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CHAFTER I

INTRODUCTION

3tatement of the Problem

This 1a a descriptlve study of the attitudes of

eleven lower class, urban families towards their children's
“111lness and hosplitalizatlion. tach of these families had a

‘geven to thirteen year old child with a physical illness

requliring hospitalization on a medlcal, pedlatric ward of

Boston City Hosplital. The study was designed to answer the

‘following research questions with regard to these families:

l. #hat 1s the soclal setting 1in which
illness takes place?

2. What are the events and‘clrcumstances
which surround 1lllnessg?

3. How does the familly percelve and deal
with 1llness?

4, Wnat are the effects of 1llness and :
hospitalization on the family? ’

In relation to the soclal setting of illness,

- the study focuses on the famlly composition and relation-
~ ships. These include personal characteristics of the chilad

- and family, relationships among family members, and

relationships between famlly members and the extended
family. It also includes the child's diagnosis and the

number and length of his hospltalizations.




The eventse and circumstances surrounding illness

include cris€s situations which occurred in the six months
prior to hosplitalization. Emphasls was placed on changes
in the number of people in the household, on the gualilty
of interpersonal relationshlips, and on some of the meaning
of these to the famlily. “hen the soclal setting and the é
events and circumstances surrounding illness are known,
1t 1s possible to galn a greater understanding of why the
famlly percelved the 1llness in the way they did, and why
the 1llnesgs affected the famlly in the way it did.

The perception of the illness 1ncludes when and
how the parents recognized the child's i1llness, what they
gald concerned them most about this, and when and where

they sought help. The mother's reasons for choosing

‘Boston Clty Hospltal and her attitudes towards it are

described as well as her awareness of the dlagnosis and

her concepts of the etliology of the illness. If more is
known about when and how a medical facllity is used and
what the attitudes of the patients are towards this
facllity, it may be possible to educate the patlient -
population to a more appropriate use of the facility if @
necessary. It may also be possible to add new services
or revige old ones to make them approprlilate to the needs

of the people.




In relation to the effect of 1llnees on the family
the study focuses on changes 1n routines, changes in re- o
lationships and changes in the affect of a family member.
¥ore informatlion about these can also result in improved
gservice. é

Theoretlical Conslderations

There have been several stulles on the attitudes
of a child towards nhospitalization and 1llness, but there
have been few studles from the family's point of view. ilost
of the latter seem to concentrate on the impact of the
family upon illness, or on how the impact of illness on a
family will in turn affect the patient. It 1s the opinion
of the writer that although these are certainly important
areas of concern, 1t is also important to know the impact
of illness on the family members for thelr own sakes. The
more that is known about the meaning of illness to a family,f
the more possible it will be for social worke;s and other |
profeasional people to help by methods of prevention or
treatment.

Gerald Caplan and Erich Lindemann feel that each

individual has an equilibrium of functionlng in relatlon- j

: ship to his environment. This equilibrium l1s kept stable
. by a series of homeostatlc mechanisms which operate within
2=his personality and within the soclial system of his

- network of close interpersonal relationships. Durlng a




erisis, these homeostatlc mechanlsms are overpowered, and
“the individual can no longer solve the problem by his
1normal methods. 01ld conflicts which are symbolically linked
:with the present problem are revived durlng the period of
?disorganizatlon 6§fa crisis.l

Illness may arlse in an environment in whlch the
equllibrium has already been dlsaturbed by other factors.
- Illness and hospitalization may be crises that cause
disequilibrium, or both of these may be so. Whether illness
arises from a disequilibrium and/or causes it, may in-
fluence the perception of the illness and the way with
izwhich 1t 1is dealt. These may also be influenced by the
’ﬂnature of the 0ld conflicts which are revived at this time,
Cand the extent to which they were resolved in the past.
Jome people have studled the effect of the famlly
. or environment upon the onset of 1llness. Doctor Hinkle
flsays:

action with his “social" and “interpersonal®

environment 18 relevant not Just to his ‘emotional |

state" or to his 'mental health", but to all of

the 1llness that he experiences This relationship
is, in the last analysis, a "life and death prop-

osition"” for him. Man's interactlion with hils

1
Gerald Caplan, "an Approach to the 3tudy of
Family Mental Health) in The Family a Focal Point in
' Health Education, pp. 58-59.

The weilght of the evidence 1s that mars inter- -




soclal envlironment affects the course of all
his 1llness, sometlimes to a great degres,
and sometimes to only a small degree. How
much, in what manner, and under what circum=-
stances are the guestions to be determined
in each instance.

Doctor Arthur Z. iutter, professor of psychlatry

at Soston University ichool of wedicine, has been conducting

an exploratory study to identify crucial psycho-soclal

varlables in dlsease onset and to work out a method to
study these. tHe found no particular varlable in the psycho-
soclal setting which i1s related to the onset of illness. It
18 the quantlitative and gqualitative nature of the events
rather than the events per se which are ilmportant. an event

must be viewed by the lndividual as causing some change in

- himself or his family before it can be related to the onset

of i1llnesse. Dependlng/ﬁpon biologieal and psychological
4
factors the event wlll be important in maintaining health
3

or 1llness.

2

Lawrence %, Hinkle, "Ecologleal Observations of
the Relation of Physlcal Illness, Kental Illness, and the
30cilal Environment", Psychosomatic iedicline, vol. 23
(July-august, 1961), Dpe. 295.

3
Arthur Z. Mutter, "The Fsycho-jocial JSetting in

“Which Illness Tazes Place and Its Impact on the Family",

paper presented at Psychlatrlic Grand Rounds of Massachusetts
Memorlal Hospltals, Boston, 1962.




Illnesz and hospltalization of a chlld may be a
crisis situation not only to the child, but also to the
family. Z“aplan has sald,

Hot only will the support or lack
of support of the family during
¢rises have a marked efTect on the
outcome, but that outcome which may
be most significant 1in terms of the
future mental health of the in-
dividual may be expressed in terms
of improved or worsened emotional 4
relationships among famlly members,
It 1s the feellng of the writer that these lmproved or
worsened emotional relatlonships among the famlly members
should be explored further not only because of the future
mental health of the patient, but also because of the
future mental health of the other family members,

In a workshop on the management of the zarent in
pediatrics, management of the parents of the chronically 1ill,
acutely 111, and ambulatory patients were discussede. a4lthough
the discussion was mainly geared to the pedlatrician's role,
there are implications for social work. Veronica Tiza sald
that parents can adjust to a c¢hild's cuaronlc lllaess if
they can glve up the fantasles and goals they had for the

child vefore the 1llness, work through thelr grief over the

loss, and accept the aitered goals reallstically. Once

Ibid.' ppo 61"’6?'



they have done thils, they can help the chlld strive toward
optimal functlonlng.B

“Yelvin lew® . points out the importance of under-
gtanding the cricls that confronts the parents and tue
child. It is =1s» Lmaportant to understand tne ward staff's
feelings elther 28 ilndividuals or as a grouv and the 12—
pact »f the interaction hetween the parents and gtaflf,.
. During the veriod of u crisiy, esgpeclally at its
peak, the emotional forces inslde the individuel and hig
interpersaonal network are off balance. Help at thls time,
by family, clnse assoclates, and caretakinug arents in the
community, can weilrh the equilibrium down in = positive
directlion in recsard to mental health and produce lasting
effects gulte out »f nroportion to the effort expended.7

Phe worsshon on the management of the varents in
pediatrics and the study presented in thlis thesls are re-

lated to the concent of prevention as 1t is used in public

health as well as to treatment. There is a current interest

5

Jeronica 4. Ilza, et al., "danagement of the
Parent in Pediatrics Iractice - Workshop, 1960", imerican

Journal of Urthopsychlatry, vol. 32 {(January, 1362,, D o4

ibid., v. 66,
7
Caplan, 9p. cit., pe 60

Te



in applying this concept to a social work framework.
Jerner Boehm states that the prevention of social dys-
functioning 1is one of the three functions of soclal work.
It entalls "early discovery, control, and elimination of
conditionanand sltuations that potentially could hamper
effective social functioning." e divides this further
into the prevention of problems in the area of 1nteractions;
between individuals and groups and prevention of social
1115.8 Illness, or negative after effects of it, could
certainly hamper social functioning, and thus would be
sultable areas for concern under the terms of this def-
inition.

Lydia Rapoport discusses primary, secondary,
and tertlary prevention. This study seems %o relate 1o
her concepts of secondary prevention and especlally to
speciflic preventlon, a form of primary prevention.
Secondary preventlion includes case finding and emphasizes
early dliagnosls and treatment so that the duration of the
distress will be shortened, the symptoms reduced, and the
seguelae limited. Specific preventlon lmplles sonme
knowledge of causation and includes sueh things as pro-

vision for reducing the gsecondary effects of stress.

g

Werner W. Boehm, "The Nature of 3jocial work," :
3ocial ¥ork, vol. 3 (April, 1958), pp. 16-17.

9

Lydia Rapoport, "The Concept of Prevention in
50cial work," 3oclal Work,vol. 6 (January,1961), pp. 4-11l.
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‘ffiébuidmééém‘ihéigVQgén géégggéfy, duriné“a
period of crisis, soclal workers could help parents work
through taeir grief and adjust to a child's illness, could
serve as a lialson between the ward staff and the parents,
and could provide other tangible services and support to
the parents to help relieve the gecondary effects of
1llness and prevent further disequilibrium. However,
knowledge of the meaning of 1llness to the family would
be necessary in order to carry out these functions most

effectively.
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CHAPTER II
METHODOLOGY |

>election of the sample

The sample was selected from the parents of seven
to thirteen year 0ld children who participated in the soclal.
group work program at Boston City Hospital. The program is i
designed to help chlldren to adjust to hospitallzation
and illness and to minimize negative after effects of
these. The groups may vary in slze and membership from
day to day. The most common reasons for choosing a group
member are the nature of the illness or problems a child
1s§having on the ward, either acting out or withdrawing.
Sogetimes, a well adjusted child is chosen 1f ithe worker
feels this will be helpful to the other group members.

Boston City Hospital is a large, general, municipal‘
hospital which alsc serves as a teaching center. It pro-
vides a wlde variety of in-patient and out-patient services
for both adults and chlldren. Because of 1ts location in
the 3outh £nd of Boston, a low income area, and because of
its flexible payment plans, the hospital frequently draws
its patlents from low soclo-economic classes.

An elght story bullding contains all the pediatric f
in-patlent services. These include both medical and
surgical services for boys and girls from infancy through

age thirteen. Psychlatric consultation and evaluation,

e e e e e e e L L eate o i o eesitim . e s o it AT A L Rem e TN T A ¢ n 1 st e n s e . i ey ke
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when necessary, may be obtalned from the child guldance
clinic. There are almost no casework services, although
there are plans to lmplement the casework program in the
future.

- This sample was limlted to eleven familles of
ehildren on two medical pediatric wards of Boston Clty
Hospital. One is a glrls' ward, the other a boys' ward.
"he names of the famlllies were glven to the writer by
the two soclal group workers on those wards. cach worker
choge them from the groups of children whose reactions to
1llness and hospitallizatlon she was studying in detail.lo

Methods of Data Collection

Data were collected from hospital records and
from interviews with the mothers of the hosplitallzed
children. Permiasion for this was obtained from Doctor
3ydney Gellis, Director of Pedlatrics at Boston Clty
Hospital, and from ¥lss Marlian Chuan, director of the

g>clal group work program.

10
Miss Judith Balley studied the girls' reactions

in an unpublished master's thesls, Boston Unlversity Schoolé

of 3oeial Work, 13562. For eross reference, the code
letters referring to the child in her thesis are glven
here, followed by a dash and the letter glven to the
corresponding family in this thesis: B-B, C-A, D-F, E~D,
F-E, G-C.

boys in an unpublisheu master's thesls, Boston University

3ehool of 3oecial Work,1962., The relationships are presented

as above: A-G, D-J, L-H, M-~I. The K famlly was not included

in her paper as he was seen individually, but not in a group.

Miss Audrey MOntesi studied the reactions of the
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==7hé data from the hosplital records were collected

with the cooperation of the social group workers who made
thelr records avallable. These data include identifyling
information about the child, the child's medical diagnosis,
and the reason the chlld was selected to joln a group.
(3ee Appendix, Schedule A.)

The mothers were contacted by letter or telephone.
. The study was then explained to them and an appointment
was made for a home visit. The mothers were told thap_the
study was connected with Boston University. They weggfaiso
told that ite purpose was to study attlitudes of famiiies
of hospltalized children towards the child'as lllness and
hospitalization, but were not told of any direct relation-
vahip to the soclal group work programe. In this way it was
‘hoped to reduce the possibility of parents being unable to
expresg negative or amblvalent feelings towards the
hospital.

jeven of the home visits were made while the child
was in the hospital. The other four were made within ten
days of discharge. The vlisits lasted approximately an
hour and a half.

A structured questionnalire designed by Doctor
-Arthur futter after two years of exploratory research was
used in the home visits. (3ee Appendix, 3chedule B). It

consists of a series of open-end questions dealing with

ot o v
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The areas dlscuds

the beginning of the interview, the purpose of the study
was agaln explalned. The motners were then told that a
gquestionnaire would be read and the answers written down.
If the meaning of a question was not clear to a mother,
the wording was changed. The order of asking the guestlons
was changed wnen a mother brought up an area that appeared
later in the questionnalre. If a mother was hesitant to
answer questions at the beginning of the interview, these
were usually repeated later.

*ometimes, in answering these questlions, the
mother mentioned other crises or feellngs. These were
usually related to =pecilal feellngs for this c¢hild or
changes in the gquantity or quality of famlily relatlonships
prior to the last six months. ‘hen it was felt these were
relevant, they were explored, eltner at the time they were
mentioned or at the end of the 1ntervliew, to get a better
understandine of the mother's attitude towards the child
and his hospitalization and 1llness. The questlbns for !
these perlods were not speciflic, but were unstructured

and adapted to the individual situatlon.

1 Limitations of the study

xThe study was limlited by the small number of
famlllies which were interviewed. Thls makes it 1nadvisable @
to generalize the results to a larger population. since the

children in these famlllies were all in group work groups,

- SIS - S S



it 1s possible that the paren

14,

groups or contacts with the group workers influenced the
perception of the enild's illness and/or the hospital.

it has been demonstrated that chlldren who showed
the most successful adjustment on a2 ward were those who
seemed to have ithe moat satlsfying relationships with thelr
parents and whose parents were most able to adapt to their
child's hoszpitalization and 111ness.11 3ince the children
in the groups were often those wlth problems of aldjustment
on the ward, it 1s probable that the sample was blased in
the directlon of more dilsturbed famllies.

This study was limited to parents of latency age
chliidren and to a low gnclo=-economlic group. The reaults
may dlffer for other ages oOr soclo=-economic classes,

The method of interviewing was Iin some ways a
limltation for this studye. In some interviews mothers would
volunteer informatlon which wag n>t directly asxked for on
the guestionnalire but which was related to thelr attitudes
towards the ¢hlld and his i1liness. However, in other caseg
where there may have been equslly relevant information, thié

was not brought out. If these interviews had been preceded

1l
Dane . Yrugh, et al., "4 3tudy of the Emotional
Reactlion of Chlldren and Families to Hospltalization and
Illness, " Amerlcan Journsz. of Orthopsychiatry, vol. 23
(January, 1953), pp. 70-104.

"
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- and followed by a focﬁséd, but unstructured interview on

gocial history, this would have provided a more complete

. Pleture of esch family.

Because 1t wlll not be possible to follow-up

. these families, 1t is impossible to assess anything but
? their immedlate reactions. The more lasting effects, if

? any, of 1llnese on the family may not become apparent

until some time later.
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CHAPTER III

SOCIAL AND PER3ONAL CHARACTERIGTICS

This chapter will deal with the personal character-

istics of the child and family and the

gsoclal setting in

which the child lived at the time he becams 11ll. Table 1

shows the sex, age, race and religlon of the child and

whether or not the parents, without belng asked, verballzed

a feeling that this child was a speclal child in the

family.
TABLE 1

PAHOOMNAL CHARACTURISTIOSE OF THiE CHILDREN

Child Age 3ex Race Religion

3peclial ¢hild

A 12 ® H Prot.
B 13 3y N Prot.
¢ 9 i N Frot.
D 11 P N Prot.
Z 10 w N Prot..
[ 11 ® N Prot.
G 10 W ¥ Cath.
H 10 M N Prot.
I 7 W ¥ Cathe
J 12 i N Cath.
K 11 4 N sathe

Total 11 5 M 2 1 4 Cath.

6 F 9 N 7 Prot.

Yes
Yes
Unknown
Unknown
Unknown
Yes
Yes
Yes
Yes
Unknown
Unknown

6 Yes
T Unknown

From the table 1t can be seen
almost evenly divided between boys and

this group of children vary from seven

medlan being eleven. Hine out of a total group of eleven

that the group is
girlas. The ages of

to thirteen, the




children were Negro. This high proportion of Negroes 1is
not consistent with the normasl proportion of *“egroes at
Boston City Hospital, nor in the group work program, but
seemed to be a coincldence occourring at the time this pop-
ulation was chosen. Four of the boys were Cathollec, the
rest of the chlildren were Protestant. Both white children
| were Irish Catholies.

All but one of the Negro children came from
Jouthern Negro families. That 1s, the parents and/or the
children, usuwally both, came from the 3outh. The other
~ Negro family came from Ohlo. This is in contrast to the
| two white families both of which had their roots in this
area.

The number of children 1n these families ranged
from one to twelve with a median of filve.

As can be seen in Table 2, there were four main
{ reasons why the mothers sald they felt these six patlents
% were speclal or different in some way. In both cases where
there was only one boy in the family, he was considered
special. 3ome chlldren were conslidered special because of
thelr ordinal position in the famlly. This included an
oldegt or youngest child in a family, and one girl who

had remalined the youngest chlld longer than her siblings
! had. One child (H) was considered apecial for two reasons.
: ‘hree mothers (A,B,H) felt these children were also special

to the fathers.
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TABLE 2

VERBALTZED REASONS ¥hY CHILD WAS CONSIDERED 3PECIAL

Reasons ¥ale Temale Total
Only child - 1 (A) 1
rosition in family 1 (1) 2 (B,7) 3
Gehavior 1 (I) - 1l

Table 3 shows the child's dlagnosis, the number

~and total length of his hospitallzatlions and the reason
" he was chosen for the social group worgk groups. The chil-
~dren had a wlde variety of medical dlagnoses and were
lchosen for the groun work groups for many reasonc. 4ost
ot the children had only one hospltalization between

- Cetober, 1961, ani “ebruary, 1362. However, one of the
~glrls and two boys were in the hospital two or three
“times. The sexes varled In the length of the hospitall-~
" zatlon. dost of the girls remained in the hospital less

~than two> weeks while all of thg;boys but one remained

three Lo eleven weeks,

*he ages of the mothers ranged from twerty nine
to thirty elght years with a median age of thirty four ang
‘one-half years. The ages of the fathers or stepfathers

-ranged from twenty four to thlrty nine years with a
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l . medlan age of thirty seven years. The twenty four year old

_was a stepfather (A) who dld not 1live with the family.
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TABLE 3
CHILD'S ILLNE33 AND HO3PITALIZATIQN

"Child Medical No. of Hospit- Total Reason for

Diagnosis alizations Length of Being Chosen
between 10/61 Hospital- for Group
and 2/62 ization
A Vomiting, 1 14 days Nature of ill-
fallure to ness, needed
thrive experience in
soclalizing
with peers
"B Hemogronla 1 15 days Length of hos~
(undiagnosed piltalization,
at time of oldest child on |
interview) ward :
c Convulsive 1 9 days Diagnostic ob-
: disorder? servation J
spasmsg of
mouth and
hand i
D Pneumonisa 1 8 days To provide oth- .

ers with normal -
peer relation-

shlp
. E G.U., infec- 1 12 days Nature of
tion and 1llness
enuresls
F Arthritis 2 17 days Chronic home
situation i
G Asthma 3 40 days  Nature of 1ll- |
ness, no. of

hospitaliza- i
tlons g




o

TABLE 3 cont.
CHILD'S ILLNESS AND HO3PITALIZATION

‘child Medical No. of Hospit- Total Reason for
Dlagnosls alizations Length of Belng Chosen
between 10/61 Hospital- for Group
and 2/62 izatlon
H Glomerul- 2 17 days Acting out on
nephritis ward
and hyper-
tension
I Rheumatic 1 77 days Length of hos= |
fever Qitalization,
“"perfect pat-
ient"
J Rheumatic 1 52 days  Length of hos-
fever pitalization,
acting out on
ward
K Toxie syn- 1 14 Qays Acting out on

ovitis ward

o s e b L i . - . S -




i h atatus of the parents is shown in

Table 4.
TABLE 4
PARENTS ' MARITAL 3TATU3
3tatus ¥ale Female Total
© Married 2 (H,X) & (a4,B,C,D) 6
' Jeparated 2 (G,I) 2 (E,F)
Widowed 1 (J) - 1
Total 5 6 11

About one-half the children came from intact
famllles. A higher proportion of girls than boys came from
 intact famlilies. However, two of the girls' mothers who
‘ considered themselves married were not now living with their
. husbands. One of the husbands (A) was overseas in the army. |
His wife could have gone with him, but decided against this.e
The other husband (3) was in Deer Island, a prison, because
of non-support. Thus, the total number of mothers not now
living with thelr husbands was seven out of a total group ]
of eleven. Five of the six "special children" came from thes&
seven familles.
The familles were supported by various means as
can be seen in Table 5, The one pension mentioned was a

widow's pension from a merchant marine firm. In one of the

famllies supported by both parents, and in the family
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_il' supported by the father and A.D.C., the father supported the
mother but not the 11l child.
TABLE 5

FAMILIES' MEANS OF 3UPPORT

Means of 3Support dale Female Total

Tather 2(H,K) 2(¢c,D) 4
Mother-Father 1(G) 1(A) 2
A.D.C. 1(1) 2(B,F) 3
Father-A.D.0. - (k) 1
Pension 1(J) - 1

Total 5 6 11

\?/,/’ In the study discussed in Chapter I, Doctor Arthur

lutter devised rating scales to help measure the psycho-
social setting in which the lllness takes place and the im~-
pact of the events 1n this setting on the family. The criterii
‘for the followling four scales were taken from Doctor
¥Yutter's scales.
Doctor Mutter's criteria for rating the social
‘composition of the family were based on the Glueck Scale.
They were:
Poor: disintegrated, "home just a place to hang
one's hat", self-interest of members .
exceed group's interest; extreme emotional
and/or physical deprivation.
Fair: elements of coheslveness but some evidence

of some family nmembers pulling away from
the family unit.
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Good: strong "we" feeling as evidenced by
cooperativeness of group interests,
pride in home, affection for each
other.

Table 6 shows the soclal conmposition of these
families.,
TABLLE 6

RATING OF 30CIAL COMPOSITION OF PFAVILIES

Rating Number of Families
Poor 1 1 (A)
2 2 (G,I)
Falr 3 2 (B,E)
4 4 (Cc,F,H,J)
Good 5 _2 (b,K)
Total 11

It seemed that thls was not a disentegrated group
of famllies. Only one family recelved the lowedt rating,
and elght received a rating of falr or better. Both white
families (G,I) received a rating of 2. Both familles with
working mothers (A,G) received low ratings on this scale.
However, it seemed in both lnstances that the families
were disintegrated before the mothers went to work.

The families' relationships to their extended
famillies were rated in Table 7 according to the following

criteria:
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Loose: rare contact with kin ( less than
once every six months) and kin not
readily avallable physically or
emotionally.

Medlum: contact less than once a week

Tight: personal or telephone contact with
kin at least once a week; kin readily
avallable

This information relates mailnly to the mother's relatives.
TABLE 7

RATING OF KINSHIP TIES

Rating Number of Familles
Loose 1 2 (A,G)
2 1 (1) |
Medium 3 2 (B,F)
4 1 (x)
Tight 5 5 (G,D,E,H.J)
Total 11 é

From this it ®mn be seen that elght families received a
Pating of 3, 4 or 5 and almost half the families have
tight kinship ties. Families A, G, and I received the
lowest ratings on thls scale as well as on Table 6. All
three of these families had c¢lose relatives living in the
Boston area. The mothers of Krs. G and irs. I dled when
they were qulte young. Both of these women spent some

time in foster homes as well as time with relatives.
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Although ¥rs. I retalned a close relationship with her ais-

ter until a year ago, both women seemed to have had loose

ties with other family members for a long time.

It was not possible to evaluate the fathers'

- roles because of a lack of information in many families.

The mother's role as a wife was not evaluated because of

the large number of families which were not intact. The

mother's role as a mother was rated as:

Poor:

Fair:

Good:

lack of awareness of needs and
interests of children, deprives
children emotionally and/or
physlcallye.

some awareness and gome abllity to
act appropriately.

aware of and acts appropriately on
her awareness in respect Lo needs
of children,

TABLE 8

RATING OF MOTHER'3 ROLW A3 A MOTHaER

Rating Number
Poor 1 1 (4)

2 3 (£,G,1I)
Fair 3 -

4 5 (B,C,FyH,J)
Good 5 2 (b,Xx)

Total 11




iince no detalled informatlion was recelved atout
other chlildren in the family, thils table refers mainly
to the mother's role =23 = mother to the patient. Nine
familles recelved the sane ratine o>rn this scale ag on
Table ©£. The dtrer two (13,5) snifted one point in elther
dircetion. ‘eve~ 2% the mothera received a rsiine of 4 or
5 on thiz seale while the other four uothers received a
rotinges 2% 1 or 2,

e o faully consletontly recelved the lowerst
ratings »n the three uvrecedine scales. The child (L) was
a twelve year 01id #lrl who was nospltallzed for two weeks
for vomltins and fallure to thrive., "he lived with her
thirty year 511 mother and %$he motner's girl friend 'n
8 small apartnent in a very substandard nelghborhoiod. ier
twenty Tour yzzr o1 stevfather ha?! been overseas for one
year in the service. [ was an 1llleglimate chlld and had
never zeen ner wn father. -he was brought up in 4labama
by her maternal graniparents until the grandmother's
death two years zeo. 4t *toat time she came to live with
¥r. ant ‘ire. o nelthner of whom wanted her. “r. 3 eontinued
to supooart ‘rae 4,and ane went to work to support L. Jhen
dre 4 %88 3ent overseas, drs. 4 declded to ctay In foston.

Y

*he friend moved in twd months ago 23 rg. & was 1naesome.
vy

ps. a's father, =h>, st the time of the interview,

jived in soston, cane to vizsit her about twlce & year.

£

‘he nad almost no earntact atth hor slilster or
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brother. irs. A felt that although she could get in touch
with her famlly, they would be of no help to her.

Mrs. A sald she "don't know nothin' about kids,"
although she got along with L sometimes. These times were
apparently infrequent as she felt L was "not friendly",
but wanted a lot of lUrs. A's time and attention. ifrs. A
felt she was too tired at night to spend time with L,
and she had other things she would rather do. she did not
know the name of the school L attended, although she knew
where it was, and she w,8 very vague about L's interests
and activitles. ¥rs. A summed thelir problems up by saying,
"L needs a mother", and shrugged her shoulders. he gave
the interviewer the impression she wished she could care
more.

The mother's role as a housekeeper was rated

asg:

Poor: not able to cope with houssehold
chores

Talr: some abllity, inconsistent

(Good: able to manage her household dutles




TABLE 9

MOTHER'S ROLE A3 A HOUSEKELPER

Rating Number
Poor 1 -
2 2 (G,I)
Fair 3 2 (A,F)
4 1 (B)
Good &5 6 (CyD,E,H,J,K)
Total 11

#ore than half of the mothers recelved a rating of 5 for
housekeeping. Two of these (D,K) also received that rating
on Tables 6 and 8. The mothers (G,I) who received a rating
~of 2 on this scale received that rating on Tables 6 and 8.
Jne of them (I) also received a rating of 2 on Table 7.
#ith the exception of these four famllies, there was no
consistently close relationship between the families'

ratings on this and Doctor Mutter's other scales which

. were used here.




CHAPTER IV

HOW THE PANTILY PRERCREIVES AND DEALS #ITH ILLNASS

There were three kinds of physical symptomg shich
were recognlzed by these families: pain, loss of appetite,
and external physical change. Lxternal physical chiange
includes those symptoms which could be geen by the parents;
such as, stiffness in walxing, convulsions, swelling,
blood 1in urine, btreathing difficulty, and vomiting.

Table 10 shiows the symptoms recognized by the

parents,
lTapie 10
PIIICAL SYLDTONS LOUGATZag DU FALmID S

3ympton i’ale "emale Total
Faln : 3(1yd,%) 4(A,38,0,1) 7
Loss of appetite 1(1) 1(a) 2
sxternal physical change 4(G,lH,1,4) B(Aygiiplyiigh) 9
No syaptomg recornized - 1(=) 1

Two (1,4, of the five wothers noticed more than one symp=-
tom in thelr sons. cour (4,B,0,0) of the slx mothners
noticed more than one symptom in thelr daughters. Jne
mother (=) took her enuretic daugnter to the hospital
when an A.J.o. worker told her to do this. 'ne mother was
unaware that a diagnosis of 2.U. infectlon had been made.

she sald her child was wettings the bed, and thls was not

an illness.
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Nine of the mothers stated they had no difficulty

in recognizing symptoms in their children. Two mothers
(H,J) however, felt this had been difficult until thelr
gons' symptoms had become severe because the children
d41d not conmplalne.

Tabvle 11 shows the symptoms which the parents
sald concerned them. The mother (i) who was not aware of
any 1llness was not concerned.

Tasle 11

SYIPTONS CONCEANING THl PARENTS

symptom iiale Female Total
Complaints 4 (G,H,J,%) 2 (i5,7) )
Apparent physical
symptoms 2 (H,1) 4 (A,C,D0,7) 6
No concern - 1 () 1

The parents of the glrls expressed most concern about
apparent physical symptoms. The parents of the boys ex-
presgsed most concern apout their chlldren's complaints.

Mine of the families noticed no previous change in the
child's behavior which may have been related to the illness.
The other two families (R,I) felt the children became

more demanding and lmpatient.

31.
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Ine 1llnese and/or hospitalization often had an |
effect upon the cnlld's usual interests and activities. As ;
can be seen in Table 12, all of the boys and seven of the
total group showed some change in thelr usual interests
sr activities which were noticed by the mother.

TABLE 12

KFPPuCT OF ILLN®33 ON CHILD'S USUAL INTR=EST3 ALD ACTIVITIES

Effect of Illneas Male Female Total.

jome activity change 4 (4,1,J,X) 2 (B,F) 6
Loss of interest in all |
usual activities 1 (G) 0 1 -
No change 0 4 (A,C,D,E)  _4
Total 5 6 IS

ifost of the mothers tried to do somethlng to help -
the child tefore going for medical treatment. Two of them
(A,E) asked advice from a friend or relative. As can be i
gseen in Table 13, eight of the eleven mothers tried at
least one form of home treatment. This included hed rest
and medication. The most common forms of medication were

asplrins or rub-downs with patent medlclines. The other

form of treatment was mentioned by the mother of the
enuretic «irl (E). The mother awakened her each night

before the mother went to hed. f
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TABLE 13

HOWE TReATMAENT BZrFORE PARENTS S0UGHT MEDICAL ASSISTANCH

Treatment Hale Temale Total
Rest 2 (G,H) 2 (B,¥®) 4
Mediecation 4 (G,I,T7,K) 4 (A,B,5,7) 8
Other - 1 (8) 1l
vone 1 (H) 2 {¢,n) 3

The length of time between the parents' recog-
nition of the 1llness and the hospltalization ranged from
the same day to several months. However, nine of the
families sought medical a21d within a week after noticing
symptoms. Three families (¢,D,G) sought medical assistance
the same day the symptoms were noticed. 5ix fa@}lies
(A,P,H,I,J,K) sought medical assistance withiqgtwo days
to one week, and two families (B,i) wailted more than one
week.

All the mothers wlth one exception went first to
Boston City Hospltal for medlical assistance. The one
exception (F) used a private doctor becsause it was more
convenient, but was not satlsfied with his treatment. As
the mother found Boston City Hospital helpful in the past,

she then took her daughter there.
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The other mothers chose Zoston Cilty Hospital
because 1t was convenient, helpful, ilnexpensive or a com-
bination of these. [fakle 14 shows the parents' reasons for
choosing Soston Uity Zospltal and thelr attitudes towards
it. These attitudes are related only to thils 1llness,.

AL 14

TRAGBONT OR CHOOZING BCSTON CITY HOLIPITAL
AND ATTITUDL TOWARDS3 IT

leagong oglitive amblvalent Total
Convenient 2 (H,7) - 2
Helpful 1 (7) 1 (%) 2
Inexpensive 3 (A,B,0) - 3
Convenlent-helpful 1 (2) 2 (#,1) 2
Convenlient-
inexpencgive - 1 (G) 1
Total 7 4 11

dhatever their orlginal reasons for choosing
Boston City Hospltal, most of the parents ended up with
positive feelings towards 1it. Three {(«,F,I) of the four
people who expressed ambivalent feelings towards the hos-
pital had chosen 1t, at least in part, because it had
been nhelpful in the past. Three (&,G,I) nad not based the
negative part of thelr ambivalence on the way the hosplital
had dealt with the 1llness necessitating this admlssion.

¥rs. E felt they had not cured her daughter's enuresis,



although she had been hospitalized for a G.U. infectlon.
Yrs. & objected to the wav her son had been treated on

the aceident floor, ans srs. I oblected to thelr postpon-
ing her sontﬁ‘tonsillectomy. iie had been hogpltallized

this tine f;%;fheumatic fever. These three families (L,G,I)
all received low ratingé (2) on Table &€ which rated the
mother as a mother. Althourh lirs. 7 received a higher rat-
ing (4) on that scale, it is possible that due to the

many crises which nad recently occurred and the special
feelinge she had for the patient (see Chapter VI), she
felt she was not ag able to fulfill the patient's needs

28 she should have been.

In ei7ht of the nine cases (4,0,0,%,3,79,I,7,%)
where tnere was a definite dlagnosis, the pareanis were
aware of at least the name of the child's dlaynosis.

Jdrs. o owag aware of the enuresls, but not of the ¢.U.
infeection which was the reason for the hogpltal admisslion.
In both cases where no definite diasnosis was made

(R,™), the children were "svecial children". ~oth

mothers seemed to over react to the child’'s illness.

This was possibly due to thelr own Teelingg zabout the
¢child comblned with a realistlic sense of uncertainty as

to what was wrong. The two mothers (4,») whosge chlldren
had lived mosgt of thelir lives with their grandmotners

seemed to have a very limited awareness of the child's
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‘ 111lness. ‘ 1
' The mother's conception of the etlology of the |
1llness can be seen in Table 15.
TABLE 15

MOTHER'S CONCEPTION OF LETIOLOGY

Ktiology Male Female Total 4

g
Internal - 1 (x) 1
Lxternal 1 (H) 2 (A,2) 3
Both 2 (G,I) 2 (b,F) 4
Unclear 2 (J,K) 1 (B) 3
Total 5 6 11

jome examples of external factors were a virus, cold
weather, food, or being hit. Internal factors were physi-
cal or psychological. 3Sonme examples“gf these were sus-
ceptibility to iliness, bad tonsils, a cold or bronchitls
which s child had at the time of 1llness, belng lazy, or
working too hard. #rs. I, who mentioned both internal

and external factors, saild that her son's rheumatic

fever had been caused by a strep throat, bad tonslils,

a virus, lack of green vegetables, and the fact that the
mother had had shortness of breath when the patient was

born.

All the mothers whose concepts of etlology

had an external component (4,C,D,",G,H,I) recognized
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éxternal phyaleal s&mptcma ;n ;;;if children. With one
exception (G), they expressed most concern about external
physical symptoms. With the exception of lrs. G, the
mothers whose concepte of etiology had an internal
component (D,E,¥,G,I) recognized either pain or no

phyeical symptom at all.
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CHAPTER V

EFPRCT O ILLNaSs ON THE FAMILY

The i1llness had three known types of effects on
ythese families: changes in routines, changes in relation-
:ships, and changes in the affect of a family member.

As can be seen in Table 16, the 1llness had an
‘effect on the housework of the mothers of all of the boys
~and three of the girls. One mother's (H) work was affected

by doing less work and by departing from her usual time

gehedule.
TABLE 16
EFRLEST O TITWESS ON HOUOZEORK
Effect Male Female Total
Less done 4 (¢,H5,1,7) 2 (B,F) 6
Work times changed 2 (I,x) 1 (Cc) 3
No known change - 3 (a,D,) 3

Illness had 2 known effect on the work routine
of only one father (H). He sald that he rushed through hils
Zwork so that he would finish on time to visit his only
:son and favorite child in the hospital. However, this was
the only father present during an interview. It is im=-

posslble to know if other fathers reacted this way or
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had thelr work routines changed in other ways without
thelr wives belng aware of it.
Table 17 shows the effect of illness on the

relatlionships between the parents.

TABLE 17

AFPECT OF ILLNESS ON PARENTAL RELATIONSHIPS

Effect Vale Female Total
Increased friction 1 (c) 1 |
‘elationship strengthenedE (H,I) 1 (B) 3 f
No clear effect 3 (GyJ,K) _4 (A,D,5,%) 7 ;
Total 5 6 11 i

In four cases (A,:,F,J) the mother's husband
did not know of the child's illness. If these cases are
omitted, 1t can be seen that in four of the remaining
geven casges the lllness had some effect upon the parents'
relationships. Two of these were intact families (B,H);
in two, the parents were separated (C,I).

The relationships were strengthened when two
mothers (H,I) felt thelr husbands were golng cut of their
ways to be nicer and more helpful. The third mother (B)
did not see her husvand, but they began to write to

each other more frequently. In these letters she asked

for and recelved support for other issues as well as for
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her feelings about the illness.

There was increased friction in the relationship
between ¥r. and ¥rs. C at the time of the patlent's
hospitalization. In the early yea;s/of thelr marriage
there had been conflicet over authority and the amount of
service “r. C could sxpect from his wife. They resolved
this by ¥rs. C's allowing her husband to make all major
decisions. e allowed her to work as a cook during the
summers and to work part time during the rest of the
year., ixcept for the summers, she was always home to
gerve his meals, and she kept the apartment as neat as
he wished. They got along very well; and during the two
years before thelr daughter's hospitalization, irs. C
voluntarily, gradually decreased and then stopped her
working. Yr. C worked 1n the late afterncon and eveninge.
When thelr daughter was hospitalized, some of the old
conflicts were revived. Vrs. ¢ would prepare nis dinner,
but could not serve it to and visit with him before he
left for work. 3he visited the patient in the afternoon,
s0 she would not have to leave her younger child alone
in the evening. Although these and simllar confllicts
never became extremely serious, they did create more
tensions in the home.

Although all of the mothers mentioned the time

spent visiting at the hospital, only two mothers (G,I)




felt tne 1illness or hospitalization affected thelr 1looking
gfter the otrer chliliren. 'rs. G felt that because of the
illness and hospit-l visiting, she 414 not have nuch time
to spend with the sther children. .ra. & Ls one of the two
working motners included in tnls study. [he otner workins
motrer (A) M3 no other children. “rs. I saild that the 11l-
negaz and hosrvitallzation nad made 1t necessary for ner to
give all the children a little less attentlon and to sive
her eleven year oll som more responslbilltiy.

Tn »>ne case {7) it was felt the father's relation-
snip with the other shildren shanged when the vatlent be=-
came 111. The patlent had a prear deal of speclal aeaning

L.
to the father. jince the oatient had heen 111, the fatner
talzed with the osther chlildren an! expressed interesgt in
and econcern for them. However, he no longer dlayed with
them or shared in activitlies with them.

411l the mothers except one (i, expressed worry
or concern about the patient's hospitalizati n. All but
one () felt that those Tathers who knew of the 1lllness
also were worrled or concerned. 4t least one and usually
all »f a patient's siblings were known to be worried or
congerned except in the ©. famlly.

In eight, Tamllies, the 1llness had no known

effect on the relationsnips of the family to close

41,
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friends or relatives. fhree families of boys (H,I,J)
had less contact with close friends or relatives because
of the illness.

one of the parents felt that the patients
wanted less attention from them when they became ill.
7ive children (A,B,7,G,I) wanted more attention, and
there was sald to be no change in the relationshlp be-
tween the parents and the other aslx patients. Two
parents (C,H) mentioned being afraid to discipline the
child because it might aggravate the symptoms.

In all of the famllies but Z, there was a
known effect in at least one of the areas discussed in

thlis chapter.
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| CHAPTER VI
SYCHO-50CIAL SETTING AND CRISIS

In seven of the famlilies there were known events
in the psaycho-soclal setting close to the time of 1ll-

- ness which seemed to influence the way that the famlly
percelved and dealt with the 1llness or its effects on
the family. Those events involved: loss by death or sep-
aration of a close family member (families B,G,I,J);
addition of a new person into the household or return of
a family member (A,B,7); changes in family relatlionships
(#,H,I); changes in the behavior of a family member (I);
1llness“o£/§ close friend or family member (7,H,J);
affective change in a family member (B,7,J); onset of
development of secondary sex characteristics (F); and
change in housing or schools (A,F,H,I).

This can possibly best be understood by briefly
examining the events in each famlly and some of the mean-
ing of these events to the famlly. Patlent A was a twelve
year old girl who was hospltalized for vomiting and
fallure to thrive. Within the last six months there was
an addition of a new member to the household, and a
school change for the patlient. The famlly consisted of
the patlent, her mother, and the patient's stepfather

 who was overseas in the service. The patient had been

brought up by the maternal grandmother until the
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grandmcther's death two years ago. Although the step-
father gsupported Lrs. A&, she worked to support the patient.
Her employment was reseénted by the patient who felt irs.

A should have been home as the grandmother was. About

five months before the lllness, the famlly moved to an
unsatisfactory apartment. The patient had always had
difficulty in getting along with peorle and was a slow
learner, so the necessary school change was algo diffi-
cult for her. Those [lactors seemed to have lncreased

tne tension in the home.

Two months before the illness lrs. A's girl-
friend whos worked in the laundry with her moved in with
the family. ‘rs. A liked having another person around,
as she was not so lonesome, Unlike lirs. A, the friend
liked children and played with the patient. The patient
began to eat better when the friend moved In. It 1is
possivle that the friend helped to slightly lncrease
irs. 4's underatanding of the patient and her awareness
of the child's needs. This may have had some influence
on the mother's ability to act as soon as she did when
she noticed the child's symptoms. This illnecs was the
first time she had sver worried about the vatient.

fatient 5 was a thirteen year old sirl who was
hospltalized with hemogronia which had not bteen diagnosed

at the time of the interview. This case illustrates
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loss of a famlly member, return of a famlly member, and
an affective change in a family member. The B family
consisted of Mrs. 5, ¥r. B who had been in prison for
eleven months, and their eight c¢hildren. The patlent
was the third oldest chlld, and both parents felt
especlally close to her. 7ithin the six months before
the hospitalization, both oldest daughters were married,
moved out of the household, had children, and the oldest
daughter and her family moved back in. irs. B felt that
the older girls' leaving the household were positive
events for the patlent who could then have more control
over the younger children. 3he became closer to Urs. B
and trled %o be more helpful. The parents had mixed
feelings about these events. They were glad the girls
had married and moved to homes of thelr own. It gave
rga. B more room and more time to spend with the younger
children. However, they were upset that the glirls were
pregnant when they were married, and Mrs. B wondered
how they were getting along.

The addiuion of her two nephews to the family
had no known effect upon the patient's relationships
to her family and friends. 3he sald she would not have
bables untlil she was o0ld enough, but played with these
bables and enjoyed them. None of the family liked having
the oldest daughter and her family move back into the
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household. T'he daughter worked, and ilirs. B had ithe respon-

sibllity of caring for the baby. It was necessary to

rearrange the household to make sleeping space for them.
¥rse. B had felt she could rely on the patient

for help during these c¢rises. Now that the patient was

111, not only had another corisis been added, but ‘rs. B

had lost a major source of support. She felt that she

P

ané the patient missed and needed #r. B during this
1llness and the other crises. Thlis may have stlrred up
feelings of guiit which lrs. 3 had when he was sent to
prison because of non-support. She tried not to let her E
famlily know Jjust how upset she was, but this lllnese
seemed to have increased her awareness of and concern
about the other crises. Alsc, the other ecrises seem to
have affected and intensified her feelings about the
1llress.

The patlient in the F famlly was hospitalized
twice because of a question of arthritis. A definite
dlagnosis was not made. Addition of a new family member
into the household, chmsnges in family relatlionships, j
illness of a family member, affective change in a family 1
member, onset of development of secondary sex character-
istics, and change in housing all occurred in the six
months prior to the 1llness.

The patient was the pldest of seven chlildren.
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There was no father in the home, and ¥rs. F had no con-
tact with her former husband or the other four fathers
of her children. >1x months before the interview, the
youngest child was born and three months later sent to
the hospltal because of diarrhea. Zhe was at Boston City
Hospital at the same time the older patient was. The
affective environment in the home had changed somewhat
a8 the patient was physically uncomfortable and cranky,
and i¥rs. ¥ was qulite upset. The famlly discovered soon
after moving that the new apartment was unsatisfactory,
ag 1t was drafty and could not be properly heated.

Although the baby was not wanted by .rs. F or
the patient, ’rs. ¥ said osnce she was born she loved her
as much as she loved the others and cared for her the g
best she could. The patlent liked her when she was sure
she would not have to wash the dlapers. When this baby
became 111 and was separated from the family, Hdrs. B was
upset. 5he also became nmore aware of the patient's 1ll-
ness and absence because ordinarily the patient would
have cared for the other children while irs. F was
visiting the baby.

The physlcal development of the patlient was
regarded as a crisis situation. It was a source of
great concern to krs. @ as 1t made her more consclous

of the fact that the patient was an lllegimate chlld
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and would soon find this out. It also made her more aware
of her speclal feellngas towards the patient. This com-
bined with the fact that no definite dlagnosis had been
made and her general worry about recent events seemed to
make ¥rs. ¥ especially concerned when thils c¢hild became
111.

The patient in the G family suffered a loss by
geparation of a close family member. He was a ten year ‘
o0ld boy who had asthma, an 1llness which had a lot of ;
meaning to his mother. His parents were separated be- j
tween his second and third hospitalization after a long
period of incompatability. #¥r. G also had asthma. The
patient's 1llness, coming at the height of the marital
friction, seemed to increase the mother's tendency to
identify the patient with the passive and unpleasant
qualities of his father. 3ome of the doctors had told
¥rse. G that asthma comes from some emotlonal factors. j
This was an extremely frightening ldea to iirs. G whose
father was mentally 111 and very regressed.

There was a change in famlly relationshlps in
the H famlly as well as 1llness of a family member and
a gchool change for the patient. A cousin of the ten
year old patient was 111 with glomerulnephritis a few
months before the patlent was. Although the lllness had

little effect on the H's at the time, his recovery
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later gave the H's confildence tﬁat thelr son would also
recover. Then the patlent developed hypertension as a
gsecondary effect of the glomerulnephritis, it may have
seemed even more complicated Pecause the couslin did not
have this. The change in famiiy;ielationships came be=
cause the father would not entef into activities with
the other children while the patient was 1ll. The school

change seemed to be a positive event for the patlent

who had not related well to the teacher in the old school.

This teacher had hit him, and thils event'was assoclated
by the parents with the etiology of the illness. The
chlld and familly were happy with the change.

In the I famlly there was a loss by separation
of a family member, change 1ln the behavior of a famlly
member, and change in housing and school. The patient,
the second of flve children, was hospitallized for
seventy seven days because of rheumatic fever. !Hls older
brother was sent to a state tralning school aboul a
month before the patient's hospiltalization after a
period of severe acting out. The loss of this child
seemed to increase rg. I's special feelings for the

i3]

patient who was qulet, affectionate, and "good". These
feelings plus the faet that she could not rely upon him

for support at the time of the lllness or the change in
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housing which they made while the patient was 111,
seemed to have contributed to the general anxlety which
¥re., I had and to have increased her concern about this
enhild's illness.
The twelve year old patient in the J family

was hospitallzed because of rheumatic fever. There was
a loss by death of a famlly member, illness of a family
member, and affectlive change in a family member. In the
81x months preceding the patlent's hospitalization,
‘rs. J's sister dled and her brother underwent a serious
operation. His condition was still critical at the time
of the patient's hospitalization. 3he felt that she had
been qulte depressed since her sister's death. Her
daughter, who was then in Callfornia in the Alr Force
best realized how ra. J felt and kept in close touch ?
with her, but was unable to come home. These events
probably influenced HMrs. J's attitudes towards the
severity of illness in general and %owards the patient's
1llnesas. ]

ﬂﬁ?rom the preceding examples it can be seen that
the ways in which the famllies perceived events in the

environment could effect thelr attltudes towards lllness

and hospitallizatlon and/or the impact of these on the
family.
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CHAPTER VII

BUMMARY AND CONCLUSIONS

This was g descriptive study of eleven lower
class urban familles who had a chlld hospltallized on a
medical, pediatrlic ward of Boston City Hospital. The atti-
tudes of famillies towards their children's 1llness and o
hoébitalization were studled by interviewing mothers re-
garding the soclal setting ln which 1llness takes place,
the events and clrcumstances which surround illness, how
tﬁgvfamily perocelves and deals with 111ness, and the
effect of illness and hospltalization on the famlily.

Although there has been much work on the
attitudes of children towards 1llness and hospitalization,
few studies have considered this from the family's point
of view. dost of the latter seem to conecentrate upon the
“impact of the famlly upon onset of illness, or how the
effects of 1llness on the family in turn affect the
patient. Interest in studyineg the effects of 1llness on
famlly members for thelr own saxes stemmed from the feel-
ing that a chlld's illness and hospltalization may be
crises situations for the fawlly as well as for the child.
3ome of the work on adapting the publlic health concept of
prevention to a soclal work framework 1s also relevant.

It was felt that a study of this kind was im-

portant because if more is known about families'attitudes



tswards their children's 1llness, it may be possible to }
improve services to these families when necessary. They |
could be helped to reduce secondary effects of lllness
and to prevent further disequilibrium.

The sample was selected frdm families of seven
to thirteen year old chlldren who participated in the
socilal group work program at Boston vity Hospital. The
names of these families were provided by the two social
group workers on the male medical and the female medical
wards in the pediatries building.

Uata were collected from hospltal records and
from intervliews with the mothers of the 11l children.
tlome vislts were made to conduct the interviews. A
schedule designed by Doctor Arthur futter of Boston
Univer~iiy was used with the mothers. This conslsted of
a serlesa of open-end questions which were read to the
mothers. “hen the mothers mentlioned apecial feellngs
towards the 111 child or past crises which seemed to
influence their attitudes towards the 1llness, they were
explored further without the use of a structured schedule.

The samp.e was almost equally divided between
boys and glirls. The propcrtion of nine Negro to two
white children was hlgher than in the average population
at Boston City Hospltal. 3ix of the group were known to

have special meaning to one or both parents. Seven of the




eleven mothers were nobl living with thelr hushanis at the
time of the interviews. "lve of the six special children
cane frop these Tamlllea. iogt of the famllles were sup-
ported, at least in part, by the parents

Doetor ‘utter's rating scales for the soclal com-
position of the famlly, the zinshils ties of Lue famllies,
the mother's roie as a wother, and the mother's role as a
housekeeper were used in thla study. The ratings were made
aTter only one contact and might have been 2iflerent LIf
more were known about the famllles. However, the howme vigits
seemed to be a valuable tool in assessing these ratings
of familiez. It proviied the interviewer with an oppor-
tunity to gee the physiccl zondition: of the howne, and
some family lnteraction.

- Althourt there was o cone 9° ratines, most of
these famllies 418 not> seem to be disimboorated; tne
mothers seemed to retain close kinship tles, and were able
to manare househsld chores. .nercv mgwgg 2 close reiztionshlp
between the ratings of the mother's role as a mother and
the ratings of soclial composition of the famlliles. an-

ilies D,G,% reae

[0

ived consistent ratines (U, vating 534,72
on all of Noztor “utter's scales evcent for xinship ties.
Family A recelved conslstently low ratings (1) on all
gcales except T-5r the mother's role as o housekeszper.
“amlly I recelved consistently low ratinpgs (2) on all four

gecales.
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All the famillies with the exception of E rec-
ognized the chilld's 111nessrand were concerned about it.
I'he physical symptoms which they recognlzed were paln,
loss of appetite, and external physical change. 3ix
families noticed more than one symptom in their children.
ifost of the mothers stated they had no difficulty in
recognizing symptoms of illness.

Those ten famlilies that recognized physical
symptoms were concerned about the 1llness. Although al-
most equal numbers of parents of boys and girls noticed
external physical symptoms, the parents of the girls
tended to express most concern about them. The parents
of the boys tended to express most concern when their
sons complained. Two families (3B,I) noticed previous
change 1n behavior which they felt may have been re-
lated to illness. The children became more demanding and
impatient. The 1llness, and/or hospitalization had an
effect on the usual interests or activities of seven of
the children.

‘£ost mothers tried to do something to help the
child before going for medical treatment. This included
asking advice of others or some form of home treatment.
The length of time between the parents' recognition of
illness and the hospitalization ranged from the same day

to several months. Nine of the familles sought medical
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alid within a week of noticing symptons.

N The mothers chose ~oston City Hosplital because

1t was convenient, helpful, lnexpensive, or some combi-
nation of these., Yhatever thelr original reasons for
chooging Boston Clty Hospital, most mothers had positive
feelings towards it. All but one (G) of those with am~ |
bivalent feelings chose the hospital, at least in part,
because 1t had been helpful in the past. Three (£,G,I)
had not based the negative part of thelr ambivalence on
the way the hospital had dealt with the illness
necegsitating this admission. %one of the mothers ex-~
pregssed negative feelings towards Boston Clty Hospltal.
It 18 not known if any mothers hesitated to express
these because they assoclatedthe writer with the hospltal. |
In all the cases but one (E) where there was a
definite dlagnoslis, the mothers were aware of at least
the name of the child's dlagnosis. iirs. i was aware of
the patient's enuresis, but not of the G.U. infection
which was the reason for the hospltallzation. Mrs. E was é
the one mother who did not recognize the child's illness,
but was told by an A.>.7. worker to take the child to
the hospital. frs. & felt the child 4id not have an 1ll-
ness; she recognlzed no symptoms of illness, expressed é
no concern, and recognized no concern on the part of
the other children. 5She expressed ambivalent feelings

towards the hospltal, becauszse it had not cured the
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enureslis.

It would seem that this cage points out the need
for soclal services Teyond those which a social group
worzer working with the c¢hild should be able to provide.
In this and similar situations, some clarification of the
role of the hospltal may be helpful to the moinhers be-
cause of the present amblvalent feellings. Also, slnce
present attltudes towards the hospital may influence
future use of Boston Jity Hospltal or other medlcal
facllities, some clarification now may prevent a future
hesitation to use the hospltal when necessary.

All the mothers whose concepts of etionlogy had
an external component recopnized external physical symp-
toms in their children. With one exception (3) they ex-
rressed most concern about external physical symptoms.
¥ith the same exceptlion, the mothers whose concepts of
etiology had an internal component recognized elther
paln or no physical symptoms at all.

Illness had three known types of effects on
these familles: changes in routines, changes in relation-
ships, and changes in the affect of a famlly member.
iright mothers felt thelr housework was affected. The one
father who was seen felt hls work routine was affected.
It is impossible to know 1f other fathers felt their

work was affected without thelr wives being aware of 1it.
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There was a change in the parental relation-
ships in four of the seven cases where both parents were
aware of illness. In one of them (7) the relationshlp was
weakened. In the others (3,H,I) the relationships were
strengthened. In two cases (G,I) the mothers felt the 1ll-
ness Or hospltalization affected their caring for the
otner children, and in the H case the father's relation-
ship with the other children was affected. ‘'hree families
nad less contact with close friends or relatives because
of the 1llness.

All of the mothers but one (&) expressed worry
or concern. All but one (G, felt that those fathers who
were aware of the illness were worrled or concerned. At
least one and usually all of a patient's siblings were
worried or eoncerned excepnt in the E family.

The & famlly was the only one in which there was
no known effect in any of the areas dlscugsed here.

In seven of the families (i,:,F,G,",I,J) there
were known events in the paycho-soclal setting close to
the time of 1llness which seemed to influence the way
that the family perceived and dealt with the illnesg/br
the effects of 1llness on the family. [hese events /
involved: loszs of a close family member, addition of a

new person into the household or return of a family

member, changes in famlly relationships, changes in the




beaavior of a fTamlly member, affective change in a fan-~
1ly member, onset of development of secondary sex
characteriasticas, -1 change in hiusing or schools. +ith
the excepti->n 7 tne 2 Ffarlly, the situatlon was further
complicated mv the fact that the patlent wae = speclal
chilt in the *amily.

- Gecause 0T the

{1

cult to maxe recommendatlioma. However, the findings do
suggest that the 1llness of a2 ¢nild does have an effect
upon the famlly. 4 study using a larcer sample and
providing Tor gome fallow-un could yield wmore lafor-
mation about the meaniag of illiness to familles and wnat
can be done to lessen the stress of the crisils situation.
The meanlny of the patlent to the fawlly in
relation to thelr reactions towards 1llness would seem
to be an area deservineg further study. If more could be
known about those Zinils of famlilles in which 1liness has
an effeet upon Tamlly relavionshliwne, 1t may De possible
to provide services to help these Tamllies maintaln
strengthened relatlonships, lessen increased frietlon,
and prevent further breakdown 07 relatiosnships. fhe re-
lationshlips between the synotoms recogsniluzed by thue moianer

and her concept of etiolory may =2lso ke worth Turther

mall rnamber oF caaes, 1t i: 4iffi-
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study. Although only two mothers mentioned difficulty in
caring for the other children, 1t would seem important to
be concerned with this and find out how severe this is
and what services can be provided to help the mothers
and/or the children.

It would szeem that because of the erisis nature
of 1llness, the knowledge that this can often stir up
0ld confliets, and the knowledge of how effective help
at the time of crisis can be in reestablishing or strength-j
ening the normal family balance, 1t would be important
for all families of hospitalized children to be inter-
viewed. A soclal worker, trained in dealing with prob-
lems withlin a famlly as well as between the family and
its environment would be in a position to assess whether
or not professional help is needed, to provide direct
service, to refer the family for more appropriate ser-
vice, or to serve as a lialson person between the family
and hospital staff. In thls way it may be possible to E

reduce the stregs and to prevent further breakdown of

/”

the family equlilibrium. zkxxfz@ﬂ SU'/Q’GL
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Address: Se

Vlagnosis:

Cates of Admlssion and Discharge:

Reason for Belng Chosen for froup:

2. Ape:
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. Interviewers: Name:

APPLIDIX B 61

Date: TUESTIONNATIRE

Address:

Tel:

I. ILLNESS OF CHILD

Ao . . Ve
1l. “When did you realir»~ one child was ill:

2. . )
g, wm-u did you see in the child that made you think he was ill (symptoms).

b. Is this usually how you tell when the child is ill and, if not, what
is it that usually makes you decide child is ill:

3. Was there any previous change in behavior that might have been part of
the illness (specify):

L.
a. "hen was the child previously ill:

b, Describe the previous illness:

5. Is it difficult to tell when this child is ill {why and describe):
2. This illness:

b. Past illnesses:

6.
a. At what point in this illness did you become concerned, how and why:

b. Is this usually so and if not how different:

7. How serious do you think this illness is (duration, incapacity, hospitali-
zation, treatment, complications, outcome):



8.

9

10,

12,
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a. 'Then did you seek medical assistance and why:

be Is this usually when you have a doctor in and, if not, how different:

a. What did you do before calling for medical aid (medication, bed rest,
seeking advice from family or neighbors):

What do you think caused this illness:

a. What are the usual medical facilities you use:

b. Why do you usually use these facilities (convenience, helpful, expense).

c., J= this one different, why so:

d. How helpful do you feel this facility is:

e. How helpful are medical facilities in general:

How did this illness effect (open-ended question):

a. You (mother):

be Your husband

c¢. The ill child

d. The other children:



63
#FAH

e. Ixtended family members:

f. Is this the usual way and, if not, how differs:

13. How did the illness effect you as far as:

a. Routine housework (cooking, cleaning, shopping, laundry):

How do you usually run your household if different from above:

b. In looking after your children (amount of time with them, affection
for them, interest and participation in their activities, discipline):

What is the usual situation:

¢. In time spent with your husband (amount of time spent together, doing
things for and with him, getting alc.g w.uh one another):

What is it usually like when there is no illness:

14, How did the illness effect father as far as:

a. his work routine (absent from job, going in late, home early):
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What is it usually like:

b. His getting along with you (helping you in housework, time spent
with you, helping in any epecial ways, feeling between the two of you):

What is it usually like when no illness:
c. His getting on with the children (time spent with them, participation

and interest in their activities, concern for them, affection for
them, discipline):

What is the usual when there is no illness:

15. Was there any change in any of the children when patient became ill and/or
hospitalized (worried, jealous, helpful, difficult to manage):

16, Did the illness require any special rearrangement in the household:

17. Did this illness effect what you ordinarily do with your close relatives
(visiting, phoning, calling on them for help):

What is the usual situation when no illness:
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18, How did the illness effect the child himself:
@. Was there any change in how he gets on with you (demandingness,

affection, obedience, ability to cate for himself--more babyish
or more independent):

Is this how he usually responds to illness and if not, how different:

How does he usually behave with you when not 1ill:

b. Was there any change in how he gets on with father (obedience,

Co

affection, demandingness):

Is this usual when he is ill and if not how

How does he usually get on with father:

How does he get on with brothers and sisters during this illness
(sharing affection, fighting, playing):

Is this usual when he is i1l and if not how:

How is it when he is not ill:
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d. Was there any change in how he gets on with his friends (interest
in them during his illness, range of friends, visiting from them,
playing, sharing, activities, fighting, being leader or follower):

‘)

Is this usual during illness and, if not, how:

How does he get on with friends when not ill:

e. What are his usual interests and activities:

Did these change during illness and how:

II FAMILY STRUCTURE (include name and age of parents)
MGM MGF PGM PGP

M F

Children

A. Physical Composition

1. Race
2. Religion
3. Marital status
L. Ethnic
—_- 5. Occupation:
Father:
Mother:
6. Means of support (father, father-mother, mother, ADC, etc):
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3t
7. Work history

8.
a. Who are yowclosest relatives (name and relationship):

b. How often are you in contact with them (visiting, phone):

¢. How available are they when necessary:

d. How helpful are they:

9.
a. How is your (mother's) health row?

b. How has your past health been:

10.
a. How is father's health now:

b. How has it been in past:

11. How has the patient!s past health been:

12.
a. Current health of other children:
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b. How has their past health been:

III SETTING

If any of the following events have occurred, for each event describe the impact
on the parents and children (see page 10, Item C)

(For the igollowing, specify nature and timing of event and whether or not event
is usual):

A.

1, Does this month have any special meaning to the family (anniversary of
({ marriage, death, illness, birth, moving):

B. Did any of the following events occur in last six months?

2. ere there any deaths (of relatives, close friends or neighbors):

3. Did any family member, relative, close friend leave (pemanent or temporary
and distance):

Ii. Were there any births in family?

5. Did anyone move into the houseéhold?

6.
a. Has there been any change in the way the family gets along together
(closer, happier, more fighting, more or less worried, more or less
demanding, more or less affectionate):

s
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b. Was there any change in the way get on with relatives (seeing more
or less of them, closer or more distant):

c, Was there any change in way get on with friends or neighbors:

T
a. Were there any illnesses in family, relatives, close friends or
neighborss

b. Did anyone's behavior change (more independent, more childish, more
of a problem):

c. Were there any pregnancies:

d. (If any of children in age range) Did any of children begin to develop:

8. Was any member of family or anyone close to fam:ly upset in past six
months (unhappy, fearful, excited):

9.
a. Child's current grade and school:

b. How does ﬁe get on in school (marks, promotions, behavior) in past
gix months and is this usual:

10.
a. How long have you lived in th'is house?

b. How long in this area?

c. How do you like it here?
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d. Do you plan to move and if so why?

e, Has there been any change in neighborhood itself?

11, Have there been any changes in job or income?

C. These are to be filled in for each event that did occur. (Same points of
reference as under Illness--pages 3,L,5, and 6; #13,14,17 and 18).

Event #1 (Specify)

1.
a.

b.

C.

d.

€,

How did this event effect the child (patient) (open end):

How did it effect how he usually gets along with you (mother):

How did it effect how he usually gets along with father:

How did it effect how he got along with his brothers and sisters:

How did it effect how gets on with friends:

Jas there any change in how got on at school and how:

Any change in his interests and activities and how:



2.

a.

Ce

€.

2o

Ce

How

How

How

How

How

How

How

How

How

did it effect his mood or spirits:

did this event effect you (mother) (open end)

did it effect how you run the household?

did it effect how you usually get on with the children?

did it effect how you get on with husband?

did you feel about it?

did the event effect father (open end):

did it effect his work?

did it effect how he gets on with children?

71
F2 353
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dd. How did it effect how he gets on with you? ¥

e. How A1Q father feel about it?

L.
a. How did event effect the other children (open end;

b. How did they feel about it?

5. How did it effect how the family usually gets on with relatives or
close friends:

Event #2 (Specify)

1.
a., How did this event effect the child (patient) (open end)
b. How did it effect how he usually gets along with you (mother):

c. How did it effect how he usually gets along with father:

d. How did it effect how he got along with his brothers and sisters:



2.

e,

-

b.

Coe

d.

€,

How

Was

Any

How

How

How

How

How

How

T3
i

did it effect how cets on with friernds:

there any change in how got on at school and how:

change in his interests and activities and how:

did it effect his mood or spirits:

did this event effect you (mother)(open end)

did it effect how you run the household?

did it effect how you usually get on with the children?

did it effect how you get on with husband?

did you feel about it?



74
'1&}1?&%

3.
a. How did the event effect father (open end):

b. How did it effect his work?

¢, How did it effect how he gets on with children?
d. How did it effect how he gets on with you?

e. How did father feel about it?

h.
a. How did event effect the other children (open end)

b, How did they feel about it?

5. How did it effect how the family usually gets on with relatives or
close friends:



Event #3 (specify)

2.

-

a.

Ce

d.

€.

h.

de

How

How

How

How

How

Was

Any

How

How

did this event effect the child (patient) (open end)

did it effect how he usual ly gets elong with yum (wthiexYs

did it effect how he usuwally gets along with father?

did it effect how he got along with brothers and sisters:

did it effect how gets on with friends:

there any change in how got on at school and how:

change in his interests and activities and how:

did it effect his mood or spirits:

did this event effect you (mother) (open end)

75
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(=

a.

Ce

d.

€.

How

How

How

How

How

How

How

How

How

did it effect how you run the household?

did it effect how you usually get on with the children?

did it effect how you get on with husband?

did you feel about it?

did the event effect father (open end):

did it effect his work?

did it effect how he gets on with children?

did it effect how he gets on with you?

did father feel about it?



L.
a. How did event effect the other children (open end).

b. How did they feel about it?

5. How did it effect how the family usually gets on with relatives or close
friends:
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