying out diagnostic pro-
cedures.

When participants were asked how they felt about the
childrens' need for follow-up, eight considered it important
and/or routine., "I thought he (the baby) was OK." "I thought
it was necessary."” Three expreased fear or concern, "I was

worried.” One of these, the mother of the child found to have
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getive tuberculosis, said, "I wanted it done but I got a heok
of a shock when Cathy had it," Attitudes of these respondents

(were similer to those expressed about their own X-rays.

Finanolial Needs

A major burden of chronic¢ illness of the breadwinner is
the loss of all, or part, of his income and the expense of
medicael and hospital care. There may be a need for finencial

agsistance and careful management of the reduced income.

Finencial assistance.~-Hespondents were asked if they
were receiving financiel help, from whom they were receiving
it, and, 1f it was from an agenocy, how they had gotten in touch
with the agency. Financial assistance was received from the
following sources, for the following number of families:
Veterans Uisablli¢y -- five familles; Aid to Dependent Children
-~ two families; Sooial Security Disability ~- one family.

Full or part salary continued in three families, Agencies were
contaoted for assistance by wives in four instances, and by
husbands in four. In the three families where the salary con-
tinued, these arrangements were made by the husband.

Three of the four wives who contacted an agency for
financial assistance expressed difficulties. One woman sought
ald from the Veterans administration, She sald, "They are
supposed to help you and they act Just the opposite.™ When

she tried to get an inoresse in the amount given her she

commented, “"They practically called me a liar."™ The second
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éparticipant ocontacted Aid to Dependent Children. The amount

égivon her wes insufficient to live on and she discussed this

fwith her parish priest. He contacted the sooial worker at Aid
éto Dependent Children and the amount was inoreased. The third
?wire also had sought assistance fram Ald to Dependent Children
%and'was refused assistance besause of a three hundred dollar
?savings account and her ownership of an automoblle. "They were
ﬁtho coldest people I've ever met in my life."” This woman felt
Ethat her car was an essential 1n order to visit both her
?husbana and her five year old ohild. The child was in a
‘tuberoculosis hospital at some distance from the father. After
ian eight month period and three refusals, there was a bus
;strike in the community. The agency then deemed the car es-
;sential and provided aid. The family had maneged up to this
?tima by moving in with the wife's parents and by accepting
Zfinanoial help from the wife's brother. The above difficultles
iwere expressed spontaneously by these three women since no
question concerning this was included in the schedule. This
?canfusion may have srisen beoause agencies providing financisl
;assiatance are limited by poliey, and frequently by law. Also,

{the necessary investigation process may have been a new and

. perhaps threatening experience for many applicants. Expeo-

f tations ooncerning the amount of aid may also have been un-

f realistlic.

Management of finances, especially in cases of reduced

éiincams, may be the major factor in determining if family needs
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) gmill be met, Respondents were asked who usually handled fi-
gnannes in the home, who was teking care of them now, and what
gware their feelings and diffieulties? Six respondents had
;always managed femily income and felt that it was no problem.
iTwo of the three who had managed flnances jointly with the
;husband, prior to his hospltalligation, expressed a dislike for
Edoing it alone. Their comments were: "Tﬁe burden fell on me,"
%"I didn't like the responsibility.” In two families where
?husbands had been the sole mansger, one respondent felt that
;she did a better Job than her husbend; the other did not like
?tha responsiblility. To summarize, three participants expressed
;some reluctance or dislike of the mapagement of family income.

’n\ 'Assistance from the public heaslth nurse, by suggestions con-

éoorning budgeting principles and low cost nutritious foods

1might have been of value to them, Also, current literature on

Ethis subject and the services of a nutritionist, if avallable,

;might have lessened the wives' difficulties,

: None of the eleven families received a hospital bill.

éFour hed insurance thet pald part of the bill. Others received

grroe hospitalization in tex supported hospitals., Four wives

" discussed their difficulties concerning hospital bills with

jnospital social workers, One wife kept in touch with a friend

éin the Veterans Administration who had helped her arrange for

;hor husband 's hospitalization,

é Attitudes of Relatives and Neighbors

(n\ ? The communiocabllity of tuberculosis can cause concern %o
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‘ﬂ\ ;thoso who have been in close contact with the patient., Their
éanxieties may produce strained relationships. Frequently,
gpatients and thelr familles may feel like social outcasts be-
;oause of this fear of the disease. Questions about the atti-
§tudas of the people who made up the respondents' social environ-
;ment'ware asked. In four instences, the wivesa' parents were
ideeeased. Five participants indicated that their parents were
;eonoerned and were helpful, especlally in caring for the
échildren and driving them to the hespital., "My mother is used
to heartaches, She took it well and tried to help.,"” "They
?were shocked and felt badly, They helped me a lot." The tenth
érespondent said, "My mother never said anything.,” The final
;respondant remarked, "Sometimes they were sympathetic, but
fsometimas they blamed me for marrying my hugband when I knew
;there was tuberculosis in his family.”
% The parents of the husband in six families were deceased.
?There was no oontact with them in another. Three respondents
gindieated parental attitudes of deep concern. "His mother, who
%was very 111, eried when she heard the news." "They felt
éawfully bed and blue. They visited him every day." The most
éextreme degree of distress was evident in the following state-
ém@nt:
| His father was in the hospital (with tuberculosis). He
thought that he had given my husband the disease. Actually,
it killed him. He was qulite upset, He dled two months
after my husband was in the hospital (the same hospital).
My husband wasn't with him. He was in another ward,

N { The final respondent said, "His father acoepted it but
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his mother sometimes acted as if she might catoh 1t."

In six families, neighbors inquired about the patients'
condition, Three of these offered essistance, either in tsking
care of the children, or in driving the respondent to the
hospital. One of these had her ochildren X-rayed at the re-
spondent's suggestion, and a fairly close relationship continued
between them. Four reported that they either did not know their
neighbors or were not involved with them., Only one indicated
strained relationships with her neighbors.

One neighbor saw the nurse come with the sign on the car
and she hollered out the window to ask me if she could do
anything., This mede my husband and I med,. I didn't tell
her (about husband's illness) until a long time after.

To summarize, the predominant attitude of the majority of
the parents and the neighbors appeared to be interest and con-
cern for the patient and the family. Of interest was that five
participants mentioned their own parents as offering help. This
was not mentioned about the husband's parents. Only one parent,
a husband's mother, showed fear of the disease. One re-
spondent's parents had a blaming attitude. Respondemts’ comments
concerning attitudes of husbands' parents indioated rather
severe reaction in three of the four cases, This finding under-
lscored the emotional and perhaps physical effects of the

diagnosis of tuberculosis on femilies as well as on the indl-

vidual.

The Role of the Public Health Nurse

Public health nurses frequently plan home visits as soon
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es possible after the dlagnosis, since the reaction by the
patient to the diagnosis of tuberculosis may be one of
emotional disturbance. Also, the patlient may need nursing
cars and informetion about the disease, Four families were
visited prior to hospltalization by the public health nurse,
seven after hospitalization., Four respondents‘raplied to the
question of who sent the nurse by stating tney‘did not know,
Three reported that she was sent by the™eity." Two mentioned
"the hospital™ and two the "health oenter." Only five of these
respondents indlcated some understanding of the public health
nursing agency in their communities. ‘

When asked what the public health nurse did on her
visits, elght stated that she gave them information about the
disease and/or X-rays, "She told us about X~rays." "She took
& case history and advised me not to over-do." "She explained
i about the disease, When I (the wife) was sick she came every
day and also talked to my husband about me, He was very con-
cerned.” - Of these eight, one partio;pant expressed some dis-
satiasfaction: "She talked about mettresses and how long he was
sick, I felt she was negligent about making appointments. I
called for my own X-ray appointments.” The final three re-
gspondents gave a variety of answers. One said, "She asked
about my husband." Another stated, "She told me my husbeand hed
tuberculosis.” The last respondent understood that the nurse
came only to see her new born infant. She said, "She talked

about the baby." The public health nurse was still visiting
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in three homes at the time of the interview. "She visits
occasionally and asks how things are going." In eight homes
she was no longer visiting.

To summarize the above findings, four families were
visited by the public health nurse prior to the husband's
hospitalization, seven after hospitalization. Five responses
indioated awareness of the agency in their community responsi-
ble for public health nursing service. The predominant ceoncept
of what the nurse did on her visits was that of giving advice
and instruction. ‘

Throughout many of the interviews there was evidence of
the contribution of the public health nurse. This can be seen
in the comments of respondents that were made, without specifio
questions being asked. One participent said, "She helped me
get my baby straightened out.,” This remark was in reference to
the infant's feeding and sleeping schedule. Another comment
was, "The nurse always came by to tell us our X-rays were O0.K.,"
Another respondent saild, "The visiting nurse answered a lot of
my questions. She came once or twice a month. She dropped in
to see if I needed anything." In the following two statements
were evidence of the public health nurse making an adjustment to
an individual situation and meking referrals for continued
nursing service: "She came to see me on Saturdey since I work
every week day. After 1 moved from Braintree, the nurse in
this city ceame to see me.5 Another respondent said, "The nurse

still comes by ocoasionally, She asks how things are going and
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if we are all still having X-rays."

By asslistance with child care, by informing individuals
of X-ray reports, by answering questions, by adjusting her
visits to the family's pattern, by referrasl for continued
nursing service, the public health nurse appears to have pro-
vided necessary and valuable service to these families.

Of interestwere the similarities of some of the findings
in this study and those reported in the literature, Financial
problems appesared to be a very common difficulty of families
with chronic illness. Funds were inadequate, or there were
problems associated with mansgement of income. Also, some
wives supplemented their 1ndome by working. Another similarity
noted wes the helpfulness of the parents of the wife, espeoial-
ly in cering for the qhildren. This was not & finding of the
parents of the husband. Of interest also was the faot that a
change or a lack of social activities was not a difficulty to
the women, Their lives apparently continued to be active,
perhaps because of outside employment, the care of their
children, or visiting their husbends. Another finding that
was noteworthy was tha'maladjustment of some children as a
result of the sbsence of the father. Various types of behavior
difficulties appeared to be the result such as, resistance to
the mother's authority, emotional depression, and/or the
development of nervous habits. Also, there appeared to be &
dirficult period of adjustment for some patients after their
return to the family.
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While there was evidence of similarities in findings,
there was also evidence thet a particular chronic illness may
evoke particuler difficulties. For example, the mothers tried
to oconceal the illness from thelr younger children when the
husband was mentally 111, This was not evidenced in this study
| when tuberculosis was the problem.

Throughout all the studies are findings pointing out the
numerous effeots on the famlly as a result of chronic illneas.
Adults and children alike feel its burden and all must make
ad justments of varying kinds., The ease with whioh the adjust-
ment is made can be and frequently is facilitated by the
activities of the public health nurse.




CHAPTER V

i SUMMARY, CONCLUSIONS, AND RECOMMENDATIONS

; Summary

§ The prevalence of chronic disease in the population is
ieStimated at such maegnitude that it has beocome one of the lead-
iing health problems. Also, chronic lllness has serious effects f
;on the family unit such as, financial burdens and readjustment
éof individual lives., This study was an investigation of a
%group of families in whieh the breadwinner had experienced a
§eommon chronic disease. Its aim was to investigate the diffi-
culties of the patient, the effect of the illness on wives and
_ohildren, the finanoisl difficulties incurred, the attitudes of
irelaﬁives and neighbors, end the role of the public health
inurse. Eleven wives whose husbands had been hospitalized
gwithin the past three years were interviewed, using an inter-
%viaw sohedule. Cases were obtalned by contacting the Director
gof a visiting nurse assoclation in one city and the Director of
?pub&ic health nursing in the health department in the other
;oity.

| The literature, especlally two studies, one of an urban
iand one of a rurasl sommunity, clearly dooumented the scope of

%the problem and the needs for care of this group., Studies that 7

i

w
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:1nvestigated the effects of stresses, including chroniec illness

' on the family, underscored the problems that may be created by

ehronic illness to families, Studies of public heelth nursing

- service in chronic 1lllness revealed that public health nurses

fjprovided a great deal of assistance to femilies with chronise

© illness, For example, they provided nursing care to the

_patient and also assisted in his rehabillitation process, and

. alded families in their adjustment to the illness.

The oriteria for the selestion of families in this study

- were thet the patient be male, that he be married with a

i family, end that he either be a patient in a hospital, or have

" been discharged from the hospital within the past two years.

The results of this investigation revealed that the

i diffieulties of the patient evolved arocund the diagnosis, the

cont inued aetivity of the patients after the dlagnosis, the

. patients' attitudes and sare during hospitalization, and the

§ patients' adjustment after hospital discharge. The effects of

s o
5w

' the husbands' illness on the wives were feelings of loneliness

i after the husbands' hospitalization, and the need for emotional

' gupport from their families and/or close friends on the day of

i the husbands' hospitalization. The free time of the wives was

!

f consumed with visiting the husbands. Anxiety and fear were

expressed by some wives about thelir X-reys and mediocal follow-
up, There was & lack of gquestions ooncerning the disease on
the part of the wives at the time of the interview, The

effects of the fathers' illness on ochildren were as follows:

TS T T TSR T
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5@11 ohildren were informed of the illness by parents, some

j%aﬁ questions about it; one five year old developed active

i
4

gtuberculosia; some indicated emotional distress such as nervous
ghabits, less soociability, and rebellion against authority; and
éall ohildren were able t0 see their fathers during the illness,
;The attitudes of some respondents toward the childrens' X-rays
iand medical rolloﬁnup indicated concern and anxiety., Financial
¥difr1culties as a result of the illness were the necessity of
%recelving financial aid from various sources, difficulties in
iprocuring ald, and management of income, No family received &
Fhospital b111. The predominant attitude of the majority of
%relatives and neighbors appeared to be intereat and concern;
?only one husband's parent indicated fear of the disease,
;Wives' parents were more helpful to the femilies; however,
Ehusbanda' parents appeared more deeply concerned about the
2patient. The role of the public health nurse appeared to be
%that of giving advice and instructlion, and there was much
icvidence of families receliving assistance from the nurse,
lThers was a lack of awareness of soms respondents concerning

Ethe ageney in their community resposible for public health

'nursing service,

Conclusions
The findings indicate the complexity of needs of fami-

?lies oreated by chronic illness, Patients need assistance in

%acospﬁing their diagnosis., They also need assistance with
i

| arrengements for such matters as income for the family, so that
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' bed rest and care may begin for the patient as soon as possible
‘after the dlagnosis, Visits to families by the public health
Tnurse should be made as soon as possible after the diagnosis to
éassist the family with these arrangements and to provide in-
frormation concerning the communicability of the disesse and
imsthods of preventing its spread to others. Since there is
‘frequently a long perlod of medlcal care and supervision after
‘hospital dlscharge, and there are many adjustments to be made
'by the patient and the family, the needs of each patient and
ﬂhis family should be evaluated by the publiec heslth nurse., Her
emotional support and health gulidance may be of assistance at
‘this time,

| Public health nurses and all personnel in the allied
-professions must remain sensitive to the fears and anxieties of
findividuals concerning medical examinations and medlcal and
‘nursing procedures. Heassurance and an understanding manner
‘and explanation of treatments and procedures may do & great
fdeal to relieve this apprehension. The responsibility for in-
;fonning individusls about needed follow-up and the resources
;available in the community for this care is a Joint one shared
Lby nurses and physicians, There was much evidence in the study

!0 indioate that individual needs for this type of information

: ?are met when both groups mutually c¢arry out this activity.

That a child in & family was found to have tuberculosis
gonly stressed the neoéssity of X-ray and medical follow-up of

gcontacts of tuberculosis patients. The adverse reactions in

T
i



K

L8

- some of the children as a result of parental illness revealed

thelr needs and those of the mother for essistance. The publie

. health nurse should be alert to such needs on her visits and
. ean make community resources, such as a Family Service Associa-
%€tion, known to mothers, Also, the nurses' continued emotional
. support and instruction coneerning the needs of children at the
éfvarious developmentel stages might prove of benefit to a
jfparent.

“ No serious deprivation was evidenced by inadequate in-
éieome in these families, The difficulties centered around the
;;manner in which respondents felt they were treated or the
amount of aid received. Frequently, the public health nurse

" because of her close relationships with families provides
i%emational support by the simple process of listening to their
g;difrioulties about finances. Occasionally, she may dlscuss the
%jsituation with the particular agency personnel if the family
??are either unable to or request her to. Some participants ex~

E%pressad dislike of or difficulty with management of their
Ejfinances. Through her knowledge of budgeting prineiples and

it

]

' low eost nutritious foods, the public health nurse can fre-
‘ifiquently provide help to such individuals.

: Negative attitudes on the part of those who make up the

%éfamily's social environment were markedly absent, Only one
| parent showed fear of the disease. Health education programs
. and the merked drop in the tuberoulos1s death rate wlthin the
past fifty years undoubtedly account for the lessening fear of

PRy P
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ﬁtubereulosis.
; The laok of awareness of the agency in the community

éresponsible for public health nursing service reveals needs for
iincreased knowledge of comnunity agencies., Public health nurses
|by their discussion to individuals and groups can aid this. _
;Also, programs on radio and television and public displays con- ;
gcerning public health nursing service must be continued and

perhaps extended.

Recommendations
£ On the basis of the findings of this study, the follow-

?ing recommendations for further study are made:

| l. That a similar study with a larger sampling be done
to confirm the findings

2. That a similar study of families with other chronie

diseases be made to supplement the findings.
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6.

QUESTIONNAIRE

What date wes your husband hospitallzed?
How many children do you have? Boys Girls

What are their ages?

PERSONAL REACTION OF WIFE

Now I wonder if you would try to recall what happened to
you or how you felt the day your husband was admitted to
the hospital,

Did you accompany him?

How did you feel after he left or when you returned home?

Could you explaln further?
Could you give me an example?
Anything else?
Was there an adult here with you the day your husband was
hospitalized?
a. 1f yes, who?

b, Were they here for any particular reason?

Vhat?
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a.

a,

f.

b,

Do you feel that having samebody here helped in any

way?

How?

Could you explain further?

(If answer to question 3 is no) Would you have liked
somebody to be here?

You sayuoooocuoaooeould you tell me why?

Would you have liked a professional person with you

that day?

You S8Yeeeessseeseecould you tell me why?

7. Can you tell me how your life has changed since your

8.
b.
G,

d.

husbend was hospitallzed?

Are you working?

Is 1t full time, or what?

Were you working before your husband's illness?

Now, about your socclel life or reecreation; has there
been any change in this?

How?

Could you explain further?

Anything else?
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8.

9.

110,

11,

Sk
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Now, about your medical check up and X~-ray, did anybody
talk to you about it?
Anybody else?

How do you feel about this X-ray and medical cheok-up?
You Say........«.n...could you &plain?
Did tha nurse oome to see you before or after your husband
was hospitalized?
Who sent her? |
What did she do?
Is she still ooming?:
HUSBAND'S ILLNESS
How do you think your husband 1s doing now?
a., Do you see any ohanga\ in him?
What?
Do you mean?

Could you explain further?

b. Do you feel that there is something more that could

i
i




55

12.

113,

ik,

be done for your husband?

What, for example?
You mean?

Anything else?
¢. In general, how would you say your husband's spirits
are?

You BBYeevessvsencencane would you explain?

What do you think caused this 1llness?

Do you mean?

Anything else?

How did your parents feel about his 1llness?
Do you mean?

Anything else?

How did his parents feel about his 1llness?
Do you mesn?

Anything else?
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r“! f 15. About your nelghbors, did they conocern you in any way?

How?

You BBY eessseesssnnnnasdo you mnean?

- 16. After your husband knew he had the disease, who talked to

you about it; the cause, how to take care of it, ete.?

Anybody else?
a. Do you still have any questions about it?

What, for example?

f 17, What care did your husband have to have before he was
| hospitalized?

a. Did he ocontinue to work?

b. If not, was he confined to bed?

¢. 1f care was given, who gave it to him?
Anybody else?

d. (If wife gave care) Who taught you?

e, (If wife gave care) How do you feel you maneged?

CHI1DREN

N § 18. Now, about the children; do they know about their father




- 19.

' 20,

being in the hospital®

2. Who told them about it?%?

b, Do they have questions about it?
What, for example?

¢. How do you feel it has affected them?

YOUu 88YesssvssesasesaWould you give me an example?
Anything else?

d., Was there any change in their behavior?

Could you explain?
e. Is your husband able to keep in touch with them?
How?
f. Do the ochildren write to him?
Now, about the ohildren's ocheck-up; who told you about it?
Anybody else?
ea. How do you feel about this check-up?
You BT seneces cesessseWOUld you explain?

FINANCES

Who usually handled money matters in your home?

e s Saesapaie S
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a~
21. Are you taeking care of them now or how have you worked
this out?
Could you explain further?
a. How do you feel about this arrangement?
Could you explain further?
] b. Are you having any diffioulties now?
What, for example?
- 22, How have you been able to meet the extra expense of
m : hospitalization?

a. 4re you getting any finaneial help?
b. (If yes) From whom?
Anybody else?
¢. (If an agenoy) How did you get in touch with them?

23, VWere you able to talk to anybody about some of these
diffioulties?
a., Who?

b. Anybody else?



