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ABSTRACT

THE SEVENTH MONTH: ADAPTATIONS OF FAMILIES

WITH PREMATURE INFANTS

By

Virginia Ann Guess

1981

This study on the family and prematurity examines

the experiences of 51 English-speaking families living in

an urban area of the United States where advanced medical

technology is available to sustain the lives of premature

infants. It focuses on the changes parents undergo in

their views of health and illness, the critical periods

that emerge during the first 5 years of their child's

life, and the reorganization of the family unit in response

to the unexpected medical crisis.

Ethnographic and ethnomethodological field methods

were combined to investigate how parents accounted for

their experiences related to the birth of their premature

infants. The ethnographic methods of naturalistic obser–

vations in a Neonatal Intensive Care Unit, detailed inter—

views with parents in their homes, and participant observa–

tion at meetings of support groups for families with

infants who required intensive medical treatment after



birth provided the basis for data collection.

Fifty-one families, 49 with premature infants and

2 with full-term infants, participated. The ages of these

children ranged from 6 months to 5 years at the end of

the study. The parent's experiences of having a premature

baby assumed the shape of a career with a definite begin

ning, but a variable course and outcome.

Four phases mark these careers. The separation

phase occurs immediately after childbirth with the infant's

admission to a Neonatal Intensive Care Unit. The transi–

tion phase extends for the length of the infant's hospital

ization. The incorporation phase begins at the time the

baby first enters the home. The reorganization phase

includes the time needed for the experience of a premature

birth to no longer dominate household activities. The

family's characteristics, the infant's medical condition,

and the parent's coping styles influence the length of each

phase.

The results from this study indicate that the

initial impact of a premature birth on the family is

predictable, but the outcome is not. Parents have to cope

with the uncertainty of their infant's outcome for months

and often years after birth. This uncertainty becomes

more prominent at specific stages in their child's

development.
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PREFACE

This study was not my first choice for a doctoral

dissertation. Just as many anthropologists aspire to

carry out the traditional type of fieldwork, I, too,

fantasized of going to a remote area where I would be

isolated from supportive family and friends and be forced

to live without familiar conveniences. I had dreams of

"a place" where I would arrive as a stranger, allow myself

day by day to surrender to the surroundings, leave after

18 months, and someday return as an accepted member of a

distinct cultural group (Nash 1963; Wolff 1971).

Growing competition for the diminishing resources

of doctoral dissertation funds and the complexity of the

world situation led me to rethink my research plans. The

traditional yearnings to "find my own village in some far

off place" turned into a dream that would have to wait

for another time. My option was to exchange plans of

rural fieldwork in Costa Rica for an urban field experi

ence in the United States. This alternative became more

inviting as sources of funding for my foreign project

finally evaporated.

To partially cope with my disappointment in

receiving those ominous letters from funding agencies

that begin "I regret to inform you . . . , " I considered
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following the precedent of a researcher whose work inspired

my early interest in anthropology. In the preface to

Culture Against Man, the late Jules Henry (1963: ix)

acknowledged by name those foundations that had rejected

his proposals for funding. Just as he persevered in spite

of these rejections, I also continued to seek other

alternatives. In this preface, however, these rejecting

agencies will remain anonymous for, in fact, I owe them a

considerable debt of gratitude: their actions forced me

to rethink my personal goals for fieldwork, and to take a

new look at my own society.

My primary research interests were related to

questions on the impact of health problems on the family

unit, and on the integration of advanced medical tech

nology with traditional medical practices. I realized

that such questions applied in any region of the world, and

to either a rural or an urban population. With further

investigation, I discovered that an ideal naturalistic

laboratory for such a study in the United States would be

a Neonatal Intensive Care Unit specializing in the treat

ment of premature infants. Here I would observe the

latest technology in neonatal medicine, and also learn

about the social impact on a family into which a premature

infant is born.

Since such specialized medical facilities exist

usually in major Medical Centers, I found a favorable

atmosphere for a study of prematurity and the family.



iV

Medical specialists interested in neonatal medicine

welcomed a study that would go beyond the immediate post

natal period and would emphasize the family unit rather

than the medical aspects of the premature infant. My

study was to focus on events that occurred after the infant

left the secure environment of the Neonatal Intensive Care

Unit and the attachment between the hospital and the

parents was severed.

During the time of this study, I came into contact

with informants from a wide spectrum of social and ethnic

backgrounds and with a variety of value and belief systems.

I stood before them stripped of any excuse of ignorance

in social mores or reason for misunderstanding their

accounts because of a language barrier. This experience

taught me the role of the anthropologist as a "myth teller"

in my own society: "to recite the human epic, to tell

the human myth of how men and women struggle with the

problems of being human" (Richardson 1975: 530).

My first steps into the field were filled with

anxiety. I soon discovered that I was to enter as a total

stranger and interloper in a totally foreign cultural

situation. Although the situation was in a society into

which I was born and socialized, the cultural experiences

of motherhood and caring for a prematurely born infant

were alien to me. I walked through the closed doors of

the Neonatal Intensive Care Unit in a large University

Medical Center for the first time just as hesitantly as I



would have climbed out of a dilapidated bus with my knap

sack on my back and started off alone on a mountain path

towards a remote settlement in Costa Rica.

Once I had gained entry to that "sacred temple of

healing, " I was surrounded by awesome sophisticated medical

technologies designed to monitor every life function and

provide life-giving support to prematurely born infants.

Here I had to adjust my preconceptions of plump, rosy cheek

babies to the realities of tiny, frail infants still

unprepared for life outside their mothers' wombs. I had

to learn the language spoken by the medical specialists

who cared for these critically ill infants. I then had to

force myself to approach parents who feared for the lives

of their babies and who were undergoing many of the same

culture shocks that I was experiencing.

Throughout the 14 months of this study, I was

constantly reminded of the contrasts between carrying out

fieldwork in the United States and in a foreign country.

In place of lonely mountain paths crossed on foot to

interview remote villagers, I traversed crowded urban

freeways in a gasoline consuming machine to interview urban

parents. Instead of patches of herbs growing in the wild

for medicinal purposes, the mothers showed me medicine

cabinets filled with synthetic medications to assure their

infant's continued health. Instead of single-room wood

dwellings, I found myself interviewing parents in a

variety of homes ranging from crowded apartment buildings
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to middle class housing tracts to upper class suburban

homes with backyard swimming pools. In the place of rich

home grown Costa Rican coffee brewed for hours over an

open fire, I was offered store bought instant coffee on

my many home visits.

The major difference between the two settings,

however, was that rarely, if ever, would a 1, 200 gram

premature infant born at 30 weeks gestation survive in a

rural Costa Rican community. It was this difference that

became the focus of my study: the intervention of the

medical profession and sophisticated technology to maintain

and sustain life against great odds.

As I began fieldwork in November, 1979, unrest

characterized the international and national scenes. The

international scenario was filled with embassy takeovers

in Iran, Colombia, and El Salvador; with unexpected expan

sionist movements into Afghanistan; and with the escalating

costs of Oil on the world market. The American scene was

also plagued with emerging crises, partly in response to

world events and partly due to a severe economic condition

described as a "pending recession." Inflation was rampant,

unemployment rates were increasing, and the shortage of

energy supplies was felt in all sectors of the population.

The fabric of the American dream was slowly

unraveling. The purchase of a first home was becoming

more myth than reality as the interest rates on mortgages

soared to 18 percent and the cost of housing exceeded the
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reach of most emerging families. The free style so

dependent on the automobile for commuting to and from work

and for use in leisure activities was no longer practical.

The threat of the resumption of the draft and the inclu

sion of women, heated debates over the development of more

nuclear power plants to meet the increasing energy demands,

and the spiraling cost of gasoline left Americans stunned

as domestic and foreign forces touched the lives of all.

I completed the fieldwork 14 months later in

January, 1981. This was the time of a new United States

president elected by a mandate for change, and the release

of 52 American hostages held in Iran. The word "hostage"

had been on the minds of most Americans for the 14 months

of the captivity.

I came to have a new and deeper appreciation of

this word as I saw a symbolic analogy between my research

and my informants. Indeed, we were all "hostage" to a

situation. I felt "hostage" to a project that I did not

initially choose. The 50 infants involved in this study

were "hostages" to a technological environment that

insured their lives until they were capable of surviving

alone. Their parents were "hostages" to this specialized

hospital unit where they came to visit their infants whose

care was in the hands of specialists. We were all

"hostage" to a world facing major political and social

confrontations. In the few months following the comple

tion of this study as I wrote these results, other shocks
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reverberated throughout the world. Assassination attempts

made on the lives of the President of the United States and

a respected religious leader in Italy stunned the world.

What the World will be like two decades from now

in the year 2000 when these 50 infants reach the age to

begin their own families and to plan for their future

remains unknown. Most of them would not have survived the

consequences of their premature births without the sophis—

ticated medical technology available at the time they were

born. No one can yet predict the iatrogenic results, if

any, of the medical treatment received in their first

days and weeks of life. Their adult lives will be greatly

imprinted by the decisions we citizens of the world make

today and tomorrow. Through our advanced technology, we

gave these babies life. In return, we have a responsi–

bility to provide them with a safe and healthy world in

which to live.

My wish would be that I could visit each of them

20 years hence to hear their accounts of family life and

plans for the future. This may be an impossible dream

given the realities of time and space and the natural cycle

of my own life span. I rest, however, assured that this

document serves as a record of their early months and

years of life.

I am deeply indebted to their parents who so

willingly invited me into their homes to share their hopes

and fears about their newborn infants. Without their
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complete willingness to participate in this project, this

study would never have come to completion. Indeed, their

interest and cooperation often were the guiding lights

that kept me going through some of the darker periods of

this research. I often struggled over what I offered them

in return for their sharing with me so much of their lives.

In reciprocation, all I could give was a willing ear and a

sincere interest in them and their baby, and pass no

judgment on their actions and feelings. I found that this

was enough for them.

My gratitude extends to countless people: to the

medical specialists who so willingly allowed me entree

to the sacred healing temple of the Neonatal Intensive

Care Unit and who still are puzzled over just what a

"medical anthropologist does"; to my endlessly supportive

dissertation committee members who picked me up when I was

low and kept me "running" through it all; to the National

Science Foundation which funded a small portion of this

research; and most of all, to my life partner and husband

who shared in every minute of the conception, pregnancy,

birth, and development of this project. This dissertation

is for him.
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CHAPTER I

METHODS AND PROCEDURES

A mother accepts her child before
she knows who that child will be

(Mead and Heyman 1965 : 13).

INTRODUCTION

This study examines the experiences of parents

living in an urban area of the United States where advanced

medical technology is available to sustain lives of pre

mature babies. It focuses on the changes these parents

undergo in their views of health and illness, the critical

periods that emerge during the first 5 years of their

child's life, and the reorganization of the family unit in

response to the unexpected medical crisis.

Very few anthropological studies of the family and

health-related issues are available to assess the impact

that a relative's critical illness or prolonged hospitali–

zation has on the family unit. According to Ablon (1979:

199), such studies of families in which a member has a

specialized health condition represent a "frontier area

for research."

The intent of this study is to identify the various

styles in which parents cope with the premature birth of



their baby. The basic premise is that the ecological

features of the family and the medical aspects related to

the infant's birth influence the pattern in which family

members incorporate the infant into their household. Such

social, economic, and cultural aspects of the family unit

may further influence the infant's ultimate developmental

Outcome.

Prematurity is defined as an infant born prior to

37 weeks gestation or weighing less than 2,500 grams at

birth. The definition of the family comes from the U.S.

Census Bureau criteria of a group of two or more people

related by blood, marriage, or adoption who live together.

This definition thus includes the mother-infant dyad which

is the primary family unit used in this study of pre

maturity and the family.

Causes of prematurity include a variety of maternal

and fetal conditions, social and economic factors, psycho

genic elements, and environmental hazards (Anderson and

Lyon 1939; Blau et al. 1963; Lubchenco 1976: 126–129;

Stewart 1959). The most frequent predisposing factors

include uterine malformation, incompetent cervical os,

the premature separation of the placenta from the uterus,

and multiple gestations. Maternal infection, incompatible

blood groups, premature rupture of the uterine membranes,

and toxemia also result in premature births. It is often

difficult to predict a premature delivery in a woman at her

first pregnancy. Many women after an initial premature



delivery are considered to be at risk for subsequent early

deliveries.

Until recently, premature infants remained in a

hospital until they reached a weight of 2,268 to 2,500 g.

(5 to 5.5 lb. ). Increasing attention to the adverse

effects of mother-infant separation and to the cost of

hospitalization altered such practices (Berg and Salisbury

1971). Infants now go home weighing approximately 2,000 g.

(4.5 lb. ) if they no longer require hospitalization for

Other medical reasons.

This study deals with the events that begin after

the infant is delivered and the parents learn that their

baby is alive and requires special treatment. Their first

contact with the baby often is in a Neonatal Intensive

Care Unit (NICU).

Four phases characterize the study, each of which

coincides with a subcategory that Van Gennep (1960: 41–64)

uses to describe life passages. He considers childbirth

as a major life passage.

The first phase (separation) covers the natural

istic Observations in a Neonatal Intensive Care Unit. The

second phase (transition) includes intensive interviews

with families during the first 6 months of their premature

infant's life. Two additional families with infants born

at term are included in this phase to offer some contrast

between the transitional experiences of parents with full

term babies and of parents with premature babies. The



third phase (incorporation) is based on interviews with

mothers who were in contact with a hospital-based parent

support group. Data for the fourth phase (reorganization)

come from interviews with parents who were members of

another support group Organized as a mutual group for

members as well as for support of new parents of premature

infants. The major part of the first phase was completed

prior to beginning the other three phases. The latter

phases were done concurrently and ended at approximately

the same time.

The study was accomplished in 14 months extending

from November, 1979, through January 1981. Fifty-one

families participated. In 49 families, the infants were

premature; in 2 families, the infants were full-term.

Since one family had twins born prematurely, data come

from experiences with 50 premature and 2 full-term babies.

FAMILY CHARACTERISTICS

The families live in a large metropolitan area

composed of a population representing various ethnic back

grounds. The major criteria for recruitment to the study

were the following: the families had to be English

speaking, have an infant born prematurely who was living in

the home at the time of the interviews, and were associated

with a hospital to which I had entree.

All families were associated with one of three

tertiary care hospitals. These are hospitals that provide



extraordinary treatment procedures and offer complex medical

services for highly complicated diseases and injuries. Two

of the three hospitals were University Medical Centers;

one was a private Children's Hospital. All three had

specialized Neonatal Intensive Care Units.

Certain factors influence the parents' selection

of the type and location of hospital for the delivery of

their infant. If the baby requires intensive care immedi—

ately after birth, they again choose the hospital to which

the infant is transferred. Families in the geographic area

of this study could choose from eight hospitals with

Neonatal Intensive Care Units. Five of these hospitals are

private, two are associated with major University medical

schools, and one is a general hospital. The choice of

intensive care units is also limited by availability of

space. These units are small and range in size from 12 to

18 Cribs.

To reduce both geographic and economic bias, I

selected families from two University Medical Centers

located in different but adjoining counties, and a private

Children's Hospital in one of these counties. I chose two

of these hospitals because of the availability of support

groups for families of premature infants.

Of the 49 families with premature infants, 38 (78%)

lived in the nuclear households, 3 (6%) in blended house

holds which included children of previous marriages, 3

(6%) in extended households which included one or both



parents from a family of origin, and 5 (10%) lived in

single mother households.

In 41 families (84%), the partners were married.

The average length of the marriage was 8 years, with a

rainge from 9 months to 26 years. Three mothers (6%) of

t Hale 49 were separated; 5 mothers (10%) had never been

ma-rried. The average age of the mothers was 29 years,

with a range from 18 to 39; the father's mean age was 32,

with a range from 19 to 46 years.

Thirty (61%) of the families owned their homes,

15 (31%) rented, and 4 (8%) lived in households other than

their own. Twenty-six (53%) of the mothers were not

employed outside their homes, 13 (27%) worked full time

Outside the home, and 10 (20%) worked part time.

(14%)

Seven

of the mothers and 21 (43%) of the fathers were

°ollege graduates; 38 (78%) of the mothers and 25 (51%)

°f the fathers were high school graduates; and 4 (8%) of

the mothers and 3 (6%) of the fathers had not completed

high school.

Determination of socioeconomic status involves a

melange of factors. Because any scale used is at best a

**de measure, I selected the Hollingshead and Redlich

(1958:387-397) Index of Social Position as a descriptive

rather than an analytical tool. Although I was skeptical

of Smploying a scale developed 25 years ago, and for a

Specific geographic area in the United States, I found the

Index still applicable to describe the important



cH aracteristics of the families in this study.

The Index uses years of school completed, occupa

t =i on C f the head of the household, and residential location

as the determining factors. Occupation is the most heavily

weighted factor. The assumptions are that the location and

type C f home mirror the family style of living, the occu

palt iOrn. Of the household head indicates the available

resources to purchase and gain access to services and

armenities, and the amount of education reflects the themes

that may dominate the family life. The Index summarizes

the distribution of scores according to five classes.

These classes descriptively coincide with upper class

(Class I), upper middle class (Class II), middle class

(Class III), lower middle or working class (Class IV), and

lower class or nonemployed class (Class W).

Sixteen (33%) families scored in the index for the

*Pper middle class (Class II), 22 (45%) in the middle

class (Class III), 10 (20%) in the lower middle or working

**ass (Class IV), and one (2%) was in the lower (non

*ployed) class (Class V).

In 36 (74%) of the families, both parents were

*casian. In 8 (16%), at least 1 parent was Latino; in

° (6%) of the families, both parents were black; and in

* (4%), a parent was Asian. All were English-speaking.

The number of children per household was 1.9, with a range

from 1 to 9 children. Fifteen (30%) of the mothers had

experienced more than one premature childbirth.



The two families whose infants were born at 40

weeks gestation or full-term were married, lived in nuclear

house holds, and owned their home. These parents were

calucals ian and members of the lower middle or working class

C Class IV). The average age of the mothers was 23 and the

f althers was 27 years. Both babies were the first born in

e alch family. Both babies were delivered at a University

Medic all Center. One was a female delivered vaginally

weighing 2,608 g. (5 lb. 12 oz.); the other was a male

de live red by Caesarean section weighing 2,722 g. (6 lb. ).

Both infants were hospitalized for 4 days and were 6

months of age at the end of the study.

Of the 50 premature infants, 29 (58%) were male

and 2 L (42%) were female. The babies weighed an average

of 1,531 g. (3 lb. 6 oz.) at birth with an average gesta

tional age of 30 weeks. The infants were hospitalized for

** average of 53 days ranging from 5 to 144 days. Thirty

**ve C 70%) were delivered vaginally and 15 (30%) by

"aesarean section.

The mean age of these children at the end of the

study was 19 months with a range from 25 weeks to 5 years.

The average age of those infants whose families were

involved in the study for 6 months (second phase or transi–

**on) was 29 weeks or 7 months. The infants whose families

W°■ e involved in a hospital support group (third phase or

incorporation) ranged in age from 3 months to 32 months.

The children of parents who are members of a support group
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C fourth phase or reorganization) ranged in age from 8

months to 5 years with a mean age of 2.4 years. The

brief est experience of any family with a premature infant

wals 3 - 5 months and the longest was 5 years. This time

span represents the limit of the families' careers with

prematurity. It extends from the time of birth to the time

that the child would usually enter kindergarten.

PROCEDURES

The first phase of the study involved a focused

ethnography of a Neonatal Intensive Care Unit. This proce—

dure is based on Spradley and McCurdy's (1972:22–37)

Perspective of "cultural scenes" and "social situations"

*sed to study specific aspects of a complex society. The

*Pecial lized hospital unit is the social situation where

*ewborn premature infants are sent immediately after birth

and c alred for by trained neonatal nurses and physicians.

The Cultural scenes include the information shared by these

medicall specialists with the infants' parents. Observa–

tions and informal discussions with the nurses and physi

°ians as they cared for the infants and with the parents

9m their visits provided data on how these caretakers and

P*ents defined their experiences.

Neonatal Intensive Care Units are usually arranged

in two or three sections. Infants requiring major life

SuPPort equipment are cared for in an intensive care

section where one nurse may tend one or two infants. When
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special ventilation equipment and oxygen are no longer

needed, the neonate may be moved to the section of the

urn it where less intensive care is provided. Another

sectic n of the unit may be available where an infant

spends the last few weeks to gain weight and allow normal

b C. dy temperature control to develop. At this stage, the

infants can be removed safely from the isolettes, held

during feeding, and require less monitoring of their vital

signs -

A total of 80 hours was spent in the Neonatal

Intensive Care Unit (NICU) over 4 months. The time spent

ranged from 1.5 hours to 9 hours per visit. I initially

atten ded weekly ward rounds with a medical team of physi

°ians and nurses in order to become acquainted with the

structure and function of the unit. I then made a series

°f independent observations of 9 hours per day. This time

P°rio Gi coincided with the nurses' working shifts which

Varied from 8 to 10 hours.

The 9-hour observation cycle followed an estab–

lished pattern : 2 hours in each of the three sections of

the unit followed by 1 hour in each. Thus on each day, I

°served a total of 3 hours in each of the three sections.

! spent the time alternating between general observations

* the activities and interactions occurring in the room,

and 5-minute focused observations on each infant. The

focused observations included details of each infant's

activities including the amount of care received, the
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alr-ous all state of the infant, and the interactions of the

In L1 rses, physicians, and parents with the infant during a

5—minute period.

I followed the same procedure each day. I entered

t he NICU, scrubbed and gowned according to the procedure,

alrad then located the nurse in charge to inform her that I

Wals Orl the unit. I then entered One of the three sections

a C Cor cling to a prearranged schedule and introduced myself

t C the nurses on duty in that section. This became unne—

C ess alry as the observations continued and the nurses

became acquainted with me. I explained my presence in the

following way: "I am a medical anthropologist working on

a project with families of premature infants. Since this

involves interviewing the families, I want to become more

familiar with the NICU and the experiences that parents

*nd irafants have during hospitalization. I will be here

for 2 hours, then go to another section, and return again

later in the day (or evening) for another hour of obser—

Vation." In all cases, this explanation satisfied the

nurses. Only a few had additional questions about my

background and the project. They quickly continued their

*tivities as if I were not there.

I then located myself in the room away from the

9°nter of activity. I made a general survey of activity,

of infants and staff members present in the room, the

noise level, and any outstanding occurrences. I made a

sketch of the room, assigned each infant a number which
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would identify him or her throughout the observations of

that day. I noted any new infants admitted to the section

or chal nges in status such as a change from an isolette to

a crib , the insertion or removal of an intravenous line,

the acidition or removal of an oxygen hood, and the use of

venti Lation equipment.

I carried a clipboard with structured observation

sheets for each infant, a small notepad, and several

penci Ls. I dressed in a pink gown over street clothes,

the color used by the staff. After 10 to 15 minutes in

the room, the nurses ignored my presence and carried out

their usual activities. Parents appeared to interpret my

Preserice as part of the staff. I engaged in informal

Conversations with parents and nurses as this was appro

Priate. From these observations, attendance on regular

Weekly physicians' ward rounds, and informal discussions

With the staff members and parents, I determined the

**ructure and function of the Neonatal Intensive Care Unit

*d the varieties of interactions that occur in this social

situation of a formal hospital setting. Families whose

infants were treated in the hospital were invited to

P*ticipate in the study.

Sixteen families participated in the second phase

of the study, 14 with premature infants and 2 with full

term babies. A series of six visits per family was made

OVer a 6-month period after the infant was discharged

home. I contacted the mothers by phone to establish a
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convenient time for the home visit. The visits were made

ira pairs, with a 1- to 2-month interval between each set of

visits. This allowed the first of the two visits to

estab Lish rapport and the second to be a more focused

irm terview. If the father was part of the household,

visits were arranged according to his work schedule so

that he could participate in the interviews. This was

p C'ssible in 11 of the 16 families.

The interviews lasted 1.5 to 3 hours per session.

The iraterview schedule was a modification of that used in

the family studies of Bott (1971:231-237) and Hess and

Hande L (1959: 287–294). The interview format included

structured and unstructured sections. Specific demographic

data , information on the household composition, and

histories of the family of origin and family of procreation

Were collected on each family. The following categories

Were used in the unstructured section of the interview:

*Periences related to pregnancy, preparation for the baby,

*livery, time infant spent in the intensive care unit,

and homecoming; the internal organization of the family;

informal and formal social relations outside the household;

beliefs and perceptions related to the family, parenting,

health, and the future. On the last visit, the mother was

asked to discuss major life events that had occurred within

the last year. This list was modified from the work on

life events carried out by Rahe (1969), Dohrenwend (1973),

and Dohrenwend et al. (1978). This life event score
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served as a gross indicator of the number of unusual events

that the mother had experienced in addition to the pre

ma-ture birth of her infant.

With the parent's permission, hand-written notes

were taken during each interview. Since all interviews

were clone in the home over several months, I had numerous

Opport unities to observe the interactions of family members

as we Ll as meet friends and relatives who visited during

the iriterviews.

The third phase involved interviews with ten

mothers who had been in direct contact with other mothers

who be longed to a hospital support group for families with

infants in a Neonatal Intensive Care Unit of a large

University Medical Center. These ten mothers were inter

Viewed twice in their homes using an interview guide

*odified from that used in phase two of the study. Empha

*is was on how contact with other mothers who at one time

had a premature baby influenced them. Four of the mothers

"*e also attending a special developmental class in which

their infants were enrolled. These classes were scheduled

"**kly at the hospital where their infants had been hospi

talized. I participated and observed in eight of these

**sses. Each class lasted for 2 hours.

For phase three and four, the interview guide was

modified to include the following topical areas: a profile

of the infant including details of delivery, time in the

Neonatal Intensive Care Unit, past and current health
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history information, and the present source and extent of

medical treatment; a profile of the mother including her

experiences during pregnancy, delivery, the time the

infant was in the hospital, the infant's homecoming, and

her current involvement with the infant; the type and

extent of involvement with the parent support group; the

family and household structures; the social environment of

the family; and views on the family, parenting, health,

and the future. The average length of interview was 2

hours.

The fourth phase involved the interview of 25

families whose premature babies were at the time of inter

View 8 months to 5 years of age. All families belonged to

a parent support group for families with infants in a

Neonatal Intensive Care Unit of a private Children's

Hospital. The names of these families were on a member

ship roster supplied me by the professional sponsor of the

Broup. With her permission and that of the membership

Chairperson, I contacted each family by phone and asked

their permission to be interviewed in their home on two

9°casions. All families with premature infants whose names

"ºre on the membership list were contacted. All agreed to

Participate in the project. During the interviews, empha

sis was placed on their child's development and health

**atus as well as the parent's participation in the support

group.

This fourth phase also included participant obser

Vation in four monthly support group meetings and two
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regional meetings at which the group was actively involved.

Of the 25 families interviewed, 15 attended one or more

of the monthly meetings which I attended.

METHODS OF STUDY

Ethnographic and ethnomethodological field methods

were combined to investigate how participating parents

Ordered their experiences related to the birth of their

Premature infants. The ethnographic methods of natural

istic observation in a Neonatal Intensive Care Unit,

intensive interviews with the parents in their homes, and

Participant observation at meetings of support groups for

families with infants who had been hospitalized in an

intensive care unit provided the basis for data collection.

The family case study, described by Lewis (1950),

Was the basic organizing method. Through the use of this

*thod, Lewis sought out the content of family life and

the experiences of the members rather than the tradi

tional anthropological approach which emphasized the formal

*Pects of a stereotypic family.

Only those families whose infants survived and

**tered their homes participated in this study. A situa

tion which has life-threatening effects and bears the

P°tential of permanent neurological damage for the infant

is a highly sensitive area to investigate. The ideal

TeSearch methods have to be continually modified to coin

cide with the exigencies of the natural human responses to
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such an experience. In addition, new situations arise

during such a study which lead to alterations in the

Original design.

Ethnomethodology was used to gather data on how

the parents constructed the social reality of having a

premature infant (Garfinkel 1967). Application of this

method involves eliciting comments on how parents explain

or account for what they experience. What an investigator

observes in a Neonatal Intensive Care Unit and how the

nurses explain what is happening with newborn infants do

not necessarily coincide with the parent's interpretation.

Through intensive interviews with the parents, I gathered

data on how they explained the situation of having a pre

*a-ture infant. I posed questions to discover how they

° ame to know about and understand the phenomenon of pre

*aturity. I asked them to account for what having a

Prernature baby meant to them, how this affected their

*nteractions with other family members, and if the

*Perience altered their views of health and illness.

This qualitative method used to study the rela—

tionships and interactions of family members was chosen for

its sensitivity in describing and analyzing prematurity

from the cultural perspective of the parents. The attempt

"*s to discover the social and cultural implications of

P*ematurity from the parent's perspective rather than the

more commonly used approach of prematurity as a medical

event or as a crisis for the family.
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The mechanisms that link social conditions and

cultural practices with pregnancy, labor, and childbirth

are complex and not well understood (Illsley 1967).

Because of the spurious correlations between these factors

and premature births, the emphasis in the literature

COntinues to be on prematurity as a medical event defined

by the infant's gestational age and birth weight. Although

I attempted to account for the sociocultural factors in

this study, certain limitations remain.

My original design for a comparative study matching

families with premature infants to families of full-term

infants had to be altered. I planned to match by the

infant's three biological dimensions of birth order, age,

*nd sex, as proposed by Caudill and Weinstein (1969:13),

Plus the familial factors of socioeconomic status, mother's

*mployment, and the household structure. Matching families

based on these six factors proved to be impractical because

of the limited family population from which I could

**cruit. Rather than compromise the matching criteria,

I Ghose to delete this aspect of the study. I was able

* match only 2 out of 14 families. The data collected

*om these two families with full-term infants are useful

** descriptive terms only.

After 6 months of close contact with premature

infants and their families, I discovered by chance a social

aspect of prematurity which could influence family adjust

ment. I read a brief newspaper article about how a group
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of families with infants who had at one time been hospi–

tallized in a Neonatal Intensive Care Unit had banded

together for the purpose of offering emotional support to

Other families currently facing a similar situation with

their infants. Through further investigation, I learned

that only two of the eight hospitals with intensive care

units for infants offered such support to families. By

contacting these families who were associated with support

£r Oups, I was able to add a longitudinal dimension to the

study to partly compensate for the comparative element I

had abandoned. This longitudinal element allowed me to

identify what I propose to be a career for families with

Premature infants.

I am aware that membership in a support group may

be a class phenomenon. Indeed, 23 of the 25 families who

Participated in the study as members of a support group

**Presented a middle or upper middle class status. These

families, however, added a wider class range to my infor—

*ant population.

The families in this study are not necessarily

**Presentative of the population of families who have had

P*ernature babies. They were recruited opportunistically,

*sed on the selected criteria. No family that I had

*Gess to was avoided if they fit these criteria. No

families invited to participate in this study refused.



20

CHAPTER II

THE FAMILY AS A FIELD OF ACTION

And among the children who are born and live, there
are some who are veritable strangers, for some
survive with handicaps that require an extraordinary
display of maternal love and imagination, and some
with gifts in such fragile bodies that no one like
them could have survived in the past (Mead and
Heyman 1965:20).

THE STUDY OF THE FAMILY

The "family" as a unit of study lends itself to

*n a lysis in several ways. It can be studied as a structure

witH. patterns of social arrangements, as a socializing unit

With distinct child-rearing practices, as a social institu

tion with specific functions, as a system of interactions

*nor, g its members, or as a social experience for the parti

** Pating members. In this study of prematurity and the

family, the organizing principle is the family as a field

* action. This includes all the units with which family

*mbers as individuals and the family as a distinct group

*intain a certain type of relationship. Jay (1964: 138)

defines this type of interrelationship as an "activity

field. 1 t

Viewed as an activity field or a field of action,

the emphasis is on the family as a system of interacting

members who each has a social space. This social space Or
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field of action around the family can further be described

als each member's personal community. A personal community

is the "group of people on whom an individual can rely for

support and/or approval" (Henry 1958: 827).

Specific dyads form and dissolve during the life—

time of a family unit. Fox (1970:2), who describes the

family as a field of action, identifies four such dyads:

the mother-child, the father-child, the husband—wife, and

the sibling—sibling. Of these, the mother-child dyad is

the most apparent in infancy because of the baby's total

dependency on others.

Broderick (1971:146) expands the family's field of

action beyond these dyadic relationships. He includes

*ctivities related to the interaction of all family members,

to the family's location in the larger social system, to

informal transactions with kin and friends, and to more

formal transactions with the economic, political, and

°ther societal institutions. The perspective of the

family as a field of action offers a way to conceptualize

**lationships of family members as well as the family

Viewed as a unit or whole.

The family unit has discrete developmental stages

Just as the individual members have certain life experi

*Ges. These stages of the family are marked by signifi

°ºnt events. The family forms through the union of a

Couple, expands with the birth of children, retracts as

the children mature and leave the household, and dissolves



22

with the death or parting of the original partners.

As the family passes through the natural stages of

development from expansion to replacement, the members

experience major life transitions. The birth of a baby

Often presents the first major change in the family unit.

Parents, however, rarely are prepared for the situations

they confront when the birth is associated with unexpected

medical complications leading to premature labor and

delivery.

In families with a critically ill member, the

field of action extends beyond the members' personal

°Cºmmunities to a group of highly trained medical special—

ists who assume responsibility for the sick member for

* Period in time. Eventually the responsibility returns

to the household and the family.

Social scientists consider the family unit as an

important precipitating factor and outcome variable in

both the physical and mental health of its members (Koos

1946 : Litman 1974; Parsons 1951). They have examined the

family unit as an intervening variable in health and ill

ness, especially in the association of specific family

P*tterns of interaction and the etiology of mental illness

(Caplan 1974; Henry 1965; Laing and Esterson 1970).

As the advances in medical technology allow physi

Cians to preserve life and to extend the life span, the

relationship between the family and the health of its

members changes. This impact is greatest in the United
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States where medical practices are highly sophisticated and

physicians are mandated to preserve life at all costs.

When these life-saving measures are required for infants

and small children, the parents are forced into a rela—

tionship with medical practitioners which may continue for

many years. This relationship extends the family's field

of action to include medical specialists. Families with

Premature infants are examples of such an extension.

THE FAMILY AND THE PREMATURE INFANT

In some societies, a mother destroys at birth an

infant who appears abnormal, is not of the desired sex,

Or is one of twins. In the United States, women have a

Choice to terminate their pregnancy before the fetus

*e alches a designated gestational age. Most mothers, how—

S*Ver, develop a growing attachment to their baby during

Pregnancy, and eagerly anticipate the birth. When the

birth is early and complicated, the choice of acceptance

is no longer theirs. They have delivered their babies into

* society equipped to challenge nature and to preserve

life if at all possible.

The technology available in certain areas of the

"9*ld to sustain the lives of premature infants is an

*ample of man's ascendancy over nature. Such technology

*S an outcome of social behavior is a prime causative

factor in sociocultural change (Anderson 1973: 203).

Anthropologists, interested in the effects of the
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in troduction of technology on societies, often seek to

-f ind ways to introduce innovations without destroying the

f albric of traditional societies (Foster 1973). Improved

salmitation methods, medical assistance programs, and

a civalriced agricultural techniques are only a few examples

Of innovations offered to improve the quality of life in

Cleveloping countries. We are more reluctant, however, to

examine the sequelae of advanced medical technology in our

Own society. Prematurity offers that opportunity.

In the treatment of premature infants, once the

balbies attain a certain weight and physiological develop

Inernt , the responsibility of their care passes from a

highly specialized medical staff within the hospital to

their parents. Some of the infants may have incurred

Permanent neurological damage as a result of their pre

*a-turity. Others will have no long-term effects from their

**rly births. For others, the ultimate effects of the

Premature birth and early treatment are not predictable

** the time these infants enter their homes. Whatever

the outcome, the family becomes the primary unit in which

the final drama of prematurity is staged and played out.

The infant's premature birth launches the families into an

*Predictable course that over time takes the shape of a

Career.

The family is thus the social unit that absorbs

the major shock of a premature birth. Within the psycho

Social context of a family, beliefs and practices related
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-t c health and illness are learned, implemented, and rein

—f Crced. Within this context, the health role is estab–

L is hed, and the sick role legitimized, basic health care

provided, and the sequence of healing behavior initiated.

Each family evolves an idiosyncratic theme or

style in the promotion of health and in response to ill

rh esses of its members. This style is influenced by the

f C Llowing factors: the prevailing diseases and illnesses

in digenous to the environment in which the family lives;

the knowledge and level of technology in the medical

system or systems to which the family has access; the

Psychosocial and cultural significance associated with

health, illness, and the sick role; and the developmental

st age of the family.

Illness is a common event in all families. In

*amilies with premature infants, however, it takes on new

*imensions. Pattison and Anderson (1978) suggest that

family health is the degree to which a family copes with

Sºº-going illness events and activates positive and preven

tive health behaviors. If we assume that the health of

3. family is related to the ability to cope with a stress

situation, then the experiences of parents with preterm

infants provide a unique situation in which family health

**n be studied. The experiences for parents of these

infants are different from those with infants of full-term

delivery (Kaplan and Mason 1960). The parents are faced

with the mother's premature labor and a hospital



26

ernvironment that reacts to a medical emergency rather than

a normal delivery. In addition, they fear for the infant's

survival and possible abnormal sequelae.

The events surrounding the births of premature

infants serve as a fertile source of research questions

if Cr medical scientists and social scientists. Social

science research emphasizes the following issues: psycho

L C gical factors as determinants in the etiology of certain

premature births (Blau et al. 1963); mothers' attitudes to

Preterm infants in comparison to full-term infants (Bidder

et all. 1974; Smith et al. 1969); the premature birth as an

ern Citional crisis for parents (Blake et al. 1975; Caplan

LS 6 O ; Kaplan and Mason 1960; Mason 1963; Rapoport 1962);

the effect of neonatal separation on mother-infant inter

*-ction (Barnett et al. 1970; Kennell et al. 1975; Klaus

*nd Kennell 1970; Leiderman and Seashore 1975; Minde et

all . 1978); correlation of development of the preterm

infant and caregiver-infant interaction (Beckwith et al.

leze; Cohen and Beckwith 1979; Leifer et al. 1972); and

the use of self-help groups in premature nurseries (Minde

*t al. 1980).

Parents of preterm infants confront a health

*isis and out of necessity are forced into complex inter

*tions with medical specialists who treat their infant.

Researchers have placed minimal attention on the family

unit beyond the initial response of the parents to the

immediate crisis of the premature birth.
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THE FAMILY AS A SYSTEM

The family as a system and the unique career

initiated by a prematurely born infant are the unifying

themes for this study. As a system, the family as a unit

implies change, accommodation, and modification. This

a da ptability is not only seen as change in the structure

alrld function of the family in response to historical and

e C C nomic factors, but also change in individual family

urn its in response to a crisis involving one of its members.

The history of the American family is one of change.

Demos (1977) identifies three major stages of the family in

Arnerican history: the early Colonial family as a community

ºf workers who labored together; the 19th Century family

Which provided a refuge for the father who daily left the

*ousehold for work in a hostile world; and the contem

Porary family where the home provides a base of rest and

*ecreation rather than a refuge. The technological

*dvances of the 20th Century shape this contemporary

American family. The family is thus molded by history,

displays a markedly reactive character, and has experienced

*9 specific "golden age."

The changes that occurred in the past three decades

demonstrate the adaptive character of the American family.

We observed the change in the isolated nuclear families of

the 1950s living in suburbs to a trend toward communal

living styles in the 1960s. Open marriages and soaring
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clivorce rates characterized the family of the 1970s. In

—t he 1980s, we anticipate alternative family styles in

response to the current socioeconomic situation in which

single parents and working mothers are often the norms

r at her than the exceptions. The predicted family forms

C f the 1980s include the "neo-extended family" in which

friends, business colleagues, professional counselors, and

Crg anizations replace the extended kin of the past, and

the "cluster households" composed of divorced mothers or

<> C L lections of families who pool their resources to

support a household.

Although anthropologists are accustomed to varia–

tions in family structure and function in societies

throughout the world, we are less familiar with the entire

* ange of such variations that exist within a community,

* neighborhood, or even on a block. Thus the family is

* perplexing analytical entity to conceptualize because

C f its protean form in time and in space.

Anthropologists have examined the family from

**Veral theoretical orientations: evolutionary, historical,

*unctional, and structural. Berardo (1966) concludes that

the anthropological approaches to family study are asso

°iated with the traditional division in anthropology: a

structural-functional framework developed in the tradition

of social anthropology, and an institutional framework

characteristic of cultural anthropology. Until recently,

the major anthropological focus on the family was in its
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relation to the kinship system.

Lewis (1950) was one of the first anthropologists

to suggest a specific anthropological approach to family

studies in the form of the family case study. He states

t halt anthropologists need to utilize in their study of the

If a mily those techniques commonly applied to the study of an

erht ire culture: participant observation, collection of

bi Ographies, and living with the family. Lewis (1959), in

his popular work, Five Families, explicitly outlined four

a-prº roaches which focus on the family as a microcosm: a

topical approach using the conceptual categories from a

C Ommunity study such as economics, material culture, and

s C Cial relations; a technique of using intensive auto

Piographical material to view the family from the perspec

tive of each family member (the Roshomon-like technique);

the selection of a specific event or crisis to which the

family must respond; or by an intensive observation of a

\lsual day in the life of the family. All approaches

Sºmphasize the social context in which the family members

*nteract.

The primary conceptual framework for this specific

study on families of premature infants is eclectic. It

9°mbines the structural-functional view of the family as

* System, and the social interaction approach to study

roles and relationships among the family members. This

framework borrows from the classical approaches in anthro

pology (Berardo 1966; Lewis 1950, 1959; Nimkoff 1965), as
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well as in sociology and social psychology (Bell and Vogel

I 968 ; Bodin 1968; Bott 1971; Broderick 1971; Goode 1964,

I 97 L ; Hess and Handel 1959; Hill and Hansen 1960; Howe

L972 ; Howell 1973; Nye and Berardo 1966; Skolnick and

Slzolnick 1971).

Three primary concepts guided the research : the

family as a system with an internal organization and as

Clependent on support both internal and external to the

household; the family in crisis; and the family as an

e C C logical unit including the health aspects of its

In embers. The approaches employed by Hess and Handel

C 1959) and Bott (1971) are directly applicable to this

study. Hess and Handel's (1959) psychosocial approach

focuses on the major processes that shape the interior of

family life and account for the variations in family life

styles. Bott's (1971) concept of the family as a social

5Ystem includes relations within the family, extended kin,

friends, neighbors, and Outside Organizations and groups.

These social relations are activated in response

*o hazardous or unexpected events that affect a family

*mber. Such an event often leads to a crisis situation

Within the family (Hansen and Hill 1964; Hill 1958; Parad

1965). The events associated with a premature delivery are

"Ost likely to induce a crisis in the family (Barnett et al.

1970; Caplan 1960; Kaplan and Mason 1960; Wortis 1960).

The relative importance of the event and the inability of

the family to employ their usual methods of resolution
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cle fine this period of disequilibrium. Parad and Caplan

GIL96O) propose a framework in which to collect and examine

clait a on the family faced with a crisis: the family life

style, the means of problem-solving, and the pattern in

which the family as a unit responds to the basic needs of

its members.

The ecology of the family includes the family's

history, ethnicity, socioeconomic security, residential

In eighborhood, mobility, pride or discomfort in its cultural

heritage (Clark—Stewart 1977). This further includes how

the members categorize and define their health and ill

health experiences and respond to the stress of a critical

illness of one of the members. In a recent survey of

family health in the United States, the stress of a day—to

day living was identified as the major factor affecting

family health (General Mills Report 1979:23–27). The

American family is described as under exceptional economic

stress that affects individual members as well as general

family relationships. It is further characterized in that

*eport as taking the health of its members for granted.

In family health studies, two basic frameworks are

9°mmonly utilized: how the family as a basic social unit

influences the physiologic, psychologic, cultural, and

Social function of its members; and how the health of the

members affects the structure and function of the family

(Bennett et al. 1968; Litman 1974; Pratt 1976; Silver 1963).

Viewed as separate frameworks, each proposes a linear

*
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cause and effect relationship. A circular, rather than

I in ear relationship, results when the family is viewed as

a total system of variables that reciprocally interact. In

the situation of the family with a preterm infant, the

event of the premature delivery impacts the family func

tion. Reciprocally, the coping mechanisms including the

use of select support systems impact the infant and his

Cr her environment. The entire cycle can be described as

family health or the capacity to cope effectively with

i Llness or crisis events (McEwan 1974; Pattison and

Arn derson 1978).

THE FAMILY IN CRISIS AND SUPPORT GROUPS

Prematurity is a crisis that requires extraordinary

* esources to restore the equilibrium destroyed by the

situation (Caplan 1960; Caplan et al. 1965; Kaplan and

Mason 1960; Mason 1963; Rapoport 1962). The perceptions of

the crisis, the coping strategies or responses, and the

*nount and source of support from friends, family, and

Sºmmunity result in adaptive or maladaptive behaviors on

the part of the parents.

The crisis affects the family system. It is within

the family milieu that parents learn to identify with their

baby and assume parental roles. This process is facili

tated by friends and relatives who come to see the new

baby, offer their congratulations, and reaffirm the new

roles of the parents. The separation of the infant from
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Ha cºrne and family delays this process. The separation may

a ILs c interfere with the usual social responses of congra

t ul IL altions and good wishes. These suddenly become inappro

Ip iri ate under the present circumstances. Members of the

EP = Irent's social network may even avoid contact because of

Tºt EThe ir own feelings of inadequacy in handling the social

Ei raterchange. They simply often do not know what to say or

El C when a premature baby is born.

Major transitions occur throughout one's life.

F = coming a parent is one of these major transitions,

*==EP ecially if the infant is the first born. These times

* e Cluire additional support to ease the effects of the

<-hairmge. When the usual patterns of behavior no longer

YS rR because of unusual circumstances, the new parents as

Yell as their friends and relatives have few guidelines to

Slirect their behavior.

Natural support systems exist in daily life.

Marital and extended family groups are the most common

C Caplan 1974:8). These exist as layers of people within

Sne's immediate social environment who come forward to

help meet the challenges and stresses of life. Such

Support has instrumental functions to meet basic needs as

Well as affective functions to provide emotional assis—

tance. When members of the natural support system are

unable to offer such assistance, mutual—help groups or

Support groups, which have been developed to deal with

Specific problems, may be of particular help (Silverman
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a ral cl Murrow 1976:410–4ll).

The utilization of various social support systems

Ex -r- cºvides a means of adaptation to a crisis (Caplan 1974).

A support system serves as a mechanism for guidance

Ere Lated to a particular challenge or situation. Such a

s lip port system assumes various forms: formal or informal

G. Erg anizations, kith or kin, or aggregates of persons who

E* =lve confronted a similar crisis.

Every person is in contact with a group of people,

s Cºrne of whom are in touch with One another. The collection

C - F such people compose a person's individual social net

W cor-Ik. This network expands and contracts throughout a

+ =i-fetime as ties with friends, kin, neighbors, and others

*lha-mge. The group of people on whom each of us can rely

for- support and approval comprises our "personal community"

G Henry 1958: 827). When contacts go beyond the attachment

* S one person, to include the contacts within the community,

al '' social network" is the more appropriate term (Barnes

le'72: Bott 1971; Finlayson 1976; McKinlay 1973; Mitchell

1969; Pilisuk and Froland 1978).

With special medical events, such as prematurity,

When friendship and kinship systems are ineffective, self

help or mutual-aid groups emerge to take over. These are

Voluntary associations of people who share a common life

experience, rely on members for help, and whose primary

purpose is to offer this support to their members (Durman

1976; Levy 1976; Tracy and Gussow 1976).
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The effectiveness of self-help or support groups is

Ira C- Longer in question. Their proliferation suggests that

Ira e e ds are met by such associations. These groups may be

c cºrnposed exclusively of lay persons who share a common or

s =i-rmilar experience, or may be guided by professionals who

LIL = e intervention techniques as part of the group meetings.

NºL i rade and his colleagues (1980) report on a self—help

= Hºr Cup for parents with infants in a premature nursery. He

=-raci his colleagues are investigating the effect that

IG' = r ticipation in such a group has on parenting competence.

Parenthood, which has been described as a crisis

i-ra itself, takes on new dimensions with the arrival of a

Firernature infant (Dyer 1965; LeMasters 1965). Crisis,

= imply defined, is an "upset in a steady state" which

S*** curs in response to a hazardous event such as prematurity.

*tar, oport (1965) distinguishes between stress with negative

S*Sri notations that imply a burden, and crisis which has

** Swth potential and offers a challenge for the develop

*ent of new coping mechanisms. The resolution of this

Particular crisis of prematurity depends not only on the

Parent's ability to cope with the situation and the social

Supports available to them, but also on the infant's

biological ability to cope with prematurity.
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PASSAGES IN THE CAREER OF THE FAMILY

Just as Wan Gennep (1960: 2–3) conceptualized the

I -i ºf e of an individual as a series of passages from birth

t c death with ceremonies accompanying each stage, the

clevelopmental stages of the family represent major

EP =ls sages. The ceremonies associated with pregnancy and

c Enlildbirth introduce a new member into a group and estab–

El Eish new roles for the natural or social parents. These

s C. c ial rituals mark a passage in the family cycle and ease

t Ile transition from one phase to another.

The "rites of passage" from one social situation

* <> another become complicated when exceptional circum

5 ta-rices surround the event. In these situations, Van

Serhinep's (1960:11) rites of separation, transition, and

+rae orporation may be exaggerated. His analogy of the

* it es of passage to "crossing a border" or "passing through

* threshold" is identifiable in the time span between an

infant's entry into the Neonatal Intensive Care Unit,

*nd the final entry into the home and family unit (Van

Gennep 1960: 191).

The processes of separation, transition, and incor—

POration apply during this span of time. I suggest a

fourth and final phase, one of reorganization, to complete

this unusual passage initiated by a premature birth of an

infant. Separation occurs after childbirth with the

infant's admission to the specialized hospital unit.
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T-r- alrasition covers the time the infant remains in the

Ha c-spital and the parents become acquainted with their

rai evvlborn child in a strange setting. Incorporation begins

vv Erien the baby is discharged from the hospital and enters

He i s own household. Reorganization is the final stage

vºv Emerm the family begins to reorganize itself as a unit and

=-cljust to the newest member. Each phase varies in length

=-rm cl intensity depending on the characteristics of the

Ef = mily unit and the general medical condition of the

Fi-rm if ant. Taken as a whole, these phases represent the

<> = Ireer of a family with a premature infant.
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CHAPTER III

EXPECTATION

While my baby sleeps,
The earth, unaware,
Helps me to finish him.
The
The
And
The
The
The
And

grass makes his hair,
date-palm his fingers,
the beeswax his nails.

seashells give him hearing,
red strawberry his tongue,
rivulet brings him smiles,
the mountain sends him patience.

(Mistral 1971: 213)

INTRODUCTION

The birth of a baby is a noteworthy event in all

5 C cieties. Whatever natural elements poets and raconteurs

\*se to explain the formation of a baby, childbirth is most

S’ f ten associated with hope in the present and optimism for

the future. It provides continuity from one generation to

the next , offers the potential for replacement of aging

*embers, and affects the status of the parents.

Even more awesome in some preliterate societies

are the 10 lunar months that extend from conception to

childbirth. This period is a storehouse for speculation.

Myths abound to explain the mysterious process that takes

place in the darkness of the female womb and terminates in

the formation of a living being (Bettelheim 1954). Whether
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<-- Hº -i- laren are told that storks bring babies or dolphins

F-> IL alce them on the beach, or they are allowed to view the

a c. tual birth process, elders must provide some explanation

–E cºr this phenomenon. Among the Pilagá, for example, a

vºv corn an receives minimal recognition for her role of child

TEP e alrer (Henry and Henry 1944: 10). The man is credited

vºv it h introducing the complete homunculus which grows within

In er until time for delivery.

Institutionalized patterns of behavior surround

<= h i ldbirth and determine its location, participants, and

<> Ult come (Mead and Newton 1967). The arrival of a newborn

serves as a milestone in the expansion of the family unit.

+ tresults in changes in the roles of the new parents, in

*a-lterations within their households, and in the incorpora—

* i Gºn of the infant into the kin network. It culminates

+n the initiation of a new member into the social grOup.

The perspective of childbirth varies from culture

* <> culture. In some, childbirth is an illness shrouded in

fear and mystery; while in others, it is a normal physio

logical occurrence accorded only passing attention.

Whatever the social intensity attributed to this life

transition, it is marked with culture—specific rituals and

Symbols to ease the critical passage of those involved

from one life stage to the next.

According to Briffault (1959:566), in some socie—

ties a mother simply finds a secluded spot where she

delivers her baby alone, washes the infant, and then
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ir-e-turns to work. In others, a special birthing hut is

E -r-epared where the woman retires to give birth and remains

s ecluded during the prescribed isolation period. In some

s: c. cieties, the father receives greater attention than the

rrn c. t her. Im Thurn (1883: 217–218) describes the practice

c -f the couvade among the Indians of Guiana in which the

If =lt her is restricted to his hammock for a designated time

=-Irn Cl excused from his work while the mother returns to her

Ef Li L.1 duties. In Western society, where the trend is

Tit C ward "natural childbirth," both parents attend prenatal

<= −l alsses to prepare for the birth of their baby, and make

+T e aldy a special place in their household to receive their

i-ra-fant.

Childbirth as a natural phenomenon is not free

+ rom dangers. Where cultural and historical circumstances

+imit medical technology and malnutrition is prevalent,

+rn fants with major perinatal complications rarely survive

Shildbirth. In such societies with high maternal and

in fant mortality rates, a baby may receive neither name

*Or status until he reaches an age that establishes his

Potential for survival. In technologically advanced

Societies, however, childbirth represents a medical mandate

to exert maximum effort to sustain the life of the infant

at all costs.

When confronted with a premature birth, parents

find themselves in a highly vulnerable position and unable

to assume their culturally-defined parenting roles. They
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E =r-e serve the life of their infant. Where these are not

al-Z alilable, the infant has few chances for survival.

One mother Offers her reflections On the birth of

E-mier firstborn child 8 weeks before expected:

"It didn't happen at all like I expected. It was

like a 'fire drill. ' The doctors and nurses were

hurrying around the room——working on the baby. I

could hear their talk about his color and not

breathing right. No one paid attention to me.

I had planned a quiet and calm delivery--like

it says in those books——with my husband there.

And then after, we would have time together to

hold and touch the baby and just get acquainted.

But our baby came 8 weeks early. We didn't even

have time for the prenatal classes or to prepare

the nursery at home.

I was also looking forward to the champagne and

candlelight dinner that the hospital serves new

parents. Our baby had to be sent immediately to

another hospital for special care. My husband and

I were alone. I didn't even feel like I had a baby.

We had nothing to celebrate. And I was scared."

A mother in a less technologically advanced society has no

alternative but to watch the life ebb from her prematurely

born infant. She holds little hope for the baby's survival.

The resolution of such a crisis in both incidents depends



42

cºrn how the mothers perceive the event, the responses

Gc cºrping strategies) they offer in relation to the crisis,

airn ci the available support they have to ease the stress

EP =rc duced by the premature birth.

FETAL DEVELOPMENT

A cycle of 10 lunar months in the protective

* > t erine environment is nature's formula for preparing the

Hauman fetus for entry into the world. This formula can be

tº anslated into 280 days or 40 weeks from the first day

<> Ef the mother's last menstrual period. This is the common

* = signation used to predict the date of birth, because the

**n erastrual cycle provides the mother with the most reliable

*= Yºrent from which to calculate. The actual process of

F = station, however, takes 266 days or 38 weeks from

F =rtilization (14 days after the onset of menstruation)

TE c. completion of the development of the human fetus.

In relation to other primates, the human infant's

* = station is not significantly longer. The infant, how

S*Yer, is born at an earlier stage in development, is

5 maller and more immature, and thus dependent on others

for survival (Campbell 1966: 246–285). This compromise in

Which birth occurs at an earlier stage of ontogeny offers

the mechanical advantage to compensate for the small size

Of the mother's birth canal in relation to the infant's

head. The brain, which normally accounts for one-seventh

of the human infant's weight at birth, is the linchpin of
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He urn an evolution. After birth, it continues to develop and

specialize to provide the intellect and reasoning ability

t En alt distinguishes the human species.

Gestation is divided clinically into trimesters,

e = ch extending 3 calendar months (28 to 31 days). All

rrn =-j or body systems are developed within the first tri

Irra e s ter. The first 8 weeks of gestation are the embryonic

E e riod in which internal and external structures develop

if rom an undifferentiated cellular mass (Moore 1973:54–84).

During the fetal period which extends from the 8th week

t EP birth, a human infant is clearly recognizable. By

t Hae end of the second trimester, the fetus is usually

st ill too immature to survive independently outside the

VV cornb.

There is no specific developmental stage, age, or

Y” eight of the fetus which guarantees viability. The longer

Tº Ene gestation at birth, however, the greater are the chances

* “Prsurvival. With advances in neonatal medicine and life

support systems, infants weighing less than l,000 g. and

**rn der 26 weeks of gestation have a greater chance for

5urvival today than 5 years ago.

Fetal age is expressed in weeks. An infant born

*t 25 weeks gestation may not survive because of the

immaturity of the respiratory system. By 28 weeks, chances

of survival improve as the central nervous system matures

to the degree it can control respiratory movements and body

temperature. At this stage, the infant's eyes are open,
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the skin is slightly wrinkled, and hair is appearing on the

Hale a ci. At 32 weeks, the skin in pink and smooth, the finger

In a i Lls developed, and the arms and legs gain in bulk. By 36

vve elas, the body is usually full, the toenails are developed,

a-Irº cl the lanugo (fine body hair that covers the fetus) is

=- D_rnost absorbed. By 38 weeks, or near full-term, the skin

i- = usually white, and the chest and genitalia are developed.

TEA e normative weight for an infant born at full-term in the

U ra ited States is 3,400 g., or 7.5 lbs. An infant born at

t =rm in a hospital following a normal delivery is usually

Gli scharged home in 1 to 3 days after birth.

If the normal 266 days after fertilization are

H-ra terrupted for any reason, an entire sequence of unex—

F = cted events occur. What heretofore was anticipated as a

***E*rmal delivery quickly becomes a medical emergency with

"- He lives of the infant and mother possibly jeopardized.

Approximately 7 to 10 percent of all live births

*> <> cur premature. The terms "preterm" or "premature" refer

t c. infants whose birth weights are less than 2,500 g.

C S. 5 lbs.) and are born prior to 37 weeks gestation. The

Sle gree of prematurity is measured by the number of weeks of

se station or the gestational age at birth. Preterm babies

Sften are given two "birth dates": the date of actual

\oirth and the date at which normal gestation would have

been completed. The latter is the "adjusted age." Usually

by 3 years of age, a child born premature is close to the

developmental standards of any other 3-year old born at
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Tº e Ir"Inn.

At birth, the premature infant requires specialized

rrne clical attention to control body temperature, to provide

~ era tilation, to maintain nourishment, and to account for

= Clclitional organ immaturity that could lead to cardiac,

Ere rhal, and circulatory problems. Since community hospitals

Yº Enere most deliveries occur are rarely equipped with such

sIC ecialized equipment, an infant is transported from the

Ha C. spital of delivery to another hospital equipped with a

IN = Onatal Intensive Care Unit. This hospital unit, designed

t C provide treatment for newborn infants, becomes a "techno

--~gical womb" in which the preterm infant's development

* Cºrntinues until the body systems mature. Here the infant

Fi-s nourished, provided with oxygen, often assisted to

*> reathe, and kept warm in temperature controlled isolettes.

* + -though parents are allowed to visit as often as they can,

** \arses and physicians become the primary care—givers.

With the advances in medical technology, this new

5 Scial unit develops to provide the interim care for

*-** fants who require this specialized treatment. Such a

\*rait is so remote from the usual experiences that parents

* arely know of its existence until they confront the

ºnedical emergency with their own infants.

This temporary relinquishing of parental roles

Continues only until the infant is physiologically mature

to be cared for at home. Within the household, the

infant's basic needs of food, shelter, warmth, and

º
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alif ºf ection are met. While the composition and structure of

H C usehold units vary, no collection of family members can

EP =r cºvide these needs unless the normal period of gestation

i s near completion at birth.

FAMILY DEVELOPMENT

A review of the evolution of human reproduction

EP Irovides several clues to the development of the care

$E iving unit responsible for the infant. Whether the depen

<i e rice of human infants led to the formation of the family

*—L rh it, or the family group was the primary factor behind the

lsº Hºrolonged dependency of the infant is speculative. The

ºf a mily, although adaptive to the social and economic

* En anges, is a permanent fixture in all societies. Confu—

5 i on develops when a clear distinction is forged between

* Fle family and marriage.

La Barre (1954: ll0) suggests that the family is a

*> si ological phenomenon and present in some form in human

5 Sciety, whereas marriage is a cultural sanction. The

** arriage form is thus a variable contingent on cultural

Slevelopment and changing social mores.

The au courant anthropological view of the family

is that of a social phenomenon with a variety of meanings.

The family can be used as a referent to a type of kinship

Structure, as a residential unit or household, or to

domestic functions related to the rearing of children

(Bender 1967). The family as a universal, as the basic
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i rh stitution of a society, or as a natural unit are no

IL cºrnger issues.

A developmental cycle is clearly recognized within

-t Hae family experience. This cycle has three distinct

EP In ases: the first phase covers marriage to the completion

<> If the family of procreation; the second phase of fission

‘C’ r separation includes the first marriage of a child to

Tºt Ele time when all the children have left the household;

=-rh d the third phase of replacement ends with the death of

Tºt he original partners in the marriage contract (Fortes

-L see 3). For completion, a phase of dissolution can be added

Tºt C these phases in which separation, abandonment, or

*i ivorce can occur at any time along the developmental

*Gºt S7 cle.

A person can thus identify with two families: a

+ = mily of origin into which he or she was born ; and a

F = mily of procreation in which he or she generates off

5 Sring. In whatever form, the human family is the basic

5 Scial unit which provides for an infant's physiological

*—rn d emotional needs.

In his challenge of the concept of the nuclear

it amily as a universal institution, Adams (1960) recommends

that specific dyadic relations be used as the primary units

Of analysis in family studies. Since the mother-infant

dyad is the most crucial to the infant's survival, this

dyadic relationship requires consideration.
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PERINATAL BEHAWIOR

At 40 weeks gestation, or full-term, the infant's

#= Irasping and sucking abilities are developed, as is the

=LEP ility to maintain body temperature. These basic physio

D. C. gical mechanisms are essential for survival. The infant

Fi-s totally dependent, however, on a source of food and

TEP Irotection. Born prior to full-term, these life-sustaining

Erº e flexes are insufficiently developed and alternative

rra ethods are required. An infant born prematurely may

ir equire an artificial environment in which body temperature

<> alry be controlled and means of introducing nourishment

*i Firectly into the digestive tract until the sucking reflex

Fi-s developed.

In the symbiotic relationship between mother and

+ra fant, a specific closeness occurs which binds the two

Tº S. gether. The mother provides warmth, shelter, and nourish

*ra ent for the infant. In turn, the infant's dependency

* = cilitates the attachment between the pair. Attachment

+s a special relationship that develops between two indi—

Yiduals and endures for a relatively long time (Ainsworth

ls77). The behaviors that emerge from this relationship

bave survival value. They promote proximity between the

Dair, and yet give the infant support as he actively

explores his environment. Such closeness has more poten

tial to develop when no intrusions occur that require a

separation of the mother and infant shortly after birth.
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Bowlby (1969) introduced attachment theory after a

study of infant separation from the mother, and proposed

that attachment develops over time and is not present at

TEP i rth. Bowlby's findings revolutionized many medical prac

Tºt i ces and hospital designs in the United States. His

Ei cleas quickly generalized into the medical mainstream

Nºvlhere efforts were made to facilitate such attachment

TEP etween the mother and infant at birth.

Much of the contemporary trend in home deliveries

<> Er deliveries in a more "home-like" setting in hospitals

= enerates from this theory. In such settings, the father

=-rad even the other children can be present at the birth.

The mother is also allowed to make immediate contact with

** er newborn infant, thus fostering attachment at the moment

*> If birth (Arms 1975). The "rooming-in" feature is also

**-Yvailable in some hospitals where the infant remains in

Tº He mother's hospital room rather than in a nursery down

Tº he hall from the mother.

To account for the 10 percent of births where

*raedical intervention is necessary, and yet still provide

the current demand for a more "home-like" delivery milieu,

alternative birth centers have been established in many

hospitals around the country. Here the mother with the

father attending is delivered of her infant on a double

bed situated in a simulated bedroom, but still in the

hospital. Such centers provide the security if unexpected

medical intervention is necessary during the delivery, but
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re cluce the sterile confinement to a typical hospital

cle Livery room.

None of these special features are available for

EP alrents with prematurely born infants. The delivery is

T L sually an emergency, and the infant is removed immediately

Ef Irom the delivery room to a specialized unit where life

s =lving measures are begun. Hours or even days may lapse

WC efore the mother is able to see and touch her baby for

the first time. In these situations, the father, if

Isº Hresent, assumes many responsibilities such as arranging

=f Cr the newborn infant's admission into a Neonatal Inten–

s Five Care Unit. He may serve as the only link between the

*ra C ther and the infant until the mother is able to visit

Eler baby. He is often the first parent to see the baby.

CROSS-CULTURAL PERSPECTIVE

In an extensive review of the cultural patterns

* = lated to perinatal behavior, Mead and Newton (1967) pose

t he question of the relevancy of cross-cultural materials

* > the solution of medical problems in contemporary complex

S Ocieties. They conclude that such practices expand our

knowledge base of human potentiality. Thus, the awareness

©f the vast repertoire of solutions, many of which are

Contradictory from one culture to another, raises question

to any one pattern of perinatal care. Since all human

beings are members of the same species, "cross-cultural

materials break through the crust of habituation in a way
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of viewing human beings" (Mead and Newton 1967: 143).

Anthropological data gathered from cross-cultural

studies do not necessarily support the specificity of

a t t alchment between the infant and mother or the mother

substitute, or the broad generalizations which have

emerged from Bowlby's attachment theory. Mead (1954)

of fered examples to suggest that an infant's adjustment

is facilitated when cared for by many warm and friendly

people, and not specifically a mother or mother substitute.

The quality of care appeared to be the most significant

variable rather than the specificity of the mother-infant

dy ald.

Prematurity is difficult to study cross-culturally

because of the disparity of definitions and the vast

differences in the availability of medical technology.

A universally accepted definition of premature infants

based on quantitative aspects of gestational age and birth

**ight is not always applicable in tropical countries or

* other developing countries where maternal malnutrition

is a limiting perinatal factor (Llewellyn-Jones 1955:275).

In such countries, the normative birth weight of full-term

infants may be close to the 2,500 g. standard for pre

"aturity established by the World Health Organization

(Dunham 1951:262). Gestational age in these areas of the

World is difficult to determine as women rarely document

their menstrual cycles.
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Wariations in family unit composition and household

structure occur in all countries. The identification of

a 1 ternative family forms and their associations with health

of the members suggest that the type of family may influ

ence the health of the household members (Bennett et al.

L968).

In some preliterate societies, a transition period

is clearly defined between the delivery of the infant and

the time the infant becomes physiologically separate from

the mother. This period may last up to 3 years in such

societies. Mead and Newton (1967: 177) describe the inter

dependent patterns of this period to include constant

physical closeness, prolonged and frequent breast feeding,

and spacing of children to maximize maternal attention to

the One infant. This transition period rarely exists in

Contemporary American culture where substitutes for breast

feeding are readily available and mothers are physically

**moved from the infant during parts of the day. Some

mothers of preterm babies, however, choose to pump their

breasts manually and store their breast milk until their

infant's sucking reflexes are developed and the milk can

be given to the infant. This is often the closest symbolic

°ontact that the mother maintains with her maternal role.

The sophisticated medical technology which permits

life to be preserved and sustained raises ethical issues.

The medical ethics of preserving life at low gestational

age, for example, at 25 weeks gestation or less, and
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sustaining life indefinitely in infants with minimal

chaln ces for normal mental and physical development is an

additional issue. The effects on the families of these

costly and heroic measures are yet to be determined.
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CHAPTER IV

DELIVERY

I left my baby unfinished
And I am confused and ashamed :

Scarcely a brow, scarcely a voice,
Scarcely a size you can see.

(Mistral 1971:213)

PREMATURE CHILDBIRTH

The delivery of her infant is one of the most

profound personal events that a woman experiences. Child

birth culminates months of expectation and waiting. The

expectant mother wonders about the sex of her baby, who in

the family the infant will resemble, and whether her

delivery will be difficult or easy. She conjures up an

image of what her baby will look like and how it will be

When they make their first contact. The disparity between

the fantasy and reality, however, is greatest when the

baby is born premature. The following scenario describes

the events surrounding a premature birth.

The hands of the large wall clock mark 5:45 P.M.

Dusk spreads over the city outside. The streets

are crowded with people hurrying home from work.

Inside the Neonatal Intensive Care Unit, the time

of day makes little difference. The rooms are
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brightly lit as they are during the entire 24

hours of the diurnal and nocturnal cycle. Eighteen

newborn infants rest secure in their temperature

controlled isolettes. Wires from the electrodes

attached to their chests, like long umbilical cords,

extend from each infant to monitors recording every

heartbeat, breath, and change in body temperature.

An alarm, when triggered, alerts the nurses of any

abrupt interruption in these vital signs.

A telephone call from the hospital delivery

room momentarily breaks the pattern of activity.

The ward clerk passes the message to the nurse in

charge that a high-risk delivery is expected. The

details of the message are brief : the surgeon is

scrubbing for an emergency Caesarean section, the

mother is pre-clamptic, and the baby will be pre

mature. No questions remain. The infant will

require intensive care immediately following deli–

Very. The mother might also need special medical

attention following delivery, but this will be

Provided in another unit of the hospital.

A nurse assigned to accept the newborn infant

prepares the equipment needed. Occasionally she

glances towards the door as she tends to the needs

of another infant in an adjacent isolette. She

suddenly looks up and smiles: "Here comes the

stork," she says more to herself than to anyone
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else in the room.

A bespeckled resident physician, dressed in green

surgery trousers and shirt, his hair secured behind

a green cloth cap, face masked, and shoes covered by

surgical boots, rushes quickly into the Intensive

Care Unit with a small, tightly wrapped bundle in

his arms. He has just come from the hospital deli–

very room where a 1, 200 g. infant of 31 weeks gesta

tion was delivered. He places the infant carefully

on top of the radiant crib warmer that stands in

waiting for its new occupant. He assures the

attending nurse that the infant has no major medical

Complications, but may require ventilation equip

ment. He then departs, leaving the nurse to move

into action.

She swiftly unwraps the baby and says aloud:

"The first thing we need to do is warm you up, and

then we'll have to clean you off." The infant is

Still coated in vernix, the white, waxy material

that facilitates passage through the birth canal.

About 12 inches of umbilical cord remain still

attached and clamped. The radiant crib warmer

Will within minutes stabilize the infant's tempera

ture. The nurse attaches the electrodes to the

infant's body and activates the monitor which records

heart rate, respirations, and heart rhythm. All are

quickly transferred to an electronic monitor that
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constantly displays these vital signs. Within

minutes after delivery, the infant is secure within

the protective environment of the Neonatal Intensive

Care Unit where he will continue the physiological

development yet to be completed.

The telephone again rings at the desk. It is

now 6:00 P.M. This is the second telephone call

from a physician who has just delivered a woman of

a premature baby at 28 weeks gestation who needs

special care. He is anxious to have the infant

transferred to this unit because the hospital where

the infant was delivered has no such facility. The

clerk's voice booms out : "Yes, I know that you have

called twice. We are on our way. The ambulance

with the medical team just left. They should be

arriving there by 6:30 P.M. We do have one space

left for the baby." One more admission expected

tonight. This one is from a hospital 20 miles

a cross town. The evening commuter traffic will

delay the ambulance, but the medical team will

arrive in time. The mother will remain at the

hospital where she delivered.

There is no indication that either mother saw

her baby at the time of delivery. One mother is

now located down the hall in the same hospital as

her baby; the other is miles away. They will even

tually arrive at this same spot to see their babies
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again or for the first time.

In developing countries, where modern neonatal

Lin its and sophisticated technology are beyond reach, the

scenario is quite different. In Ethiopia, where most

ballbies are born at home, for example, the incidence of

premature births is 16 percent and the infant mortality

rate is over 150 per 1,000 live births (Tafari and Sterky

1974: 73). In contrast, the mortality rate in the United

States is 14 per 1,000 live births. The traditional

Ethiopian practices complicate the care of premature

in fants. According to Mosaic Law, a mother is isolated

as unclean for up to 8 weeks after her delivery. Here

the goal is first to get the infant to a hospital and

then to return the baby as quickly as possible to the

mother. Infants weighing less than 2,000 g. are admitted

to a neonatal unit where they are nursed in cots, clothed

*nd swaddled, and housed in well-heated rooms. The mothers

who are encouraged to visit their newborn babies frequently

** admitted to the hospital several days prior to the

baby's discharge so that the infant can be transferred

from their cot to the mother's bed where she provides

Warmth and nourishment.

Other hospitals in developing countries also

include the mothers in the care of the infants. A Pre

mature Baby Unit in South Africa maintains a policy that

the mothers are always admitted with their babies (Kahn

et al. 1954:453). The nursery for the infants which
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contains "20 wooden, box-like cots" is immediately adjacent

to a dormitory for the mothers. This hospital and other

such hospitals in developing countries lack the highly

-tralined nurses and physicians who specialize in neonatal

medicine and depend on modern life support machines in

their treatment of premature infants. Prematurity is

thus one instance of childbirth where the medical aspects

assume priority.

PREMATURITY AS A MEDICAL EVENT

Prematurity is first a medical event. Survival of

the infant and mother depends on medical technology and

knowledge. Without further medical intervention, the life

Of a premature infant cannot be sustained. Such methods of

intervention are limited to technologically advanced

Countries. Even in these countries, the technology may be

*Vailable only in advantaged areas with a specialized

medical center. In 1980, for example, the survival into

his first year of a premature baby weighing 459 g. (1.01

lbs.) at birth made the headlines of a large metropolitan

*WSpaper in the United States.

Obstetrical and infant care has come full cycle in

the United States over the last century. A hundred years

ago, most women were delivered of their babies in their

homes, attended by a local midwife or an experienced female

kin. By the 1880s, urban hospitals began to offer delivery

Services using the rooming-in procedure where the mother
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and newborn infant remained in the same room. Although

women started to place the deliveries of their babies in

the hands of experienced doctors and hospitals, they still

maintained the close contact with their infants.

By the 1900s, separate newborn nurseries with

strict isolation techniques were established in hospitals

to combat the alarming infant mortality and morbidity

rates (Klaus and Kennell 1970: 1016). Advances in the use

of medication and Caesarean sections also became increas—

ingly popular to reduce the pain and danger in deliveries.

In the 1950s, medical studies on the effect of maternal

medication on the neonate and research on the importance

of initial contact between the mother and infant raised

new questions in the minds of women about childbirth as

well as in hospital policies (Bowlby 1969; Brazelton 1961;

Brazelton and Robey 1965). Around this time, the technique

Of "natural childbirth" was reintroduced into the United

States, along with special prenatal classes to prepare

parents for the birth of their babies (Erikson 1963:420).

With such preparation, more fathers were allowed into

delivery rooms to assist their wives during delivery and

also to be present at the birth.

In the late 1960s, women heading consumer advocate

groups challenged modern obstetrical practices. These

advocates led movements to resurrect midwifery, to demand

that more fathers and even children be present in the

delivery room, and to establish alternative birth centers
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offering more home-like surroundings for delivery of

babies in hospitals. Although most physicians do not

outwardly support the practice of home deliveries for

babies, a growing trend in the 1980s is to return to this

tradition.

Improving facilities and services for premature

deliveries offered special challenges to obstetric hospital

departments. In the United States, the first hospital

for premature infants was founded in 1922 (Hess 1953: 425).

The major advances in the treatment of these infants,

however, began in the mid 1970s when the chances increased

for survival of infants weighing less than 1,500 g.

(3 lb. 5 oz.). The actual experiences of several parents

with premature infants best describe these recent develop—

ments as well as the major problems in neonatal medicine

that continue to be unresolved.

Jimmy, born in 1975 at 31 weeks gestation and

weighing 1,078 g. (2 lb. 6 oz.) spent his first 49

days of life in a major medical center over 100 miles

from his home. His father recalls how willing the

doctors and nurses in the intensive care unit were

to express their uncertainty about the optimum

treatment for his son. "They explained everything

that was happening, the pros and cons of certain

procedures, and the possible problems that such

treatment could produce. We felt we were part of

their decision-making process. We developed a
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close comraderie with all the staff members because

of this willingness to share their worries about

Jimmy." His baby was discharged home weighing

1, 475 g. (3 lb. 4 oz.).

Billy's mother comments: "If he had only been

born today (1980), I'm sure things would have been

much different. I get angry sometimes when I see

how well other children are doing who weighed the

same as he did at birth." Billy was born in 1975

at 24 weeks gestation. He weighed 795 g. (1 lb.

12 oz.) and was hospitalized for over 3 months.

Today he attends a special handicapped preschool

for children with visual and physical handicaps.

Sally, born in 1979, weighed 766 g. (1 lb. 11

oz.). She was at 26 weeks gestation. She was dis–

charged home after 87 days in the hospital. Her

mother recalls that at her delivery, Sally was so

blue and not breathing that her husband said to

her : "Please don't look, honey, she's dead."

Now at 16 months, Sally is a fully developed lovely

little girl with no medical problems. She walked

at 13 months which if corrected to her expected

date of birth would be 9.5 months. Her mother

muses today: "I don't think of her as ever being

premature. I'm just glad that it is all over."

Jessica, born in 1978, spent 87 days in the

hospital. She weighed 965 g. (2 lb. 2 oz.) at
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birth which occurred at 24 weeks gestation. Her

mother recalls: "The day after she was born, I

asked a hospital volunteer to take me down to see

her in my wheelchair. I remember peeking up into

the isolette and looking at this very tiny baby.

I was afraid to touch her——she was so small and

looked so fragile. I couldn't believe that she

would live. A nurse came up to me and told me

that I could pump my breasts and save my milk for

her if I wanted. This made me feel so much more

positive. Now I had a plan and could do something

for her." Jessica has been followed every 3

months in a special outpatient clinic for "high-risk"

infants. Now at 2 years of age, her mother's main

worries about her are her speech development. She

also wonders if she will be ready for kindergarten

when the time comes.

Sammy's parents have just enrolled him in a

program for the blind. Sammy was born in June of

1980 at 27 weeks gestation and weighed 1,000 g.

(2 lb. 3 oz.). His mother recalled: "When I first

went into the unit [Neonatal Intensive Care Unit 1,

I couldn't believe all those tiny babies. As a lay

person, I was so ignorant about what was happening.

I trusted the doctors and nurses to do what was

best for our baby. I was afraid that he might have

some brain damage, but I couldn't even ask about
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it." Sammy was discharged from the hospital after

81 days. At that time, he showed no signs of visual

impairment. When his parents found out 4 months

later that their son was blind, Sammy's father said:

"We never expected that. It was like a bomb."

"Anne is a miracle baby," her mother explains.

"She had all the complications possible for a pre

mature baby to have. We didn't think she was going

to make it until she was almost 4 months." Anne

was born in 1979 weighing 800 g. (1 lb. 12.5 oz.).

She was at 27 weeks gestation at birth and remained

in the hospital for 5 months. Today at 19 months,

her mother continues to worry about her lung condi–

tion and the surgery on the child's eyes scheduled

soon. Her mother still depends on registered nurses

who cared for Anne when she was hospitalized to

babysit on the rare occasions that she and her hus—

band go out for an evening.

All these parents had the opportunity to visit

infants in the Neonatal Intensive Care Unit at any time

of the day or night. Only Jimmy's parents were limited

to weekend visits because of the 100-mile distance from

their home to the hospital. Twenty years ago, mothers

were not allowed such freedom to visit their premature

infants. One mother who has two younger siblings born

premature recalled her own mother's experience with her

babies:
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"My mother was a great support and help those

first few weeks after Micky was born. [Micky

weighed 1,450 g. (3 lb. 3 oz.) and was 30 weeks

gestation at birth. I I never expected him to be

premature, but when it happened, I remembered that

my own brother and sister had been premature.

This gave me hope that my baby could grow and

develop normally. When my mother told me how she

had been totally isolated from her babies for 6

weeks and could not hold them until the day they

were discharged from the hospital, I realized how

things had changed and how lucky I was to be able

to spend so much time with Micky."

Premature infants were at one time such a curiosity

that an exhibit housed in a pink and blue pavilion at the

1939 World's Fair in Chicago drew record crowds. Over

the entrance to this building hung a sign : "All the World

Loves a Baby." For the admission price of a quarter,

patrons could view some 30 premature infants carefully

tended by a physician and experienced nurses. The admis

sion fees covered the total cost to tend these infants as

well as yield a comfortable profit for the physician

entrepreneur who directed the exhibit.

This commercial venture was the idea. Of Dr. Martin

A. Cooney, a physician who studied under the famous

European neonatologist, Pierre Budin (Liebling 1939). In

1896, Budin sent his young protegé to the Berlin Exposition
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to demonstrate to the world Budin's methods of maintaining

the lives of prematurely born infants. Dr. Cooney chose

the title Kinderbrutanstalt ("child's hatchery") for the

exhibit of his mentor's specially designed incubators and

feeding techniques. Because the sucking ability of pre

mature infants is not yet developed, they require feeding

by gavage. This is a method by which nutrients are given

through a slender, flexible tube inserted through the

mouth.

After Dr. Cooney's success at the Berlin Exposi

tion, he traveled throughout Europe and the United States

demonstrating the methods. He eventually founded a long—

term commercial exhibit on Coney Island where premature

infants were tended until they gained enough weight to be

cared for in their own homes. The parents were not charged

for the care their infants received.

The success of Dr. Cooney's World's Fair Exhibit

in Chicago had additional significance. Chicago was the

home base for America's own specialist in premature

infants, Dr. Julius H. Hess. In 1922, Dr. Hess started an

eight—crib unit, the "Premature Infant Station," at the

Sarah Morris Hospital in Chicago. This nursery served as

the early medical model for premature infant units through

out the country (Hess 1953).

The pioneer work in the medical treatment of

premature infants by Budin, Cooney, and Hess laid the

foundation for the contemporary management of these
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infants. Whether the nursery is referred to as the

Kinderbrutanstalt, the "Premature Infant Station," or the

"Neonatal Intensive Care Unit, " many of the issues that

neonatologists confront today are similar to those faced

by the early specialists. These include the etiology of

prematurity, the initial management of the infants during

the critical period or the first 48 to 72 hours after

birth, the prolonged hospitalization required until the

infant becomes physiologically mature, and the integration

of the parents into the hospital program so that they can

eventually assume the care of their own infants.

Immaturity of the pulmonary, cardiovascular,

gastrointestinal, and central nervous systems is predict

able in preterm infants. They also have problems in

temperature control, metabolism, and liver function

(Lubchenco 1976: 129–130). At delivery, certain key signs

indicate the degree to which specialized treatment is

necessary. These include the neonate's heart rate,

respiratory effort, color, quality of muscle tone, and

reflex development (Apgar 1953: 260–262).

A warm environment with controlled heat and mois

ture such as in an incubator or isolette is essential.

These are clear plastic enclosed cribs into which oxygen

can be supplied if needed. If the infant requires assis

tance in breathing, a machine (respirator or ventilator)

regulates the flow of air to the lungs through the nose and

mouth. Many premature babies are jaundiced at birth and
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require special phototherapy. Tiny sensors taped to the

baby's chest relay heart and breathing rates to monitors

which record the vital signs of respiration, pulse rate,

and heart rhythm. Initially the infant may require

nutrition by intravenous feeding or by gavage until the

sucking reflex develops.

PREMATURITY AS A SOCIOCULTURAL EVENT

In the United States, parents expect their baby

to be healthy at birth and to come home along with the

mother within a few days after delivery. Flowers, gifts,

Congratulatory cards, eager grandparents and relatives,

and a special nursery in the home, filled with all the

accoutrements for a new baby that the family can afford,

make the arrival a happy and memorable occasion. Tina's

birth and homecoming was such a celebration.

Tina is Betty and Curt's first baby. Married

in their late teens, the young couple waited 5

years until they were financially self-sufficient

to start their family. They now own a modest

three-bedroom home in a lower middle class neighbor—

hood. Their car and furniture are paid for and Curt

has a secure job in a machinist shop 5 miles from

their home. Betty does not work. Betty's parents

are divorced, but both live within 20 miles of

their home and visit frequently. Curt's parents

live Out of the state.
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Tina was small at birth, weighing less than

6 lbs., but was at full-term. She came home with

Betty 3 days after her birth. On a visit to this

family when Tina was 10 days old, both parents were

at home. Curt had taken 2 weeks off work to help

Betty around the house and also to become acquainted

with his new daughter. Their home, filled with

flowers and greeting cards from friends and rela—

tives, reflected a celebration. A box of cigars

proudly labeled with a pink banner heralding the

news "IT'S A GIRL!" was open on the coffee table

next to a colored picture of Tina taken minutes

after her delivery.

Curt met me at the door and asked me to add

my name to Tina's baby book along with the two pages

of other names of people who had already come to

visit Tina. Betty immediately invited me in to see

the "baby's room." Tina was asleep in her new crib.

The walls of the bedroom were freshly painted in

soft hues of yellow and green. A large collection

of stuffed animals were carefully placed along the

side on one wall, with the smallest ones nested

at the end of Tina's crib. A hand-quilted baby

blanket lay gently over the baby, a gift from her

grandmother. A music box played softly so as to

muffle the sounds of our quiet voices. The smiles

of both proud parents were contagious--we all



70

gazed silently at the sleeping baby——and Only

smiled. No words were necessary.

Far different from this idyllic setting was

Ronald's homecoming. Andrea describes the scene still

vivid in her memory after 4 years. Ronald weighed l, 132 g.

(2 lb. 8 oz.) at birth. He was born at 28 weeks gestation

and was hospitalized for 3.5 months.

Andrea recalled: "I was super uptight that

afternoon when I took him home. I was so afraid

that he would stop breathing. I stayed up all

night that first night and just watched him breathe.

I called a few relatives to let them know that he

was home. I told them they could come to see him

but could stay only for a few minutes. I didn't

let anyone smoke in the house, and before anyone

went into our bedroom to see him, I made them wash

their hands and put on one of those masks that I

got from the hospital. Only his grandmother could

hold him. I had taken only a few pictures of him

while he was in the hospital. But I hadn't shown

them to anyone. The pictures were so ugly--it was

hard for me to show them to anyone. I think it

would have been even harder for anyone to look at

them. My mother-in-law was allowed to see him

only once while he was in the hospital. I knew

that she would be upset——all she could do was stand

there and shake her head and say: 'Poor little
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thing' and then cry."

Physicians and nurses in Neonatal Intensive Care

Units first recognized the dilemmas that parents face in

the early weeks and months of their premature baby's

life (Owens 1960; Prugh 1953). Out of necessity, the

mother of a premature baby assumes a supportive rather

than the leading role during this period. Since the nurses

assume the primary care role, they are usually in the

forefront in involving both parents with their new infant.

Their goal is to prepare the infant to go home, "not as a

stranger, but as a known and loved person with a niche

ready and waiting for him in the family" (Warrick 1971:

2138).

With the growing awareness of the social impact of

prematurity, aspects other than the physical consequences

and complications of premature births gained recognition.

Hospital policies that isolated mothers from their pre

mature infants and the philosophy to prepare parents for

the worst rather than maintain a positive posture on the

infant's outcome came into question (Oppé 1960). The

circumstances surrounding prematurity became a natural

situation in which to investigate the effect of early

mother-infant separation. Barnett and his colleagues

(1970) first studied the feasibility of allowing mothers

to spend more time with their infants in intensive care

units. When no adverse effects were noted, such as an

increase in infection or an interference with the nursing
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care of the infants, these authors then studied the rela—

tionship of certain maternal behaviors with infant

behavioral development.

The results of most studies involving parents and

premature infants between 1970 and 1980 remain inconclu

sive. Although more controlled and larger studies are

necessary, the results of past studies do provide certain

trends that have resulted in policy changes in neonatal

intensive care units.

Since maternal visiting patterns are suggested as

crude indicators of later maternal performance and infant

outcome (Fanaroff et al. 1972), Neonatal Intensive Care

Units are open to parents' visits at all hours with few

restrictions. As specific interaction behaviors between

parents and their infants were identified as predictors

of later parenting disorders (Minde et al. 1975; Minde

et al. 1978), nurses and other professionals are providing

more suggestions and support to parents as they gradually

assume more of the physical care of their infants.

Parents are now encouraged to participate more in the

day-to-day care of the infants during their visits.

Although many researchers emphasize the influence

of maternal-infant separation at birth (Klaus and Kennell

1970), other factors such as parity, sex of the infant,

and family social class have been examined as possible

variables (Leiderman and Seashore 1975). Studies On

mother's attitude about and psychological reactions to
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their premature infant do not support the hypothesized

differences in the relationship between mothers of pre

mature infants and those with term infants (Bidder et al.

1974; Smith et al. 1969). Other studies attempt to show a

relationship between the quality of mother-infant trans

action and the child's development of competence (attain

ment of expected developmental level) (Beckwith et al.

1976; Cohen and Beckwith 1979).

The recent attempts to reduce the factors that

interfere with parental contact in the Neonatal Intensive

Care Units have not minimized the emotional crises that

parents experience at the birth of a premature infant

(Blake et al. 1975). From such a crisis, certain patterns

of behavior emerge to restore the temporary loss of equili

brium that parents encounter in confronting the unexpected

and difficult adjustment to prematurity.

Cultural expectations related to pregnancy, child

birth, and the early postpartum period are partially

unfulfilled in prematurity. Parents of premature infants

do not experience certain perinatal events that are impor—

tant to develop parental attachments to their new infant

(Klaus and Kennell 1976:39; Shereshefsky and Yarrow 1973).

They miss the opportunity to participate in prenatal

classes that offer preparation for childbirth, the excite

ment of preparing a special room or place in the home for

the baby, and buying baby furniture in preparation for

their new infant.
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Infants do not always survive a premature birth.

Those with life-threatening complications who do survive

may never be healthy enough to assume a permanent place

within their family unit. Although members of the medical

profession accept the challenge to preserve life, they

cannot always predict either the ultimate outcome of their

treatment, or the psychosocial impact the treatment may

have on the parents.

Parents of an infant born at 24 weeks gestation

describe their feelings after their baby's death at 6

months of age. Their personal account, written in jour

nalistic style, appeared in a popular magazine rather than

in a medical journal.

As Andrew's parents, we had a heightened sense of
his suffering. Also, we feared the prospect of
having to care for the rest of our lives for a
pathetically handicapped, retarded child. If
this is considered less than noble, what then is
the appropriate label for the willingness to apply
the latest experimental technology to salvage such
a high-risk child and then to hand him over
to the life-long care of someone else (Stinson
and Stinson 1979: 69) 2

Parents of a child in my sample recall when they

finally took their premature baby home after 4 months of

hospitalization. During this time, the baby was continu

ally listed in critical condition. His mother describes

her feelings:

"Those first few months at home were 'pure

hell. " Gone was my usual routine to get up each

morning and spend the day at the hospital with



75

Mark. I felt at home there, safe and comfortable.

Once he was home, I was all alone with this tiny

baby. I was unable to go anywhere or have people

to visit. I missed the security of the hospital

and the interactions with the nurses and the Other

mothers. I didn't like him——I was angry at him——he

had messed up my whole life. Yes, I think that I

actually wanted him to die."

Two years later, this same mother had experienced over ten

readmissions to the same hospital with her son. The

longest he has been at home at one time is 3 weeks. On

the brief visits home, she has turned her home into a

"miniature hospital" complete with elaborate equipment.

As we sat together one afternoon in a hospital next to her

critically ill son, she expressed more personal feelings:

"My heart is breaking inside because my little

boy is so sick and may die. I pray to God that He

will take him soon if He is going to take him so

that he will not have to suffer anymore. But I

also don't know if it would be harder now or a year

from now if he were to die. I just don't know.

Mark is such a fighter. As long as he fights, I'll

continue to fight along with him."

Knowledge of prematurity is experienced rather

than learned. Since survival of premature infants is a

recent phenomenon related to the advances in medicine,

parents of these infants have few patterns and experiences
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to guide their behavior. These patterns may be identified

in the answers to certain questions about how families

adjust to having a premature infant.

Once their infant's potential for survival is

established, how do they then alter their family life to

include a hospitalized infant? When their baby comes home

from the hospital, how is the new member incorporated into

the family unit? Finally, when, if ever, does the event of

prematurity lose its primary significance in decision—

making for this child?

The answers to such questions come through follow

ing the actual careers of parents and children who have

experienced prematurity. The course over which they pass

becomes a distinct portion of their lives with certain

patterns and significant stages. The intent of this study

is to identify these as they relate to the social unit in

which they occur, namely, the family. The career begins

at the birth of the baby, and at the initial separation of

the infant and the parents.
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CHAPTER V

SEPARATION

They carry things, go and come,
enter and leave the door,
bringing tiny chipmunk ears,
teeth of mother-of-pearl.

(Mistral 1971:213)

NEONATAL INTENSIVE CARE UNIT

The career of a premature infant begins in a

Neonatal Intensive Care Unit. The unique feature of this

highly specialized hospital unit is the clientele. This

is the sanctuary specifically designed for newborn infants

who require an extension of uterine life until they

develop the physiological ability to live in the extra

uterine environment. This is their first stop after the

delivery room.

The sign on the closed swinging doors at the end

of the long corridor reads: "NICU--Authorized Personnel

and Visitors Only." These letters, N - I - C – U, will

become very familiar to parents. They soon learn the

letters stand for Neonatal Intensive Care Unit. Beyond

these doors, the next sign warns: "Scrub and gown before

entry." To facilitate compliance, the necessary equipment

stands ready : two large wash basins, a dispenser of

individually wrapped disposable brushes impregnated with
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soap, and a cupboard filled with three colors of gowns in

various sizes. Specific instructions for "scrubbing" are

posted near the basins. First, remove all jewelry, roll

sleeves above the elbows, dampen hands and forearms.

Second, clean nails with the small plastic stick provided

in the soap package, rinse well, and dry with paper towels.

Last, don the appropriately colored gown: pink if staff,

blue or white if parent or visitor.

These signs and regulations reflect an immediate

prohibitive mood. The atmosphere that prevails beyond,

however, markedly contrasts with this initial impression.

Although skilled nurses and physicians efficiently tend to

the needs of their tiny patients, they interrupt their

busy schedules to welcome new parents and encourage their

involvement with their babies. They invite the parents to

stay as long as they wish with their infants, to touch

them through the portholes of the closed isolettes, and

eventually to hold them for short periods. When the infant

can suck from a nipple, the nurses invite the parents to

feed their baby. For those mothers who choose to breast

feed their infants, a special room is available where they

can expel their breast milk and then store it for future

feedings.

The first days and weeks of these infants' lives

are well ordered. They are here in the special intensive

care unit for newborns because they represent those infants

from the 7 to 10 percent of all deliveries associated with
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complications. Most of the infants who require intensive

medical services are born premature. Some, however, are

full-term infants with medical complications which require

special treatment.

These infants require particularly intensive

vigilance during the first 72 hours of life. This is the

critical period from uterine to extrauterine life when the

infant must come to depend on his own organ systems for

survival. Many neonatal problems are predictable for pre

mature infants, and form the basis for immediate treatment.

These include the immaturity of the pulmonary, cardio

vascular, and gastrointestinal systems; jaundice related

to elevated bilirubin (a byproduct of hemoglobin breakdown)

production; difficulties in controlling body temperature;

and a variety of metabolic complications (Lubchenco 1976:

129–130).

Since all preterm infants have thermal regulatory

problems, they are placed in a radiant crib warmer or

isolette to maintain constant body temperature. Initially,

the infant may require breathing assistance through venti

lation equipment and oxygen. Since they cannot suck from

a nipple, they need other means of nourishment. The infant

receives nutrients intravenously at first and then by

gavage. Once the vital organ systems mature, nourishment

and weight gain are the primary concerns. The infants are

fed every 2 hours and kept warm so that unnecessary

calories are not spent for temperature control. When they
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reach l, 500 g. , they begin to take milk from a bottle as

their suck improves. When the infant weighs 2,000 g. and

has no major medical complications, the parents can take

their baby home.

Although parents are welcomed, the physical boun

daries and policies of the Neonatal Intensive Care Unit

represent a separation of the infant and parents.

Elizabeth's background illustrates the extent of this

separation:

Elizabeth's parents live 150 miles from the

hospital. Her mother was rushed here for the deli–

very because of the available Neonatal Intensive

Care Unit. Her husband accompanied her and planned

to stay with her until she was discharged from the

hospital. She had a quick glimpse of Elizabeth

immediately after delivery when the physician placed

Elizabeth on her stomach. She weighed 1,304 g.

(2 lb. 14 oz.) at birth and was then sent to the

Neonatal Intensive Care Unit. Her father visited

Elizabeth several times each day, but spent most

of the time with his wife who was recovering from

the delivery. Three days later, her mother was

well enough to come to the NICU to see Elizabeth

for the second time.

The following vignette describes that first visit

and the events that surrounded the mother's discharge from

the hospital :
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Elizabeth was in a section of the NICU with

three other infants, two of whom were critically

ill. The father, a tall, blond, confident young

man, wearing a hospital gown over his street

clothes, pushed his wife's wheelchair into the

crowded room to see Elizabeth. The mother had come

directly from her hospital room down the hall and

was dressed in a hospital gown. She still had

intravenous tubes leading from a bottle suspended

On her wheelchair into her left arm. Her face was

pale and frozen in an expression of fear. She was

on the verge of tears.

As the parents approached Elizabeth's isolette,

a nurse quickly stepped forward to block their

entry and said to the mother: "You'll have to

scrub and gown before you come in." The father

immediately turned the wheelchair around and

retreated to the area. Outside where he assisted his

wife into a second gown and instructed her in the

scrubbing procedure.

They returned 5 minutes later. Both were

gowned according to the procedure. The mother

still sat passively in the wheelchair. A polaroid

camera rested on her lap. Her eyes were fixed on

the isolette which contained her baby. When they

reached Elizabeth, the father said brightly : "Here

she is 1 " He then reached his hand through the
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porthole and gently touched the baby's arm. The

nurse walked over to the parents, this time she

was smiling. She asked the mother: "Would you

like to hold her for a minute?" Elizabeth's mother,

without uttering a word, slowly nodded her head in

agreement.

The nurse wrapped Elizabeth in several blankets,

took her out of the isolette, and placed the baby

in her mother's arms. As the tears rolled down her

cheeks, the mother cautiously looked at her tiny

baby through the layers of blanket. The father

quietly took the camera and snapped several pictures

Of this initial contact. The father then asked the

nurse: "What does she weigh today?" The nurse

replied: "She's 1, 200 grams today." She then

turned to the mother and explained that babies usu

ally loose a little weight right after birth.

Suddenly the nurse's attention was diverted to

the infant in the isolette next to Elizabeth's.

The respiratory therapist who had been adjusting

the baby's ventilation equipment said to the nurse:

"Something is going on here. I don't like his

color. I'll get Dr. B_." The nurse moved

quickly to the infant. Within seconds, the physi

Cian was in the room and went into action. The nurse

returned to Elizabeth's parents and said: "You'll

have to leave for a few minutes. I'll put her back
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into her isolette." The mother reluctantly handed

her baby to the nurse, watched as she placed her

back into the isolette and uncovered her. The

father then turned the wheelchair around and the

parents left the NICU.

Two days later, I met the parents again in the

NICU on one of their frequent visits to see Elizabeth. She

was then 5 days old. Her mother was scheduled for dis–

charge from the hospital the following day. She was

dressed in a hospital gown, walking now without the need

of a wheelchair. Her husband was at her side.

The mother approached Elizabeth's isolette and

asked the nurse if she would get the baby Out for

her. The nurse replied: "You're the Mom. Get a

diaper, put it on her, wrap her in a blanket, and

take her out." The mother replied: "Oh, can I do

that?" "Sure," replied the nurse, "she's yours."

The mother then proceeded to follow the nurse's

instructions, but hesitated with the diaper. The

nurse aware of her anxiety and lack of experience,

stood by the mother and offered the help that the

mother seemed to need. With the verbal instructions

from the nurse, the mother diapered the baby, wrapped

her in a blanket, and lifted her from the isolette.

She then sat in a nearby chair and said proudly,

more to herself than to the baby: "I got you out

all by myself. That makes it official now--you are
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mine."

The mother was discharged from the hospital the

following day, which was a Wednesday. The parents stayed

that night in a motel near the hospital so that they could

visit their baby one more time before they drove the 150

miles home. They returned on the weekend for another

visit. On that visit, the father reported the following:

"I talked to the doctor today. She says we can

transfer the baby to a hospital near home as soon as

she reaches 4 pounds [1,814 g. l. That will make it

so much easier. When my wife got home last week,

one of her friends asked her where the baby was, and

she just fell apart again. It was so hard for her

to leave the hospital without the baby."

In order to better understand what parents experi

ence during the time their premature infants are hospital

ized in the Neonatal Intensive Care Unit, I carried out

systematic observations in the unit where the infants

whose families were involved in phase two of this study

were hospitalized. This particular NICU is divided into

three sections. The infants are assigned to one of the

sections according to the intensity of medical treatment

required. Two of the sections are used for intensive care

and accommodate four to six infants. The third section

is called the "Observation ROOm." Infants assigned to

this room require less medical attention and usually come

to this room after spending days or weeks in one of the
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other intensive care sections. Parents usually perceive

assignment to the "Observation Room" as an indicator that

their baby is improving and is one step closer to coming

home.

STRUCTURE OF THE UNIT

The recurrent social situations in the Neonatal

Intensive Care Unit are highly structured with clearly

defined geographical and social boundaries. This is a

closed unit. No stranger wanders inside the boundaries

without a specific reason to do so. When one does, those

in authority first question passage and then validate or

deny admission. Any legitimate employee who works in the

unit has the authority to question a stranger.

Each employee in this situation has a clearly

defined status with specific rights and duties to the

others in the unit. The rhythm of activity that continues

throughout the daily 24-hour cycle is strictly patterned.

This pattern is interrupted by such events as an admission

or discharge of an infant, a critical illness or death

of one of the babies, or the arrival of parents on their

first visit. When such an interruption occurs, it is

integrated into the usual routine of activities which

must continue.

An outsider can observe the actions, behaviors,

and tools used in such a social situation. How the parti

cipants, namely those who provide the medical services to
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the infants and the infants' parents, define the situation

is not observable. What follows is from the Observer's

point of view.

The natural rhythm of the NICU is tuned according

to the changes in the nurses' working "shifts" and the

routine in which the nurses and physicians make their

"rounds." "Shifts" and "rounds" are generic words with

important meaning in a medical situation.

"Shifts" represent a nurse's standard 8- to 12-hour

working span. A change in "shifts" refers to that point

in time when a coterie of nurses comes on or leaves the

unit. A shift change is marked by certain rituals. Each

nurse completes her "charting" and gives her "report."

"Charting" refers to the documentation on the infant's

medical chart of the treatment procedures, changes in

vital signs, and significant events that occurred during

a preceding "shift." The report time occurs at the

completion of each "shift" when the nurses leaving the

unit up-date those nurses beginning their shift as to the

progress of each infant in the unit. In this particular

NICU, the nurses work 12-hour "shifts" either from 7:00

A. M. to 7:00 P.M. or 7:00 P.M. to 7:00 A.M.

"Rounds" are a standard practice in all medical

settings. They are characterized by an assembly of physi

cians who either walk from isolette to isolette and

discuss each infant's medical situation or meet in a room

to discuss the infant's medical status. Other medical



87

specialists may also participate depending on the nature

and intent of the "rounds." The physicians in this NICU

hold "rounds" at 7:00 A.M., 2:00 P.M., 5:00 P.M., and at

midnight. Their procedure is to walk from one infant's

isolette to the next. The nurses rarely attend these

"rounds. "

A group of nurses trained in neonatal intensive

care forms the core of this unit. One of these, the head

nurse, is responsible to schedule the number of nurses

needed on each shift and to assign nurses to one of the

three sections. In the two intensive care sections, one

nurse is usually responsible for no more than two infants.

In the "observation section" where the infants require

less medical attention, a nurse is responsible for as

many as four infants during one shift. Each nurse tends to

all the basic needs of the infants assigned to her, charts

their daily progress, and communicates with the physicians

and parents about the infants. Since the nurses are

always in the NICU and are continually involved with the

babies, the parents tend to first approach them with

questions about their infants rather than the physicians.

The physicians in an NICU are constantly changing.

Two highly qualified neonatologists who are permanent

staff members of the hospital serve as chiefs of service.

Resident physicians with varying levels of experience and

training work closely with the neonatologists. Since an

NICU is a specialized medical unit, most are located in
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large hospitals associated with medical schools. Physi

cians in residency are assigned to the NICU as part of

their medical training. They usually stay for 2 months

and then move on to another service in the hospital.

During their assignments, they are responsible for the

medical treatment of the infants. Since the average length

of stay for premature infants is approximately 2 months,

parents usually experience a change in their baby's

physician because of this rotational system. The parents

thus develop a close relationship to the nurses who are

consistently in the unit and are more familiar with the

day-to-day progress of the babies.

Premature babies sleep throughout most of the 24–

hour cycle. They are aroused according to a strict

schedule. Every 2 hours, the nurse assigned to the infant

records vital signs (body temperature, pulse rate, and

respiratory rate), changes the baby's diapers, feeds and

then repositions the infant. The nurse concludes each

cycle of procedures with the infant by charting what was

done and the infant's responses. The entire process takes

from 10 to 20 minutes per infant. Throughout the day,

each infant undergoes specific blood tests and diagnostic

procedures needed to assure optimum treatment. A physician

orders those procedures according to the medical require—

ments of each infant.

Trained therapists and technicians come to the

NICU to provide specific services. Respiratory therapists
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skilled in the use of ventilation equipment manage the

respiratory problems of the infants. Laboratory techni

cians and x-ray technicians frequently come to the unit

to perform the diagnostic tests.

The busiest time of the day in the unit is from

8:00 A.M. to 4:00 P.M. during the week. These are the

hours when the physicians from consulting services such

as Ophthalmology, neurology, or cardiology are available.

Routine laboratory procedures are also scheduled during

these hours. In an emergency, such procedures are avail—

able at any hour of the day.

Parents may visit at any time. A nurse usually

asks them to leave the room during "rounds" or "reports,"

or if an infant in the room develops a serious medical

problem. This insures that information remains confiden—

tial on all infants. The parents may return when these

proceedings are concluded. Most parents visit in the

evenings and on the weekends. These are the times when

the physicians and other support personnel such as social

workers and psychologists are less likely to be available

in the NICU.

As the infant matures physiologically and requires

less intensive care, he or she is transferred to a section

of the NICU where the nursing services are reduced.

Parents appear to come more often and stay longer when

their infants require this less intensive care. The

setting in the "observation room" is also less threatening
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than in the other two intensive care rooms.

Each infant's hospitalization is marked by certain

major events. The ability to breathe without the assis

tance of ventilation equipment or oxygen is the first

milestone. This achievement is related to the development

of the cardiopulmonary system. The infants require inten–

sive care until they attain this level of independence

from equipment. Weight gain is the gauge that parents

and medical specialists use to monitor the infant's

progress. At 1,500 g., the infant can usually take

nourishment by gavage rather than intravenously. Infants

must be able to suck from a nipple before discharge is

considered. A weight of 2,000 g. is the usual goal before

discharge. Weight gain and temperature control are the

final indicators for discharge if the infant has no major

medical problems. Before discharge, an infant must be

able to sleep outside the isolette and continue to show a

steady weight gain.

Prior to discharge, one or both parents are

required to receive instructions from the nurse on the

general care of the infant including bathing and feeding.

If the baby is the first born, the instructions are more

specific than for parents with other children.

HOW THE UNIT FUNCTIONS

The Neonatal Intensive Care Unit has three func–

tions: to provide medical services to critically ill
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premature and full-term infants; to prepare the parents to

eventually assume the care of their infants; and to offer

a setting where resident physicians can acquire experience

in neonatal medicine. Nurses and physicians perform these

functions in a setting where life threatening situations

continually occur.

The primary function of the NICU is to provide a

C. Crntrolled and closely monitored environment in which

D remature infants can complete their development. The

erra phasis is on the instrumental needs of the infants.

The nurses are the primary care—givers who meet these

rºle eds during the infants' hospitalizations. One nurse

st Linnmarizes how she views her role:

"I see my role and the role of the nurse in a

NICU to provide the physical care. I leave the other

parts such as the social and psychological needs of

the family to the social worker and psychologist.

I feel okay about this arrangement. When I notice

a problem or have a concern about the parents, I

pass it to the person who can take care of it. I

rarely hear any more about the problem. This gives

me the time I need to spend on the physical care of

the infants. It is very time consuming and demand—

ing work. We are usually assigned to the same sec

tion for 2 or 3 days and then go to another section

in the unit. This moving around makes it hard to

get to know any of the parents. A mother or father
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usually "latches on " to one or two nurses and looks

them up whenever they visit."

The fragility of these infants' lives became

apparent to me on the third day of observation. As I

walked into the section of the NICU where an infant is

first admitted, one of the nurses said to me: "Look, we

have a new 'pebble' today." She explained that the new—

born infant girl (Lea) born 18 hours ago was the smallest

infant and of the shortest gestation she had seen in her

3 years of neonatal nursing.

Lea weighed 600 g. (1 lb. 5 oz.) and was at 25

weeks gestation at her birth. She was transported to this

NICU immediately after birth from a hospital 15 miles away.

The physician who delivered the infant made a special trip

to the NICU to check on Lea's status the day after she was

born. When he arrived, he stood at the door of the NICU

and called to the nurse:

"I'm Dr. _. Do you have the N_ infant

in here? Is she still alive?" The nurse responded

that the infant was in the unit. "How much does

she weigh'?" the doctor asked. The nurse reported

Lea's weight at 600 g. The doctor then added:

"Well, my guess was pretty close to that. We didn't

even take the time to weigh her. I am amazed she

is still alive. Is she the smallest you have had?"

The nurse commented that they had several other

small infants in the unit, but Lea was the Smallest.
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As he turned to leave, he called: "Wow, you have a

big job ahead of you. Good luck." He was gone.

Ten days later, Lea's weight dropped to 540 g. Her

mother had not yet come to visit her, but she had called

to check on her baby each day. The nurse took the call on

one of these occasions. She responded to the mother on

the telephone:

"Your daughter is doing pretty well. Her vital

signs are stable. She is still on the respirator

and receiving oxygen. Have you talked to the doctor

yet?" (The mother's response was negative.) The

nurse replied: "Well, I suggest you come in as soon

as possible to talk with her. All I can tell you now

is she is holding her own." The nurse paused again

to listen to the mother. She then replied:

". . . oh, it will be awhile--quite awhile——before

she can come home."

The preparation of this mother for her infant's

prolonged hospitalization is just beginning. Until she

comes to the NICU to see Lea, the contacts by phone with

the nurses are her only link to her baby. Just as the

physician who delivered Lea stood in amazement at the door

of the NICU, so the mother may stand in awe of the medical

specialists to whom she has entrusted her baby. Her

thoughts are not on the potential medical problems and

dangers that can occur in the process that leads to the

eventual homecoming of her baby, but rather on when her
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baby will come home.

SOCIAL INTERACTIONS IN THE UNIT

In order to interact with their infant, parents

must first "cross the threshold" between the non-medical

outside world of the "profane" and enter into the medical

world of the "sacred" (Van Gennep 1960: 20). For some

parents, the first step is difficult to take. The separa

tion between these worlds is marked by acts of purification

such as the cleansing and putting on a designated garment.

These acts symbolize the separation of the two worlds.

The nurses serve as the guardians over the threshold. The

specific rituals that the parents undergo to gain admission

prepares them for their visits and their union with the

infants. Once in contact with the infant, however, the

parents find little reciprocation in the interaction.

This extends the separation beyond the physical realm to

a more intense emotional separation.

A premature infant's repertoire of responses is

limited. Their responses are random and spontaneous,

rather than specific to external stimuli from a care—giver

or parent. The spontaneous facial expressions, such as

grimaces or "smiles" that appear on infants lying quietly

in isolettes, are reflexes rather than controlled

responses. Parents search for any form of response during

their visits, and interpret these reflexes as direct

reactions to their voices. They are especially rewarded
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when the infant opens his eyes or squeezes their finger.

The latter response is a reflex elicited by pressure in

the baby's palm.

The majority of interactions that occur in the NICU

are instrumental interactions between a nurse, physician,

or technician and the infant. These task-specific inter

actions are related to a medical procedure or the perfor

mance of routine nursing care such as feeding, bathing,

positioning, or diapering. The interactions are usually

non-verbal, and are carried out quickly and efficiently.

The nurses do not expect any response from the infant.

In contrast, parents' interactions with their

infants are more affective and non-instrumental. The

parents continually look for some sign of recognition

from the infant. The following encounter between a mother

and her infant is an example of such an interaction.

Patti has been in the NICU for 5 weeks. Her

mother visits her daily, and often twice a day.

When she arrives in the unit, she walks immediately

to Patti's isolette and looks at her for several

minutes. She then asks the nurse assigned to Patti

if she can take her baby out of the isolette. The

mother, once she receives the approval, proceeds to

change Patti's diaper and wrap her in a blanket.

She then removes her and sits down with her in a

nearby rocking chair.
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The visits last from 20 to 30 minutes. During

the visit, the mother constantly talks to Patti,

looks her in the face, kisses her, rubs her forehead,

strokes her cheeks, and softly rocks her. She con–

tinually repeats the baby's name and tries to rouse

her: "Patti, Patti, wake up. Mommy is here. Open

your eyes, Patti. Look up——come on——look up. It's

time to be up and at 'em." This quiet one-way con–

versation continues throughout the visit. Patti

remains asleep and non-responsive.

Jenny's mother has a different style of interaction

with her baby. The first time she held Jenny was when the

baby was 10 days old. This mother returned to work a few

days after her baby was born and is able to visit only on

the weekends. On these visits, she consistently sits on a

tall stool next to the isolette, peering through the clear

plastic at Jenny. Occasionally she reaches her hand

through the porthole of the isolette and touches Jenny's

arm. During one of these visits, she noticed that Jenny

opened her eyes momentarily. The mother immediately

reached into the isolette and tried to shield the baby's

eyes from the brightly lit room in hopes that the eyes

would remain open.

Some interactions that occur between an infant and

parent are less pleasurable and tend to exaggerate the

separation. Jonathan's father, who is a physician, reports

his experience:



97

"My being a physician was a definite hindrance.

He was so sick and I was helpless to do anything for

him. The neonatologists tried to reassure me, but I

knew too much. I just could not believe them. There

was nothing they could say to me that would make me

feel better. I knew the reality of the situation

and all the possible things that could go wrong with

my son."

This father visited his baby several times a day.

He worked in the same hospital and was able to arrange his

schedule so he was free to feed Jonathan at least two of

his meals. On one of these visits, the father recalled :

"It was terrible. I was holding him after

feeding him, and he stopped breathing. I never

thought such a thing would happen to him. He had

been doing so well up to that point——had never had

an apneic episode——and then he pulled that on me.

I was panic-stricken."

Such apneic episodes as Jonathan experienced are

frequent occurrences with premature infants. The imma—

turity of the infant's neurological system and respiratory

control center results in a partial suspension of breathing.

When this occurs, the monitor which records the respiratory

rate is triggered by the lapse and an alarm sounds.

Usually a gentle tap or a touch from a nurse or parent will

start the infant breathing again. These apneic episodes

which frighten a new parent the first time they occur are
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merely routine events for the nurses in the NICU.

The Neonatal Intensive Care Unit is thus a cultural

response to an unpredictable life-threatening situation in

our society. Through the use of modern technology,

physicians and nurses in such units gain some control over

the fragile lives of premature infants.

The cultural knowledge of those interacting with

these infants varies. The majority of parents place their

total trust in the medical specialists to make their baby

"well" so they can take him or her home. The highly

trained nurses know what to do in the routine and emergency

care of these infants. For example, when a baby stops

breathing, they first respond to the alarm by gently

touching the baby. If there is no response, they then tap

the baby a little harder and attempt to arouse him. They

resort to "bagging" or providing ventilation from an

external source if the baby still does not respond.

The physician is called if the situation worsens.

He utilizes his knowledge to deal with the situation,

aware that each infant is different and may not respond to

the same treatment. The outcome is unpredictable even

with all the modern technological equipment available.

The parents have little cultural knowledge on

which to draw in coping with this situation. The separa

tion phase when their infant is in the NICU provides them

with time to adjust to the shock of having a critically

ill baby. They entrust their baby's life and future
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development to the medical specialists. Most parents

subscribe to the belief system that American physicians

have extraordinary healing powers. This view helps to

mitigate some of the anxiety associated with the separa

tion from their newborn infants.

The above vignettes illustrate the various coping

strategies that parents employ during this separation

phase. Lea's mother uses "avoidance" to cope with the

fragile condition of her 600 g. baby girl. She calls the

hospital regularly, but has not yet come to see her baby.

She avoids the present and concentrates on the future when

her baby will come home. Patti's mother copes through

involvement with her baby. She visits regularly and tries

to stimulate Patti to action. Her encouragement for

Patti to "wake up," "look up," and "up and at 'em" are

the common utterances in contemporary American society

where the world view of man's dominance Over nature is

prevalent (Henry and Boggs 1952: 267). Jenny's mother

copes by reducing the time she has available to spend in

the NICU. She preoccupies herself with her work and other

demands on her time. Jonathan 's father, with his own

personal commitment to the medical profession, places his

trust in the physicians and nurses in the NICU, but his

medical background makes him aware of the potential dangers

in his son's condition.

These coping strategies of avoidance, involvement,

preoccupation, and trust draw a finer distinction than that
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made by Newman (1980). She identifies two generic cate—

gories of coping: through commitment with intense but

variable involvement; and through distance with more reli–

ance on expert care and a slower acquaintance with the

infant. The element of commitment is part of the involve—

ment and trust strategies; and the concept of distance is

prevalent in avoidance and preoccupation strategies.

Although the hospitalization of their premature

infant places logistical and emotional hardships on

parents, this separation phase does offer some benefits.

Many parents use this interval to recover from the shock

of the premature birth. Mothers have time to recuperate

from their pregnancy and delivery experiences without the

full-time demands of a newborn infant in their homes.

Both parents find this period of separation a time to

"ease into parenthood," especially if the baby is the

first born. The separation allows the new parents to get

accustomed to the idea of their new status as a family

group of more than two. The separation provides the time

lost from weeks and months of the mother's pregnancy. Most

parents comment on the comfort and security they experience

during their baby's hospitalization in the Neonatal

Intensive Care Unit. They rest assured that everything

medically possible is being done to preserve the life of

their baby. This phase of separation thus offers parents

a time of preparation that leads into the next phase of

transition when they become united with their infant.
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CHAPTER VI

TRANSITION

Little fleece of my flesh
that I wove in my womb,
little shivering fleece,
sleep close to me !

The partridge sleeps in the clover
hearing its heart beat.
My breathing will not wake you.
Sleep close to me !

(Mistral 1971: 57)

TRANSITIONAL RITES

The transitional period from the delivery of a

premature infant to the end of hospitalization takes place

in the Neonatal Intensive Care Unit. It begins for each

family when the parents first make contact with their

infant. The length of time varies for each infant and

extends throughout the time of hospitalization.

For the 49 families in this study, this period

ranged from 5 to 144 days. The average length was 53 days.

For 28 (57%) of the parents, this was the first baby to

enter their home. Four of these families had experienced

a previous birth of a premature baby who did not survive.

One other mother had a stillborn infant delivered at

full-term. For the 21 (43%) parents who had older children,

9 had experience with other premature infants who did
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survive and were in the household.

The transitional period is a time of preparation

for the infants and their parents. The medical specialists

prepare the infants for their transition from the protec

tion of the hospital to their home environment, and prepare

the parents to care for their infants. During this time,

the parents prepare themselves for the change in social

positions associated with their new parental roles.

Parents identify certain milestones during this

transition. Once their infant is taken to the Neonatal

Intensive Care Unit, the parents face the uncertainty of

the first 72 hours of their infant's life. This is the

usual time that physicians need to assess the infant's

chances for survival and to plan the appropriate medical

treatment. For infants who have severe medical complica

tions, the uncertainty may last for weeks or longer until

the physicians determine the extent of the medical compli–

cations associated with a premature birth. Once survival

is assured, the next major milestone is the final discharge

from the hospital.

This transitional stage is steeped in mystery,

because of the unpredictable course and the removal of the

infant to a place distant from common experience. Only

the parents of the infant are allowed unrestricted visiting

privileges. The baby's grandparents and siblings may

visit only with special permission. Because of this isola–

tion, certain folk beliefs about premature babies surface.
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One mother poignantly recalls: "People seemed to

come out of the woodwork. Everyone I talked to had a

friend or a distant cousin who had a premature baby who

was kept in a shoebox next to a heater for the first few

months of life. Even the man who delivered my bottled

water weekly assured me that my baby would be okay because

he had been born premature too. And here stood this 6-foot,

healthy male as a living example." Other beliefs are not

as pleasant. A neighbor of one mother was afraid to talk

to her about the new baby. This mother explained: "My

neighbor thought all premature babies were so sick that

they would die. And if they lived, they would always be

small and deformed." Another mother recalls: "I named

Sarah after my best friend. When I told her about the

baby, she was mad at me for giving her that name. She

was sure that the baby would die and she didn't want her

to have 'Sarah' as a name."

Specific preparatory rites characterize the transi–

tion. The first of these relates to a "death and rebirth"

phenomenon in which the parents confront the possibility

that their infant may die. The next rites assure that a

form of attachment develops between the parents and their

infant. This is a necessary preparation for the infant's

ultimate incorporation into the family. The final prepara

tion surrounds the territorial passage when the infant

leaves the Neonatal Intensive Care Unit and enters the

home.
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"DEATH AND REBIRTH."

Some parents describe a mourning process after the

birth of their premature babies. This mourning is asso

ciated with the symbolic death of a desired or wished—for

child as well as the realization that their babies are

different than expected and also may not live. This

process may begin even before the delivery when the mother

first realizes her pregnancy may terminate early.

A mother often receives confusing signals from

those attending her delivery. A nurse or physician may

either encourage a momentary contact with the newborn

infant before the baby is taken to a Neonatal Intensive

Care Unit, or they may protect the mother from such a

contact. In contrast, the medical team responsible for

the transport of a baby from the hospital of delivery to

One with a Neonatal Intensive Care Unit follows a standard

procedure. Before the baby is removed from the first

hospital, a member of this transport team takes the baby

to the mother for her to see Or to touch before the

departure.

One mother describes her confusion at the delivery

of her infant and the brief contact before the baby was

sent to another hospital. Her baby, Jamie, was born at

2:00 P.M. in a community hospital 30 miles from the Neo

natal Intensive Care Unit where she would spend the first

3 months of her life. She weighed 1,200 g. at birth and
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was at 28 weeks gestation. Her mother recalls:

"I was able to see a little of her in the

delivery room. The nurse tried to turn my head

away every time I tried to look at the baby.

She kept saying to me: "Don't look. It's not

your fault. You'll be asleep soon. Don't try to

look. " I didn't have my glasses so I could not

see the baby very well, but I knew that she was

very small. I could see her head, her arms, and

legs. I could tell they were putting her into a

respirator. And then I fell asleep.

Six hours later, they brought her to me and

told me she was being sent to a special hospital.

They were pumping air into her with a bag, and

they let me touch her hand just before they took

her away."

Mothers value this brief contact with their infants.

Some interpret the contact as a farewell gesture in case

they never see the baby again; others associate it with

hope in a form of rebirth that the infant is being taken

to a special place Of healing.

Of the 49 mothers, 22 (45%) had their babies trans

ported immediately after birth to a hospital with a

Neonatal Intensive Care Unit. With 13 (27%), there was

time to transfer the mother prior to her delivery so that

the baby would be born in a hospital with an NICU. Nine

(18%) mothers were classified as "high risk" for a



106

premature delivery and the birth arranged to be at a

hospital with an NICU. Five (10%) mothers planned to be

delivered at a hospital with an NICU without prior expec

tation that their babies would be premature. In 18 (37%)

of the 49 families, one or both parents were convinced

at the birth that their baby would not live.

Jamie's mother was one who did not expect her baby

to live. This single mother who had no support from the

baby's father recalled 6 months later her feelings about

having a premature baby:

"I didn't expect the baby to live at first.

I never felt guilty about having her. I think the

doctor felt more guilty about it--he must have——to

reduce my bill by $1,000.

It hurt me to see the baby at first. My girl

friend went with me on the first visit. She really

helped me when she said how awful the baby looked.

I thought that too, but I was afraid to say it.

I worried about the pain she was having with all

those needles and things in her. She had to

struggle so hard to live."

The critical condition of the infants after birth

is associated with the length of gestation at birth and the

immaturity of the respiratory system. Infants in pulmonary

distress require ventilation and oxygen. Twenty (40%)

of the 50 infants were less than 30 weeks gestation at

birth. Forty (80%) of the 50 required oxygen and/or
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ventilation assistance after birth.

When the parents first visit their baby in the

Neonatal Intensive Care Unit, they are continually reminded

of the fragile lives of these babies. They soon realize

the critical conditions of other infants in the unit and

that some Of these babies do not live. This contact

increases their own anxieties about the survival Of their

infant.

Some mothers who begin premature labor are hospi–

talized and treatment started to delay the childbirth as

long as possible. They receive medications to facilitate

the development of the fetal respiratory system which can

increase the chances of the baby's survival. In these

situations, the mourning process often begins prior to

delivery. One mother who was hospitalized 2 weeks prior

to her delivery explains:

"We were so certain that the baby would die that

we made plans for the type of funeral we would have

and who we would invite. Friends had arranged a

baby shower for me the week I was hospitalized.

When R_ [her husband] brought me the shower

gifts, I couldn't open them. I thought that if

the baby should die, I would rather return them all

unopened."

Her baby was born at 30 weeks gestation and

weighed 1,350 g., or just under 3 lbs. The experience of

the previous 2 weeks in the hospital before the delivery
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made the parents so positive that the baby would not live,

they did not want to name him. The father explains:

"'John' was a family name that we wanted for

Our first born son. We were afraid to name the

baby 'John' in case he died. I was so afraid of

losing him that I wouldn't allow myself to even

touch him. I was afraid that I might get too close

to him and the loss would be too great."

John is now 3 years of age and his development is normal

for his chronological age.

The time of "rebirth" for parents comes at differ—

ent times. For some, it occurs the first time they are

reunited with their infant in the NICU. If the infant is

critically ill, the time may be later when the infant no

longer requires ventilation equipment or oxygen. For

others, it is not until the infant reaches a certain weight.

For some parents, the baby's 1-month birthday marks a

significant turning point. One father recalls that event :

"I remember the night of the baby's first month

birthday. We brought a bottle of champagne for the

doctors and nurses. We decorated the isolette with

balloons. And we celebrated as if the baby's life

was just beginning."

ATTACHMENT

Social pressures in the United States which estab–

lish expectations for parents are often contradictory.
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Parents are expected to step immediately into their

parental roles with little prior experience. The mobile

society which characterizes the United States removes them

spatially from their own families of origin and forces

them to begin their families of procreation with minimal

support from their elders. The increasing age at which

married couples have their first child leaves them in an

age group where their peers often have chosen not to have

children or whose children are beyond the infant stage.

Of the 49 families, 12 (25%) had only one family

of origin; 35 (71%) had both families; and 2 (4%) had

neither family of origin. Of the 47 with families of

origin, 13 (27%) did not consider their families of support

to them during their experiences with their premature

infants. This did not necessarily correlate with the

families being physically removed by distance, such as

living in another state. Thirty-five had one or both

families of origin in the same state; 12 had their families

out of state.

Certain social rites compensate for the gap in the

preparation for parental roles. In order for the father

to be admitted to the delivery room with his wife, it is

a hospital policy that the parents attend prenatal classes

to prepare them for the experience of childbirth. Instruc—

tions in these classes emphasize the importance of a calm

and controlled birth in which the early contact with the

infant insures that the proper attachment develops between
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the infant and the parents.

Breast feeding is another contradictory expecta

tion. Although mothers are told of the benefits of breast

feeding their babies, they face social sanctions against

nursing their baby in public. They also receive more

information about formulas and the use of bottles than on

the art of nursing.

For parents of premature infants, these contra

dictions are exaggerated. Rarely do they know any one

who has had a premature baby with whom they can share

experiences. Although most of the 28 first-time parents

in this study planned to attend prenatal classes, none

were able to do so. Their physical contacts with their

premature baby are minimal. The infant may be several

weeks old before the parents have the opportunity to hold

him. Although nursing provides a special way that the

mother can become involved with her baby, this requires

extraordinary motivation with premature infants. The

mother must manually pump her breasts daily to maintain

the production of milk and store her milk until the baby

is strong enough to suck from a nipple. Nineteen (39%)

of the 49 mothers were successful in nursing their infants;

12 (24%) mothers tried but were not successful. Eighteen

(37%) mothers made no attempt to nurse their baby.

Of all the contradictions, however, the rites

associated with attachment between parents and their infant

are the most distorted when the baby is premature. The
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nurses and physicians act as surrogate parents for the

infants. Although they encourage the parents to make

frequent physical contacts with their infant by stroking

or touching the baby during the visits, the first time a

parent holds the baby is a major event. Most of the

parents had a picture of this special event taken by one

Of the nurses.

The nurses take advantage of the major holidays

to facilitate the parents' attachments to their infants.

On Valentine's Day, for example, the nurses in this NICU

photographed each infant, placed the picture in a large

red paper heart, and wrote a message on the paper from

the infant to the parents. On their next visit, these

personalized greetings to the parents decorated each

isolette. A similar greeting occurred at Christmas when

the individual photographs were attached to Christmas

stockings cut out of brightly colored paper.

The nurses use other means of communication to

bring the parents closer in contact with their infant.

Notes or messages which make reference to the parents are

frequently taped to the baby's isolette. For example, One

message read: "My mommy is coming at noon to feed me.

Please wait for her. Sarah." Such rites of recognition

partly compensate for the lack of specific response that

the infants show their parents.

One mother recalls how she developed a specific

routine on each of her visits to the Neonatal Intensive
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Care Unit. Her baby was hospitalized for 80 days. She

visited twice daily and stayed several hours on each visit.

"I usually got to the hospital by 11:00 A.M.

and stayed throughout the day. I would then go home

and return in the evening with my husband for another

visit. I found myself always 'speeding' to be with

Sally. I rushed to get home and to sleep so the

next day would come faster and I could again visit

her. I developed little 'rituals' that I would

follow each day. I always drove the same way to

the hospital and parked in the same area. One day

I listened to some rock music on the way to the

hospital. When I got there, I found out that Sally

had had a bad night. From that day on, I never

listened to the radio again on my way to the

hospital."

In this mother's attempt to establish a pattern of recogni

tion between she and her daughter, she would begin and end

each visit with the same words: "Hello, pumpkin, how are

you?" When she left the NICU, she would repeat: "Good

night. Mommy loves you."

The importance of "mother-infant bonding" or

attachment is frequently a major topic in the popular

literature available to expectant mothers. These articles

rarely mention the special circumstances that surround the

birth of a premature baby. One mother recalls:
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"I read a nurse's note on my baby's chart one

day that said 'mother and baby are bonding well. '

That made me feel great 1 I had read about 'bonding'

and was worried that I hadn't had the opportunity

for such early closeness with my baby. I wanted to

hold him and nurse him right after birth, but I

couldn't do that because he was so small. To this

day [7 months later], I still can't read about

'bonding' because I feel like I missed that very

special time with my baby. I tried to touch him

at every opportunity, but I still couldn't do what

I wanted to do—-that was to cuddle him and nurse

him right after he was born."

Another mother whose premature baby was born 5

years ago recollects how she was not able to even touch

the baby for the first 2 weeks. "I never felt like I had

a baby. I was totally unprepared for the separation from

her. Several years ago, I found a list of questions and

notes that I had made about her to ask the doctor. In all

the questions, I referred to her as 'it. '"

Fathers also express difficulty in attachment to

their baby. One father explains:

"I was afraid to get close to Peter because I

thought I was going to lose him. I guess it is just

harder for men to express their feelings about this.

I wanted to cry so many times——it was so hard to see

him lying there so sick. I was worried about my wife
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who was spending so much time at the hospital with

him——and counting so much on his survival."

One couple recalled that they visited their baby in

"shifts." The mother explained that the mechanics of

visiting a baby in a Neonatal Intensive Care Unit are

difficult to arrange. The space allotted each baby is so

small that two people near the isolette is just too crowded.

The parents resolved this logistics problem by the mother

spending most of the day with the baby and the father

visiting alone in the evening. This gave him a special

time with his son. The mother commented that this arrange

ment often puzzled the nurses. She added: "I think they

thought we were having marital problems because we never

visited together."

Often fathers who visit their babies in the

Neonatal Intensive Care Unit are seen to wander around the

unit looking more at the other babies while the mothers

sit fixed near her baby's isolette. This behavior pattern

may be related more to the logistics mentioned above than

to a display of disinterest. Some fathers who are

technologically-oriented often appear to be more interested

in the monitors and the machinery around their baby than

in the baby. One father explained: "Watching that monitor

was like watching TV. It was very interesting. It told me

alot about the baby."



115

TERRITORIAL PASSAGE

The final preparatory rites for the parents and

their infant occur in the last stage of the transitional

period from the Neonatal Intensive Care Unit to the home.

These rites are associated with minor but significant

passages before the final territorial passage to home.

The first of these marks the passage from the intensive

care section of the NICU to the Observation section where

the infant's medical status warrants less vigilance. In

the observation section, the parents receive their complete

instructions on the care of the baby. Since their infant's

medical condition is more stable than when requiring

intensive care, the parents participate more in the physi

cal care of their baby.

Parents use certain physical signs as indicators

of their baby's progress. Each of these changes becomes a

passage from one status to an improved status. Those

parents whose babies have severe pulmonary problems use

the time the baby first is free of ventilation equipment

or oxygen. Parents of babies without cardiopulmonary

problems use weight gain and the baby's ability to suck

from a nipple as the primary indicators of progress.

Some parents face an interim passage with their

infant which involves a change in hospitalization. Since

Neonatal Intensive Care Units are often filled to capacity,

infants may have to be transferred to other hospitals
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where they remain until ready for entry into their homes.

The parents may initiate such a transfer in order to have

the infant in a community hospital closer to their home.

Other infants may be transferred out of necessity when

space in the NICU is required for other newborns. For

whichever reason the transfer occurs, the parents experi

ence an adjustment period to a strange hospital, to

different policies, and to new nurses and physicians who

care for their infant .

Of the 49 families in this study, 15 (31%) experi–

enced such a transfer of their infants. Although the

arrangements were more convenient, most parents described

the transfer as "unsettling." They constantly compared

the treatment given in the two hospitals and unanimously

identified more satisfaction and confidence in the services

provided in the first hospital. Most of the smaller

community hospitals continued to follow the traditional

practice of limited visiting hours for parents and

discouraged the parents in participating in the physical

care of their baby. Mothers who were permitted to feed

their babies in the NICU were not always allowed this

opportunity in the second hospital. The positive aspect

to such a transfer, however, was the parent 's perception

of the change as an indicator of their baby's progress.

The parents who did not have to transfer their

infants from the NICU to another hospital attached greater

significance to the passage from the hospital to the home.
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Their personal attachment to the nurses and physicians

increased as their infants approached discharge. The

final departure for home became a celebration for the

parents as well as for the care—givers from the NICU.

The parents pay a heavy toll in this final passage

across the threshold of the hospital. The cost of hospital

ization is established for each infant and varies according

to the required treatment. Parents are reluctant to dis–

cuss the financial burden involved with having their infant

in a Neonatal Intensive Care Unit. They express guilt over

being preoccupied with the finances of hospitalization

when their infant is critically ill.

The cost of hospitalization increases annually.

Parents of an infant hospitalized in 1975, for example,

reported a bill of over $90,000 for 82 days of intensive

care. A mother of a critically ill infant recalled the

cost of hospitalization in September of 1979 was over

$250,000 for 140 days of intensive care.

The cost is greatest for those infants who had the

longer hospitalizations and who required the most inten–

sive care during the first days and weeks of life. The

payment of these expenses occurs in several ways. Twelve

(25%) of the parents were eligible for assistance from

state-funded medical programs which paid the entire cost

of the hospitalization. Twenty-two (45%) families had

private medical insurance through their places of employ—

ment which paid 80% to 100% of their infants' medical



118

expenses. Thirteen (26%) families were eligible for a

combination of private insurance and state-funded program

because of the magnitude of their infants' medical problems

and the subsequent hospital costs. Two (4%) families had

no private medical insurance and were eligible for none of

the medical assistance programs. One of these infants was

hospitalized for 80 days, and the second for 52 days.

Both families established payment schedules with the

hospital. These two parents are required to pay a specific

amount each month until the total hospital bill is paid.

This payment schedule will continue for years in both

families.

Parents expressed ambivalent feelings about their

baby's departure from the hospital. Most looked forward

to the event with expectation, but also with some anxiety

over their competence to care for their baby. One mother

recalls her feelings on the drive to the hospital to

finally take her son home :

"I was scared at first, especially on the way

to the hospital. I knew I would miss the nurses

on whom I had depended for so long. I was afraid

that I couldn't care for him by myself. But I also

knew that the doctors would not release him from the

hospital unless they felt he was strong enough to be

at home. And I wanted him home. I wanted him close

to me."
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CHAPTER VII

INCORPORATION

Little trembling blade of grass
astonished to be alive,
don't leave my breast.
Sleep close to me !

I who have lost everything
am now afraid to sleep.
Don't slip away from my arms.
Sleep close to me !

(Mistral 1971: 57)

RITES OF INCORPORATION

During their sojourn in the Neonatal Intensive Care

Unit, parents and infants are in a marginal state. Turner

(1969: 95) describes the conditions surrounding this state

and the persons involved as being "neither here nor there;

they are betwixt and between the positions assigned and

arrayed by law, custom, convention, and ceremonial."

The parents and their infants thus exist in a state

of suspension. Except for their parents who are not yet

able to fulfill their complete parental roles, the infants

are cut off from contacts with the significant people who

will eventually compose their social world. When the time

for crossing the threshold of this halfway state occurs,

they leave the hospital and enter their homes. Here their

parents slowly weave them into the fabric of the family
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until they are fully incorporated into the household. At

this point, the surrogate parents from the Neonatal

Intensive Care Unit are left behind, and the parents assume

their designated roles.

This incorporation of the infant into the household

is the third phase of passage from the culturally defined

state of a premature infant requiring intensive medical

treatment to that of a baby capable of living outside of a

technologically controlled environment. This incorpora

tion occurs within the privacy of the household. The

style in which it occurs coincides with the themes charac—

teristic of the individual family unit into which the

infant has been born.

This phase of incorporation begins with clearly

delineated events that mark the infant's discharge from

the hospital. The termination of the phase is not as

easily identified. Although the length varies among the

families, parents describe certain indicators that suggest

a point in time when the infant is incorporated into the

family. They frequently suggest the baby's first birthday

as the point at which the uncertainty surrounding the

prematurity begins to fade, and the baby is established

as a member of the household. At this point, the worries

associated with the birth and life-threatening circum

stances diminish.

Certain patterns of incorporation are common in

families with premature infants. These include activities
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to assure the infant's continued health and development,

activities related to increase the competence of the

parents in their new roles, and activities to replace the

social support of the medical specialists in the Neonatal

Intensive Care Unit with the friends and relatives asso

ciated with the family. These activities are character—

istically rites of union that symbolize the final departure

from the Neonatal Intensive Care Unit and the incorpora

tion of the infant into the family unit. The cycle of this

passage is thus complete: the entrance into the Neonatal

Intensive Care Unit and the separation of the infant and

parents, to the transitional phase which occurs within the

hospital, and then to the final departure from the hospital

and incorporation into the home.

Twenty-three (47%) of the 49 families in this

study were in this incorporation phase. These infants

were all under 1 year of age and not yet at the develop

mental level expected for their chronological age. The

parents were developing their confidence and skills as

care—givers of once critically ill infants. Members of

the parent 's personal community were coming forth to

provide support initially given by the hospital nurses.

The unifying characteristic among all the families in this

phase was their concentrated focus on the prematurely

born infant. None of the parents had yet made the decision

as to if and when they would choose to have another baby.
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The other 26 (53%) families had passed through this

phase of incorporation. The events of their baby's first

year of life remained so vivid in their memories, however,

that they could still recall their experiences of bringing

into their homes an infant considered to be "at risk."

INFANTS "AT RISK!"

Parents express fear and uncertainty about the long

term health of their premature infants. Since the sequelae

are not always predictable at the time of the baby's

discharge from the hospital, this uncertainty continues

until the parents observe their baby achieve the expected

developmental milestones in the first year of life. These

motor milestones include the baby's ability to roll over,

sit unsupported, crawl, pull to standing, and finally

walk. Parents also look for their baby's speech develop—

ment, social interaction, and ability to coordinate eye

and hand movements as indicators of normal development.

If a premature baby has older siblings, parents

often express the difference in how they anticipate their

new baby's achievement of a specific developmental mile

stone. One mother describes how she sees this difference :

"After my exposure to having a critically ill

baby in intensive care, I am much more aware of her

development than I was with my son. He was my first

baby and I just took everything for granted with

him. I don't do that with Carrie. Whenever she
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accomplishes something, no matter how minor, I am

thrilled with her progress. I look at all the

little things she achieves that will eventually

lead to her taking her first steps."

The medical definition for a risk infant is "any

newborn or young infant who has a high probability of mani

festing in childhood a sensory or motor deficit and/or

mental handicap" (Parmelee and Haber 1973:376). Although

premature infants are considered to be at risk for later

mental and neurological deficits, it is not clear that

these sequelae are directly related to prematurity, a low

birthweight, or early extrauterine life in a Neonatal

Intensive Care Unit. Many infants born before full-term

develop normally. They are more vulnerable, however, to

"abnormalities of pregnancy, delivery and neonatal life

and an adverse early childhood home environment" (Parmelee

and Haber 1973 : 379).

In two of the three hospitals where the infants in

this study were initially treated, special clinics are

held where the parents can bring their babies for routiñe

developmental examinations after discharge. The usual

criteria for referral to these clinics include a birth

weight of 1,500 g. or less, the need of respiratory assis—

tance for 48 hours or more after birth, or specific birth

related difficulties such as asphyxia or cardiac abnor

mality. The usual schedule for developmental evaluations

is at 3 months, 6 months, 1 year, and annually thereafter.
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These developmental assessments are in addition to routine

examinations by a pediatrician in the community.

Two (4%) of the 50 infants in this study did not

meet the above criteria and would not be candidates for an

outpatient clinic for infants at risk. Forty-eight (96%)

were considered at risk. Twenty-two (44%) of these infants

required rehospitalization during their first year of life.

Although physicians have clinically defined what

it means for a baby to be "at risk, " parents have a

simpler definition. They define their baby's being at risk

as meaning "uncertainty, " "living day–to–day," and "not

being able to plan far into the future." This uncertainty

is the main theme that permeates the phase of incorpora

tion. One mother describes this uncertainty as follows:

"You want the baby to live and be normal. But

then you have to ask yourself : 'Could I live with

a blind child? Could I live with a deaf child?

Could I live with a mentally retarded child?

Could I adjust to all of this?' These are the kinds

of things that constantly go through your mind––

never really knowing the outcome——not knowing from

day to day. Some of these feelings are similar to

the ones I had when I was pregnant. The difference

is that when I was pregnant, I was more optimistic.

But when he is already born and the potential for

problems are there, the feeling is less Optimistic.

My first son was stillborn. His death was a shock,
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but then it was over. It was easier to bear than

all this uncertainty."

Another mother expresses how she coped with this

uncertainty:

"You need patience and strength. You can't be

afraid of the unknown. You have to have faith in

the medical world and put your trust in the doctors.

You are helpless and have no control over what

happens to your baby. And so you have to trust

someone."

For the 35 (71%) mothers of the 49 in this study

who had a "high risk" or a "developmental" clinic to which

they could take their baby for routine assessments, most

described the clinic visits as times of reassurance that

their baby was progressing. Five (14%) of these 35 mothers

perceived attendance at such a clinic as more of a threat

than a reassurance about their baby's outcome. They per

ceived that the negative aspects about their baby's

development, such as the delays in reaching an expected

norm, were emphasized rather than the improvements the

baby made from the last assessment.

The first year is a time for parents to be on the

lookout for problems in their baby's health and develop

ment. At discharge from the hospital, the physician

usually advises the parents to have the telephone number

of the nearest Paramedics in a convenient place in case

they have an emergency with their baby. Such an emergency
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arose with four infants in this study during the first year

of life. The Paramedics were summoned because the baby was

either starting to choke or had stopped breathing. In one

of these situations, if the babysitter had not looked in

on the baby when she did, the infant would have succumbed

to a Sudden Infant Death Syndrome. The sitter roused the

infant when she found him in his crib blue and not breath—

ing, and called the Paramedics.

Such unexpected occurrences add to the parent 's

uncertainty about their baby and keep them constantly on

the alert. They often hesitate to leave the baby in the

care of someone for fear that an emergency might arise.

Most parents consider this baby to be "special"

because of the early medical problems and the potential

for unexpected health problems to occur. They perceive

their responsibilities as parents in a different light.

They feel the impact of these parental responsibilities

when they bring the baby home for the first time and they

no longer have the security of the Neonatal Intensive

Care Unit available. The issue of "infants at risk"

is frequently addressed in the medical literature, but

rarely is the issue of "parents at risk" mentioned or

their burden fully recognized.

PARENTS "AT RISK!"

Parents of premature babies experience a period of

delayed adjustment to parenthood. This delay, associated
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with their inability to act out full roles as soon as the

baby is born, is especially evident with parents who have

no other children.

Twenty-eight (57%) of the 49 families were parents

for the first time. One mother describes what she called

"delayed adjustment to being parents":

"Suddenly our roles changed. We were now

parents and it was a big adjustment. But we couldn't

act out those roles with the baby in the hospital

and not home with us. We spent all our time running

back and forth to the hospital. It took us a full

year before we felt comfortable in being parents.

It is only now [13 months after the baby's birth]

that we feel secure that the situation is for real

——and we won't wake up to find this is all a dream."

The circumstances surrounding the birth of a pre

mature baby are thus sources for potential problems between

the parents. The uncertainty over the baby's survival

and future health, the financial burdens related to hospi

talization costs, the time devoted to visiting the baby in

the hospital, and the intensity of the mother's involve

ment with her infant are examples of situations which

could lead to conflict between the parents. These situa

tions place the parents "at risk" for interactional

problems between the conjugal couple as well as between a

parent and the baby.
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Of the 28 first-time mothers, 25 were married, 2

were living with the father of the baby, and 1 was living

with another partner. Within the first year, 3 (12%) of

the 25 married women who were first-time mothers were

seeking a divorce from their spouse. Three other married

mothers were having marital problems and involved in

marriage counselling. One of the single mothers living

with the baby's father terminated the relationship.

Of the 21 mothers who had older children, 19 were

married. Nine (47%) attributed an increase in tension

between the spouses to the premature birth of their baby.

Four separated from their husbands or partners during the

first year of the baby's life.

Parents of premature infants often have higher

expectations of themselves as parents because of the early

fears associated with losing their baby. This pressure is

usually self-inflicted and is greater on parents who work

and have less time to spend with their baby.

Twenty-one (43%) of the mothers returned to work

outside their homes before their baby's first birthday.

Eight worked part time, and 13 were employed full time.

Eight of all the working mothers had a family member to

provide child care. Mothers employed outside their homes

as well as mothers at home full time expressed their

hesitation in leaving their babies. One working mother

explains:
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"We stay home a lot more. We were never really

Ones to go out much, but we do stay home more now.

Jeff is very demanding sometimes. When I get

impatient with him, I feel guilty. I have to say

to myself : "He almost died. ' I want to be the

best mother, and I know that I am so fortunate to

even have him. But it is hard to be that way all

the time. I often wish I had more time to spend

With him."

A mother who did not have to work during the baby's

first year expresses the value she placed on having the

time to spend with her son:

"The first year I had David at home with me was

very difficult. I tried to convince myself he was

okay, not to spoil him, and to treat him like a

normal baby. I found myself watching him carefully.

Reading can definitely get you into trouble. I

read alot about normal development in the first

year of life. Although I subtracted the 3 months

of David's prematurity when I would expect him to

do something, I was still confused and frustrated

about what he should be doing. My relatives didn't

help at all. They would compare David with his

cousin who was born 5 months after him and ask me

why he wasn't doing as well as his cousin. There

is just nothing available to read about development

in premature babies that would help me to explain to



130

others the difference as well as to help me under

stand myself. There is really no one to talk to

about this except for the doctors. Very few people

understand the differences."

For most parents, the end of the first year marks

the time when their infant's passage is complete. By

this time, any residual medical problem will either have

been resolved or identified and a treatment regime begun.

At this point, parents can either look forward to the

continued normal development of their child or at least

know the neurological limitations their child might have.

As the uncertainty diminishes, they settle into

their parental roles, and begin to include the baby in

their usual activities. Parents no longer fear the dangers

of infections from exposing their baby to public places or

environments outside the home. One mother describes her

first outing with her baby:

"I took Beth [now 14 months] shopping with me

last week for the first time. I just put her in the

shopping basket. She is finally big enough to fit

into the seat and she can now sit well in it by

herself. She was fascinated by the many new sounds

and sights around her. I think now we might take

her to a restaurant this weekend."

A mother compares the changes that occur in the

first year:



131

"I plan to take Anne shopping with me this

afternoon. We will stop in the Mall for a bite

of lunch. When I woke up this morning and saw

the rain, I thought back on a year ago. I never

would have considered taking her out of the house

unless the day was warm and sunny."

Although Anne, at l year of age, still has major pulmonary

problems associated with her premature birth, her mother no

longer allows this to limit her incorporating Anne into

her daily routine. It is at this point that the preoccu

pation with prematurity begins to come to closure, and the

adjustments to the child's limitations, if any, are made.

SUPPORT SYSTEMS

The parent's personal community, those people on

whom they can most rely for support, temporarily changes

when their baby is born prematurely. Their primary source

of information and advice on their baby comes from the

nurses and physicians responsible for the infant 's life

rather than through the usual channels of friends and

relatives who comprise their personal community.

Parents initially have few choices but to place

their trust in these specialists in neonatology. They

discover that this involvement rarely ends when their

baby is released from the hospital. As parents of pre

mature babies, they are more likely to have a greater

number of medical appointments for their babies than if
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their babies were born at full-term.

At their baby's discharge, the parents experience

some apprehension in relinquishing the involvement with the

personnel of the Neonatal Intensive Care Unit. Four (8%)

Of the families maintained close contacts with One or more

of the nurses who initially cared for their babies. The

parents consider these nurses as friends, and occasionally

ask them to care for the infant for brief periods.

Continued contact with the hospital is encouraged

in several ways. Two of the three hospitals have the

special clinics for infants who have required intensive

care after birth. All three hospitals sponsor annual

"reunions" for the infants and parents. This is either a

get-together at Christmas which takes the form of a

Christmas party for the children, or a large "reunion"

held once a year and not associated with a major holiday.

The families of all infants who were Once in the Neonatal

Intensive Care Unit are invited. Such rituals serve to

reinforce the specialness of the baby's birth and to

maintain the ties with the hospital. The nurses and

physicians who tended these infants also have the oppor—

tunity to maintain some contact with the families.

In One of the three hospitals, weekly develop

mental classes are offered for recently discharged infants

from the Neonatal Intensive Care Unit and their mothers.

The therapists who conduct the classes encourage the

mothers to participate by handling their babies in ways to
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facilitate their development. The mothers gain confidence

in caring for their babies, learn about the important

developmental milestones, and also share their experiences

with other mothers. Four of the 11 babies in this study

who were initially treated at this hospital attend the

class with their mothers. All four mothers describe the

classes as providing them with an opportunity to meet

other mothers and also to learn more about their baby's

development.

The class situation also gives the mothers a

social outing to an environment where they feel their baby

is safe. They especially look forward to the contacts

with the other mothers which they find less threatening

than contacts with mothers of babies born at full-term.

In the latter situations, the need to explain their baby's

size or developmental level which in the first year do

not compare with term babies clouds the mothers' inter—

actions. Some mothers are so threatened by contacts with

mothers of term babies that they use their baby's expected

date of delivery as the birthdate rather than the actual

birthdate. This places their baby's size and development

in a more compatible range with the expected norms, and

frees the mother from unpleasant questions.

Parents also have short-term intensive interactions

with other parents of premature babies while the infants

are in the hospital. They rarely maintain contact with

these other parents once their baby is discharged from the
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hospital. One of the 49 mothers was an exception. She

planned a social gathering, a luncheon in her home, for

five other mothers whose babies had been in the Neonatal

Intensive Care Unit the same time as her baby. This was

6 months after her baby was born.

Most parents prefer to incorporate their infant

into their own personal community rather than seek out

other parents who have premature babies. This incorpora—

tion is slow in the beginning. Because of their baby's

hospitalization, the parents are cautious to expose them

too quickly to strange environments and new people. They

also curtail their social activities because of their

reluctance to leave the baby with someone who may not be

able to handle an emergency with the baby if one should

arise. Several mothers report difficulties in finding

sitters who will tend their baby once the sitter hears the

baby was born prematurely.

With most parents, these hesitations diminish by

the end of the first year. Some mothers continue to be

concerned, however. One such mother expresses her feelings

about her 14 month Old child :

"Jeff is such a very special little boy to us.

I remember that Dr. R_ warned us that we should

treat him like a normal kid. And I don't want him

to grow up feeling that he is any different just

because he was born early. But I can't help but

think that he is special. We are so lucky to have
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him. It is a miracle that he is alive. And I

just can't help but think of him as very special.

He does get alot of attention because he was so

sick at first. Maybe by the time he is 5 years

old, he will have caught up with the other children

his age, and I can start to think of him as being

okay."



136

CHAPTER VIII

REORGANIZATION

In three Christmases he will be another,
changed from head to toe.
Tall as a reed he will stand,
straight as the pine tree on the slope.

(Mistral 1971:213)

INDICATORS OF REORGANIZATION

With the passing of time, parents experience a

release from the uncertainty associated with having a

premature infant. They gradually gain control of their

family life so that the experience no longer dominates

their daily activities. They begin to make clear decisions

about the future and to start the process of reorganization

of the family. The culmination of this process occurs

when the child is no longer awarded a special status in the

household because of a premature birth.

The beginning of this change is unpredictable. It

is primarily controlled by the extent of the baby's medical

problems, the family's stage of development, and other

situations of stress within the household that come to take

priority. Rarely does this reorganization process begin

before the infant's first birthday. The time could extend

from 18 to 24 months after the baby's birth. If the infant
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has major medical problems and requires hospitalization

during the first year of life, reorganization is more apt

to be delayed. If there are older children in the house—

hold, however, the parents have less time to focus on the

youngest member, and the reorganization is expected sooner.

Parents use certain indicators as a gauge of their

child's progress towards the achievement of developmental

tasks. Parents in this study identified three such accom—

plishments: the child's ability to walk, success in a

preschool program, and readiness for kindergarten.

Towards the end of the first year, parents expect their

child to begin to walk. If the child is not walking at

this time or showing an indication of readiness to walk,

the uncertainty about the child's future again arises.

The second and third indicators relate to the child's

readiness for advanced social and cognitive skills. At

3 years of age, a child is usually ready to enter a pre

school program. The success in such a program indicates

that the child is less at risk for future learning problems.

Parents who do not expose their child to a preschool situa

tion prolong their uncertainty about potential learning

problems until the child nears the fifth year or the age

to start kindergarten.

Certain activities within the family unit indicate

the degree to which the event of prematurity receives less

attention. Families who move away from the security of

the hospital where their babies were initially treated
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indicate a feeling of confidence and ability to become

independent of the medical support system. The parent's

choice to have another baby demonstrates their willingness

to expand their family and to dissipate some of the atten–

tion from the prematurely born child to a newborn infant.

A mother's decision to return to work is yet another indi—

cation that the reorganization of the family is in process.

For partners who have separated or divorced after the

baby's birth, the mother's consideration of another partner

indicates a shifting of preoccupation with the infant's

welfare to other significant relationships.

Some parents find that having a premature baby

was such an extraordinary experience that they choose to

extend themselves to other families who are going through

a similar experience. Several alternatives are available

to such parents. They can join a Parent Support Group for

families with infants in a Neonatal Intensive Care Unit.

If such a group is not available, some parents are moti

vated to form such a group through the hospital where their

infant was treated, or to inform the medical specialists

that they are available to talk with new parents about

their experiences. If such group involvement is not to

their choosing, they may consider documenting their per

sonal experiences in an article for publication in a non

medical magazine. These alternatives offer a form of

release from the intense personal experience that the

parents had with their infant. Most of the parents whose
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infants were over 1 year of age in this study used one or

more of these alternatives.

Of the 49 families with premature infants, 26

(53%) had children who were from 1 year to 5 years of age.

All showed signs of reorganizing their families to the

point that they could redirect their focus from the event

of prematurity to other areas of interest. Just as the

phase of reorganization has no finite point of beginning,

it has no finite point of closure. It is different for

each family, given the family's unique characteristics and

style of operation. Certain patterns of reorganization are

evident in most families. These relate to the Outcome of

the infant, the outcome of the family unit, and the involve

ment in an organized group for parents with similar

experiences.

MEDICAL OUTCOME OF THE INFANTS

The medical outcome of their infant is the parent's

primary consideration. Several mothers described how they

experienced "peaks" of uncertainty about their infant's

medical status. The first peak occurs during the 72 hours

after birth when the major concern is for the infant 's

survival. If the infant has no complications during

hospitalization, the next period of uncertainty is how the

infant will adjust to the home environment without the

specialized medical facilities. Uncertainty again arises

during the first year, especially around the 9th to 12th
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month when babies are expected to achieve major develop—

mental skills.

An infant's course of development is most often

unpredictable unless major physical problems are identified

at the time of discharge from the hospital. Physicians

inform parents that if their baby is to develop further

problems, these often will become apparent during the

first year. No one specific factor or combination of

factors are positively known to contribute to the ultimate

physical outcome of a premature infant. Gestational age

at birth, birthweight, sex, the need for oxygen or ventila

tion assistance at birth, and the length of hospitaliza

tion are all important factors, but do not necessarily

correlate with Outcome.

Of the 50 infants, 48 (96%) were considered "at

risk" for later developmental and neurological problems.

At the conclusion of this study, 30 (60%) of the 50 infants

showed no indication of medical problems related to their

prematurity. None of the 30 children required any special

treatment other than routine pediatric visits. Ten (20%)

of the 50 had a medical problem that required specialized

treatment, but the long-term effects on development were

yet unpredictable. Another 10 (20%) had major medical

problems which required specialized treatment and read

missions to a hospital. Three of these 10 were already

enrolled in special educational programs for handicapped

children. Of the total 20 children with some or major
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medical problems, 5 (25%) had visual defects, 7 (35%)

had neurological problems, 5 (25%) had severe pulmonary

disease, and 2 (10%) had residual cardiac abnormalities.

Of the 20 infants with medical sequelae from their

premature birth, 14 (70%) were male and 6 (30%) were female.

Nine (45%) were born at less than 30 weeks gestation, 7

(35%) at between 30 and 34 weeks gestation, and 4 (20%)

at over 34 weeks gestation. Of these 20 infants, 10

(50%) were over 1 year of age. Three of these were 5

years of age and eligible for a kindergarten program.

The parents of two of these children delayed sending the

children to kindergarten for a year because they felt they

were "too immature for school." The third was enrolled in

a special educational program because of a severe visual

handicap. He was totally blind in one eye and had major

impairment in the second eye.

One of the major concerns that parents identify

about their child's development is the discrepancy in body

size relative to other children at the same age who were

born at full-term. Parents with boys mention this concern

more often than do parents of girls. Several mothers with

female children expressed their gratitude that the pre

mature baby was a girl. They reasoned that it would not

be as much of a problem for their daughter if her stature

was smaller than that of her age group. One mother

commented: "It is fashionable for little girls to be

petite and dainty." Parents of male children expressed
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greater concern about the potential differences in stature.

Several indicated that they would delay starting their son

in school by l year to compensate for the growth differen—

tial. It was more important to them that their son

approach the stature of his school peers than to begin

school at a specific age.

OUTCOME OF THE FAMILIES

The 49 families represent diverse socioeconomic,

cultural, and educational backgrounds. The common features

among these families were that they all spoke English and

had a premature infant associated with one of the three

hospitals involved in this study. In order to describe

these diverse families and to summarize their Outcome,

I selected the following categories and three charac

teristics for each category:

1. Marital status: (a) married; (b) single;

(c) divorced or separated.

2. Household status: (a) nuclear; (b) extended

or communal; (c) single mother.

3. Residence status: (a) own home; (b) rent

dwelling; (c) share dwelling.

4. Financial status: (a) independent with excep

tional resources; (b) managing without hardships;

(c) managing with hardships.

5. Educational status: (a) at least one parent

a college graduate; (b) at least one parent a high school
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graduate; (c) neither parent high school graduate.

6. Medical status: (a) no household member under

special medical treatment; (b) one or more member under

special medical treatment; (c) one or more member disabled

(unable to fulfill expected role), or required two or more

hospitalizations in past year.

7. Residential stability: (a) same residence

for 4 or more years; (b) same residence for 2 years;

(c) moved within the last year.

8. Occupational stability: (a) One or more

household member employed and job secure; (b) only one

member employed and job insecure; (c) all members

unemployed.

9. Household stability: (a) exceptional—-endowed

with financial and emotional resources; (b) stable--

financial and emotional resources adequate for needs of

members; (c) unstable—-conditions subject to change, or

financial or emotional stress within household.

10. Support systems: (a) extends beyond household

with network of friends and kin; (b) limited to household

members for all needs; (c) dependent on welfare agencies

for instrumental needs.

Although these categories and characteristics are

culture bound, they summarize the descriptive data on the

families in this study. The major threats to the equili

brium of the families reflect in the categories of medical

status, financial status, occupational stability, and
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household stability.

In 22 (45%) families, one or more household member

was under special medical treatment, disabled, or required

several hospitalizations in the past year. Thus, in

addition to the 20 infants who had medical sequelae

related to their premature births, 8 families had other

household members who required special medical treatment.

Fourteen (29%) families were managing with severe

financial hardships which limited the ability to have the

basic needs of household members met. In 11 (22%) families,

no household member was employed, or if one was employed,

the job was in jeopardy. In the same ll households, the

conditions were considered unstable and subject to a change

that would result in financial Or emotional stress within

the household.

In spite of these hardships, all families were

managing within the limited financial and social resources

available to them. In 19 (39%) families, major disruptive

events were in process. In 10 of these families, the

mothers described a severe interactional problem with their

spouses or partners. Seven of these mothers separated

from their partners and three were engaged in divorce

proceedings. In one of these families, the baby had been

removed from the parent's home because of an alleged child

abuse act against the baby. Six mothers confronted major

medical problems with their infant or another household

member which required prolonged hospitalization. One
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mother was expecting her first child after the birth of a

premature baby 3 years before, and was considered "at

risk" for a difficult and possible premature delivery.

Two other families were engaged in moving their house

holds to a location distant from their current home.

Although these events are more apt to bring elements of

disorganization into the household, they represent a change

in focus from the premature infant to other aspects of

marital and daily life.

One of the primary indicators of this shift is

a decision to have another baby after the birth of a pre

mature infant. In the 49 families, 25 (51%) mothers

expressed a wish for other children. Three of these had

already delivered another baby. Fourteen (29%) decided

they would have no more children. Three (6%) were

undecided, and 7 (14%) were unable to conceive again.

The decision not to have another baby after the

experience of a premature baby is not always that of the

mother alone. Four fathers expressed their unwillingness

to take a chance that their next baby would be born pre

maturely. The experience had been so painful for them

that they could not risk having to go through another

premature birth and the uncertainty of a baby's survival

and outcome. One young mother, recently divorced, is

considered to be "at risk" for future premature deliveries.

She views this potential medical problem as an issue she

will discuss with any potential marital partner. In her
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judgment, the outcome for both the parents and the baby is

so closely associated with the willingness of both parents

to participate in the infant's care that she would want to

prepare a potential partner for this risk.

A change in residence which involves a distant

move from the original hospital where the baby was treated

is another indicator of reorganization. Six (12%) families

made such a move. Four were after the baby was l year of

age. Two moves occurred before the baby's first birthday.

PARENT SUPPORT GROUPS

Although an occasional mention of support groups

organized to offer help to new parents with infants in a

Neonatal Intensive Care Unit occurs in popular baby maga

zines, only one group is reported in the medical litera

ture (Minde et al. 1980:933–940). I am aware of no such

report in the social science literature.

These specific support groups have several purposes.

First, as a group of experienced parents "who have been

there before," the group forms a resource of support to

new parents in need of such understanding. The members can

act as "brokers" between the new parents and the medical

specialists, be available when these parents need someone

with whom to share their fears and questions about their

babies, and can offer reassurance that the Ordeal does

have an end. Second, the group offers support internally

to members who still may have some unresolved issue
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relative to their own experience with a premature baby.

Third, the group has the potential for advocacy and reach

ing out into the community at large. Some members become

consumer advocates by attempting to improve perinatal

services in their own community, as well as to educate

other women about the risks of pregnancy and the potential

for having a premature baby.

Support groups for families of infants in Neonatal

Intensive Care Units appear to be a middle class phenomenon.

Members are most often parents who have not faced many

crises in their own lives. When suddenly confronted with

an unexpected situation, they find this experience so

special that they want to share it with others. In some

cases, membership in such a group propagates the uniqueness

of the experience.

Support groups differ in their goals, functions,

and organizations to fit the needs of the families served

by a specific hospital. Such support groups are function

ing in two of the three hospitals involved in this study.

Each operates in a different way.

In one hospital, the group has an active membership

of 42 parents, with 16 others considered inactive. The

active members are in contact with approximately 30 new

families. The medical social worker assigned to work in

the Neonatal Intensive Care Unit sponsors the group. All

names and referrals of new parents come through the Social

worker to the chairperson of the support group. Before a
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new parent's name is given to a member of the support group

for a contact, the social worker first asks the new parents

for permission. The chairperson of the group then matches

the needs and medical situation of the baby in the Neonatal

Intensive Care Unit with those of One of the members. The

member then receives the name and contacts the new parents

directly. The new parents are spoken of as "referrals"

within the support group.

The stated purpose of the support group is to offer

"emotional support to new parents and not to give out

medical advice or information." The members who have had

a similar experience to that of the new parents are thought

to have a greater understanding of the fears, anger,

anxiety, and shock that the parents with critically ill

babies face than do the professional workers in the

Neonatal Intensive Care Unit.

Members of this support group also meet monthly.

The meetings are held in the hospital and are educational

as well as social events. A speaker is engaged for each

meeting to discuss a topic relevant to babies who have

required intensive care after birth and to parents who are

in contact with new parents undergoing an emotional crisis

with their baby.

Parents who have been referrals are invited to join

the support group when their baby is around 6 months old.

Eventually, and when they feel they are ready, they too

will be asked to participate in the referral process and to
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make contact with parents of babies in the Neonatal

Intensive Care Unit.

Twenty-five of the families in this study were

members at one time of this support group. At the time of

interview, 15 continued to be actively involved in the

group. These 15 were in contact with new parents, and also

attended one or more of the monthly meetings held during

the length of this study.

The other 10 families had disengaged themselves

from the support group for various reasons. The babies

of 7 of these families had no indication of further

medical or developmental problems. Several of these

parents expressed their desires to try to forget about

their experience. They interpreted involvement in the

support group as reinforcing the memory of that experience.

The babies of the other 3 parents had some sequelae

related to their premature births. One mother whose child

has major medical complications related to his prematurity

expressed her unwillingness to take a referral or to

participate in the support group. She explains as follows:

"Who Would Want to talk to me? With a criti

cally ill baby after 2 years and still facing the

unknown? It just hurts too much. I now have my

own problems and cannot help someone else. I would

be too honest with them and tell them what it is

really like."
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Several of the inactive members of this support

group choose to remain part of the group and yet not be

involved with new parents. They reason that as their own

child grows, the experiences of the premature birth dims

and they are less able to identify with the new parent's

questions and fears. They also have other concerns with

their own children.

Several of these parents are forming a separate

section of the support group for those parents whose

children are now older and have developmental problems.

They plan to meet and share experiences, as well as seek

out resources available in the community for the special

needs of their children.

Yet another issue identified by members of this

support group is the problem associated with finding

reliable and willing babysitters to tend the children.

Many parents do not feel secure in leaving their children

with people who are not sensitive to the special needs of

their children. These members are planning to organize a

group of parents who will exchange sitting services. Since

these parents have experience with their own children,

other parents are more apt to feel secure with leaving a

child in their care than someone who has not had a

similar experience.

In the second hospital with a parent support group,

the group functions differently. The group is much smaller

and less structured. It is also sponsored by a medical
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specialist who works closely with the hospital personnel

and parents with babies in the Neonatal Intensive Care

Unit. Two experienced mothers whose babies were premature

form the core of this group. They are available several

evenings each month in the Neonatal Intensive Care Unit to

talk with parents who are visiting their infants. If any

of the parents express an interest for further contacts,

the mothers have a resource of five Other mothers on whom

they call to make further contact with the new parents.

On occasion, this support group sponsors an educa–

tional meeting in the evening near the Neonatal Intensive

Care Unit. Large posters are placed around the Unit to

inform and invite parents to the meeting. A physician or

other medical specialist delivers a short talk about

specific procedures related to the care of babies needing

intensive care. Time is always allotted for questions

from the parents. These meetings also encourage inter

action among parents of babies currently in the Neonatal

Intensive Care Unit which leads to sharing of experiences.

Members of both these organizations identify the

void in educational material for new parents with criti

cally ill babies. Each group has formed a subcommittee to

develop a booklet of basic facts on premature infants and

practical ideas on the care of these infants at home.

Membership in support groups provides a means of

coping with the experiences of having a premature baby.

It offers another step in the healing process. According
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to one mother, "it gave me a way to reach out to other

parents while I was still hurting. This helped me to heal

my own pain."

For some parents, involvement in such a group

merely reinforces the negative aspects of their experience.

One mother describes it as becoming harder as time passes

to relate to the experiences. She wonders if she could

really be of help to new parents.

"It [the memory] seems to be fading away into

the past. For the first 8 months, I just wanted to

forget that she [her premature baby] was ever sick.

I didn't want to continue carrying those disturbing

throughts around with me. Maybe with some mothers

whose babies have permanent damage, they need to

keep those memories alive by helping others. I

guess I don't need that."

Thus, belonging to a support group or choosing not

to join such a group is an individual preference. For

some parents, it extends their career as parents of pre

mature infants. For others, it offers the final step in

bringing closure to the experience. Some parents need

neither the closure nor the extension of the experience.

Their choice is to reorganize their lives within their own

household and community of friends and relatives.
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CHAPTER IX

FAMILY CAREERS

Then, like a crazy woman,
I will proclaim him through the town
with a shouting clearly heard
by the hills and meadows around.

(Mistral 1971:213)

CAREER PATTERNS

For all parents in this study, the experience of

having a premature baby assumed the shape of a career with

a definite beginning, but a variable course, length, and

outcome. All parents described the experiences with their

premature infants as affecting many aspects of their family

lives. The degree to which these births impacted their

lives, however, varied widely. The circumstances surround—

ing the premature birth no longer dominated most parent 's

thoughts and actions by the end of the first year after

their baby's birth. However, unresolved issues related to

the premature births of their children remained with some

parents as long as 5 years later. These parents recounted

their experiences in such vivid detail that the births

appeared to have occurred more recently than they had.

For others, the memories surrounding the event began to

fade at 6 months after the birth.
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In order to illustrate the variation in family

career patterns, I have chosen to summarize the careers of

5 families from the total 51 cases. These careers provide

information on the ecological contexts or environments of

these premature infants.

I selected four of these families because the

nature of their careers best exemplifies the four phases I

identify with having a premature infant : separation,

transition, incorporation, and reorganization. In each of

the family histories, one of these phases predominates

more than the other three. The fifth career, that of a

family with an infant born at full-term, offers a compari

son of experiences with those of parents with premature

infants.

In addition, these 5 families were selected

because they were somewhat "typical" of other families in

the study. I acknowledge that each of the 51 families is

unique in composition, structure, organization, and the

life experiences of the members. Certain circumstances,

however, are similar. The description of the first career

of Jamie's family, for example, presents many elements of

disorganization and stress that often surround a premature

birth. In 5 (10%) of the 49 families with premature

infants, similar elements of disorganization were present.

Teresa's family in the second career is representative of

families in which the parents expect their babies to be

born prematurely because of unusual prenatal complications.
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Such complications occurred in 9 (18%) of the families.

The account of David's family, or the third career

described, represents those families in which marital

conflicts and the eventual dissolution of a marriage or

relationship complicated the adaptation to a premature

birth and the incorporation of the baby into a settled

household. This occurred in 10 (20%) of the 49 families.

The parents of Timothy in the fourth career represent a

strong established nuclear family into which a premature

infant is born. Twenty-five (52%) of the families

reflected these circumstances. Unfortunately, only two

families with full-term babies participated in the study.

From my general observations, one of these, Joseph's

family in the last career, appears to be more representa

tive of families with full-term babies. These parents

tend to quickly focus on the mundane features of daily

life once the initial excitement of having a new baby

diminishes.

I follow no precedent of style in presenting these

family careers. My intent is to present the careers as

they unfolded during my interviews with the parent or

parents rather than to mold their accounts into any pre

determined form. This variation also extends to the manner

in which I refer to the parents, three by their more

familiar first names and two by their more formal family

surname. This manner of address reflects the nature Of

the relationships I established with the families, rapport
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with some being closer than with others.

All these accounts end abruptly at the point of

my final contact with the family. Thus, no career is

complete. This lack of finality in itself emphasizes the

complex situations surrounding a premature baby in any

family and the unpredictable course of the family's

Career .

SEPARATION: JAMIE 'S FAMILY

Jamie entered a single mother household which her

mother, Ellen, shared initially with a male companion, Tom.

Ellen was 23 years old at the time of Jamie's birth. She

had had a previous child at age 16 who lives with the

maternal grandmother in another state. Ellen has a high

school education, worked at various unskilled jobs prior

to her pregnancy, and was unemployed for 3 months prior

to and for 6 months after Jamie's birth. Her most recent

work experience was as a check-out girl in a large hardware

store and as a film processor in a photography company.

Her and Jamie's complete medical expenses of over $70,000

were paid through a state-funded medical program. Ellen

continues to receive these medical benefits for Jamie's

medical treatment and clinic visits.

Ellen lived on her small savings prior to the

baby's birth, and received support from Tom after the

birth. She has no relatives living in this state, and

depends on a large network of women near her own age and
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their parents for emotional support. During the 6 months

of contact with Ellen, her life was disrupted by a series

of crises.

Separation continues to be a dominant theme in the

relationship between Jamie and her mother. Jamie was

transported within a few hours after her birth from a

small community hospital where she was born at 28 weeks

gestation to a hospital with a Neonatal Intensive Care

Unit. Before the birth, Ellen had already made adoption

plans for her unborn baby. Since Jamie's natural father

terminated his relationship with Ellen as soon as he

discovered she was pregnant, Ellen confronted this

decision alone.

During the baby's almost 3 months of hospitaliza–

tion, Ellen visited infrequently and remained indecisive

about the adoption proceedings. As the time for Jamie's

discharge approached, Ellen decided she would not proceed

with the adoption and instead took her baby home.

My first visit with Ellen was 1 month after Jamie

had come home. She welcomed me warmly and seemed to enjoy

talking with someone interested in her and her baby. The

home was exceptionally neat with many pleasant touches

such as plants and wall hangings to enhance the environ—

ment. Since Tom worked a late shift, he frequently was

home during the visits. He occasionally entered into our

conversation, but this rarely lasted more than 15 minutes

before he would excuse himself.
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Initially I observed no stress between the couple.

They addressed each other with respect and in quiet tones.

Both seemed at ease with an Outsider in their home. Ellen

spoke freely about her past and the sensitive areas

related to her relationship with Jamie's father and her

struggles with the decision over the adoption. On several

occasions, Ellen's girlfriends arrived during my visits.

These contacts confirmed both the variety and depth of

friendships in Ellen's social network.

Ellen was born and spent her early childhood on a

small farm in a rural Midwestern town. She was the

youngest of six children. When she was nine, her father

died suddenly and the family was forced to leave the farm

and move into the nearby town which had a population of

less than 10,000. Because of the large age difference

among the siblings, Ellen identifies her immediate family

as her mother, sister who is 2 years older than she, and

a brother who lived with the family until Ellen was 13.

Her older three siblings were all married and out of the

home at her birth. The family moved again when Ellen was

14 in Order for her mother to be closer to the Older

children. Since one of these sisters had eight children,

Ellen was accustomed to being around children when she was

a teenager.

Ellen describes her early years as uneventful.

She enjoyed the outdoors and living in a small rural town.

At 16, she left high school because she was pregnant.
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After the birth of her first baby, she and the infant girl

continued to live with her mother. At her mother's

insistance, Ellen completed her high school education by

attending classes in the evenings. She worked during the

day, first as a receptionist, and then as an aide in a

local hospital for 5 years.

When she decided to leave home and move to another

state, Ellen left her then 5-year-old daughter with her

mother and sister. She maintains regular telephone contact

with her mother and daughter and talks with them at least

once a week. Ellen feels that her older daughter's life

is more settled and secure with her mother. She hopes to

some day be able to make a home for both her daughters.

Ellen's initial decision to put Jamie up for

adoption was influenced by her experience with her first

born daughter. She explained: "I didn't want to see

another child raised without a father in the home." For

a brief time, she hoped that Tom would come to love and

accept Jamie as his own and be a father eventually to both

her daughters.

Ellen met Tom in high school, but did not start

to date him until after the birth of her first daughter.

When Ellen anticipated a long-term relationship with Tom,

she worried that her older daughter did not "like" Tom.

Ellen attributed this response to Tom's insecurity and

feelings of discomfort with children. She described him as

being "very uneasy with children because he has had
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little chance to be around them." The daughter quickly

recognized this discomfort and stated her "dislike" of

TOm to Ellen.

Tom and Ellen's families of origin continue to

reside in the small Midwestern town where they both grew

up. When Tom left his hometown to seek employment in this

state, he promised to return for Ellen as soon as he had

a job and was settled. Ellen joined him in 1977 when she

was 21 years old. Ellen found a job and the couple

developed a large network of mutual as well as individual

friends. They lived together for several years. Early

in 1979, this relationship ended and Ellen moved into an

apartment which she shared with a girlfriend.

She continued to see Tom, but also developed a

relationship with another man. This man, who was married

and had a family, is Jamie's father. When Ellen told him

she was pregnant with his child, he informed her he could

not leave his wife, and their relationship ended. At

this time, friends encouraged Ellen to consider arrange

ments for adoption of the baby as soon as the birth

occurred. Ellen reluctantly agreed with their advice.

She was in the process of making these arrangements when

Jamie was born 12 weeks early.

Prior to the delivery, Tom and Ellen had agreed to

resume their relationship and were looking for a place to

live. They found a small apartment in a neighborhood

where several Of Ellen's friends lived. While Ellen was

-
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in the hospital, Tom moved her belongings into the apart—

ment and brought her home when she was discharged from the

hospital 3 days after Jamie's birth.

Jamie's sudden birth added to Ellen's ambivalence

about the adoption proceedings. This ambivalence increased

when her obstetrician informed her that the baby possibly

could have brain damage as well as lung and heart problems.

Ellen reasoned that if the baby were to live, "this would

indicate she was a fighter and deserved a good start."

Her friends as well as Tom continued to urge her not to

keep the baby.

Because of the distance to the hospital from her

home and the cost of gasoline, Ellen was only able to

visit Jamie once a week. She did call frequently to speak

with the nurses about her baby.

Ellen recalled that her first view of Jamie in the

incubator scared her. She explained: "I felt helpless

when I first saw her. She was so Small. Her arms were

about as big as my fingers. The positive comments from

the nurses helped me to think my baby would survive."

Also talking with other mothers whose babies were in the

Neonatal Intensive Care Unit at the same time encouraged

her to have more hope about Jamie. "Seeing them [the

other mothers] helped me. They all loved their babies and

were planning to keep them." Ellen had little opportunity

to care for her baby because her visits were short and

infrequent. Tom accompanied her on a few of the visits
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to see Jamie. She described his attention as being more

directed on the equipment in the unit than on the baby.

Since Ellen was not working, she had alot of time

home alone. "When I first came home from the hospital, I

was very bored and felt awful about the baby and what had

happened. I slept almost all day. I was always sad and

cried easily. I kept worrying and wondering about the

baby making it." As the time for Jamie's discharge

approached, Ellen continued to be influenced by the possi

bilities that Jamie might have medical problems which

would interfere with her placement in an adoptive home.

She finally decided to keep her baby. Tom reluctantly

supported this decision.

Although the physical separation between Ellen

and Jamie ended at the time the baby was discharged from

the Neonatal Intensive Care Unit, other factors in Ellen's

life complicated the relationship between her and the baby.

A girlfriend accompanied Ellen on the day she took Jamie

home from the hospital for the first time. "Home" was a

former garage converted into an apartment, located on a

quiet street in a working-class neighborhood. Ellen moved

to this dwelling immediately after Jamie's birth when she

decided to live again with Tom.

For the first 3 months that Jamie was home, Ellen

devoted most of her time to caring for the baby. She had

a large network of friends who frequently visited her and

expressed interest in the baby. Several friends provided
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her with baby clothes since she had very few articles for

Jamie. At first, Tom remained distant from Jamie, but

gradually began to participate in her care. He frequently

watched her while Ellen ran errands. Ellen maintained the

small apartment in an orderly and neat fashion and

enjoyed cooking for Tom.

Tom and Ellen had their own friends and Often

spent time in separate as well as in joint activities.

Their interests included trips to the mountains for hiking

and camping, swimming, and roller skating. The couple also

enjoyed skiing and left Jamie for the first time with a

friend when they went skiing for a weekend. Tom and Ellen

planned a summer trip to their home state so that both

could visit their families of origin, and Ellen could

introduce Jamie to her mother for the first time. Neither

Tom nor Ellen had any family members living near them.

Jamie had no major medical problems during her

first months at home. She continued to gain weight

slowly and had two minor colds. Ellen began to notice

that the baby did not use her right arm as much as she did

her left. She mentioned this observation to the pediatri

cian on one of her clinic visits to the hospital.

When Jamie was 6 months old, Ellen decided to

return to work. She worked a late afternoon to midnight

shift and arranged for a neighbor to care for Jamie. She

had no car and depended on another friend for transporta

tion to and from her job.



164

Shortly after she started back to work, I called

Ellen to set up an appointment for a usual visit. She

said that she and Tom were moving to a larger house where

two of Tom's friends already lived. The house was in the

same neighborhood as their former apartment. She sounded

surprised by Tom's sudden decision to move, but was looking

forward to a larger house. She invited me to come for a

visit shortly after they were settled.

When I arrived for the visit, Ellen was home alone

with Jamie and appeared to have been crying. As soon as

she greeted me, she started to cry again and could barely

blurt out : "Something has happened. I am so upset."

The previous day Tom had asked her to leave and take Jamie

with her. He then announced that he planned to quit his

job and return to his hometown.

Ellen could identify no specific event that preci

pitated Tom's decision to ask her to leave. She knew that

something was going wrong with their relationship for

several months, but Tom was not willing to talk to her

about it. When he finally did, she recalled that he

ended up shouting at her and pointing his finger at her

and Jamie as the sources of his problems.

Ellen explained that she thought something was

bothering Tom, and he was using her and Jamie as excuses

for his troubles. She described him as being upset about

many things. His job was not going well. The promotion

he was promised did not materialize. He was afraid of the
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draft and that the country might be going into war. He

was also worried about money and also about telling his

parents that Jamie was not his baby. He felt that this

would be a disgrace to his parents and family. He also

did not completely trust Ellen, and she admitted that her

past behavior had given him grounds for not trusting her.

She gave an example of being an hour late in getting home

from work one night. She explained the delay to him as

she and a girlfriend getting lost when they dropped off

another friend from work on their way home. He did not

accept this explanation.

Ellen identified several alternatives to the sudden

break up of her relationship with Tom. Two of her close

girlfriends offered to have her come and live in their

homes. She also had another girlfriend with whom she

might be able to share an apartment. Tom's two friends

with whom the couple was living offered to have her and

Jamie stay in the house as long as she needed or until she

could make other arrangements.

Ellen expressed complete determination to keep

Jamie with her at all costs. She also decided to contact

Jamie's father and ask him for money for the baby. She

had seen him only once since Jamie was discharged from the

hospital. She had already tried to contact him several

times, but his telephone had been disconnected. She knew

where he worked and planned to contact him there. She

explained that she would rather ask him for help than

..Cs

º
-.

º a

--

~.

>
º



166

someone else.

Ellen had frequently mentioned the importance of

her friends, and these many friends rallied to her support

in this time of need. The relationship was awkward with

those who were mutual friends of Tom and hers. Several

chose to remain neutral in the situation that existed

between her and Tom.

Ellen called her mother long distance to tell her

what had happened. She explained to me that her mother

had little advice to give. She told her that she had

confidence that Ellen would work things out as she had

always done in the past. Ellen described her mother as

"never offering much advice even when I was growing up."

Ellen was aware that Tom had many fears about

marriage. His older brother had been divorced three times,

and his sister was married to an alcoholic from whom she

was unable to get a divorce. Ellen explained that she

never pushed Tom towards marriage. She preferred the

relationship she had with Tom which allowed each of them

to have their own freedom.

At my last contact with Ellen, she was still living

in the house with Tom's two friends. Jamie had been hospi–

talized once with pneumonia at which time a neurological

problem was identified. During this hospitalization, the

physicians detected signs in Jamie's movements indicative

of neurological damage. Further examination revealed an

area of cerebral atrophy which suggested that the baby
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might have a permanent neurological deficit. Jamie has had

Other hospitalizations since this determination. The

ultimate extent of her disability is yet unpredictable.

Both Ellen and Jamie face indefinite futures.

Ellen has decided not to plan too far into the future. She

recalled that she did that once with Tom and was disap—

pointed. "Dreams just don't seem to turn out for me,"

she noted in reference to her relationship with Tom. She

knows now that Tom is not ready to settle down. His

"holding everything in and not talking to me about his

worries and problems" troubled Ellen. After their stormy

relationship, Ellen realizes that she cannot change Tom's

behavior. She views Tom as not being able to take respon

sibility for her and Jamie. She knew then how hard she

had to work to keep their relationship going, and began

to wonder if that much work was worth the end result.

She was resigned to the closure of the relationship with

Tom.

When encouraged to talk about her future, Ellen

simply responds : "I don't know. I guess that Jamie and I

will keep 'truckin' along. '" She would like to return to

her family, but she is not ready to face her friends and

family. She does not feel good about her present situation

and the upheavals in her life. "I want to return home

with my head held high and not with my tail dragging

between my legs." Currently her head is not held high.

She finds it easier to stand alone and prefers to have no
/
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One with her when she is in trouble. She finds it diffi

cult when someone is there, and easier to allow herself

to let someone take care of her rather than solve her Own

problems. She cited the situation of Jamie's birth as

being difficult, and something she had to face alone.

Although Ellen described a strong bond between her

and her mother and also with a sister, her primary emo

tional support came from the friends who lived in her

neighborhood and who she saw daily. Until the closure of

her relationship with Tom, Ellen mentioned him as her

major support and confidant.

Ellen continues to yearn for the type of childhood

she had in a rural area with the Outdoors accessible and

small hometown schools as a place to raise Jamie. She

feels that she would worry less there about Jamie's

development than in the urban environment in which she

currently lives. She also realizes that Jamie needs

medical treatment and this is not available in her home

town. For this reason, she prefers to stay close to the

hospital where Jamie received her initial treatment after

she was born.

Ellen expresses no regrets or resentments over

keeping Jamie. She made this decision early when she

found out that she was born early and had to struggle hard

to live. She feels that she is more over-protective with

Jamie than she was with her first daughter. Ellen rarely

mentions this older daughter spontaneously in her
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conversations.

The last disruption in her relationship with Tom

was the most influential event that changed her life

activities. She interpreted this event as having "some

warning" for her. Once the initial shock and disappoint—

ment passed, she began to look more optimistically at the

results. The termination of the relationship allowed her

to leave the past behind, and to start over again. She

explained:

"Now I don't have to answer to anyone. It is

just dust under the rug and no one can throw it

back in my face about having Jamie, planning for the

adoption, and then changing my mind. Being with Tom

just boggled my mind. It made me constantly remember

what I was trying to forget. All that is now in the

past. Now I feel more independent and better about

myself. I also feel better about Jamie, because the

past is now really gone and over. I am proud of my

baby. She pulled herself through, and she deserves

the best I can give her."

TRANSITION : TERESA'S FAMILY

Teresa's parents, Mr. and Mrs. Cota, longed for a

baby in spite of severe medical problems which would com—

plicate Mrs. Cota's pregnancy and delivery. Teresa

entered a nuclear family household with a stable financial

base and a strong support system from Mrs. Cota's family of
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origin. The Cotas were married 2 years prior to Teresa's

birth, were high school educated, and had established

professional careers at the same banking firm. They first

met while both were employed at this bank.

Health insurance provided through the parent's

place of employment covered Mrs. Cota's and Teresa's

medical expenses of approximately $25,000. Teresa spent

17 days in the Neonatal Intensive Care Unit. Although the

Cotas had no major marital problems and were endowed with

emotional and financial resources which eased the stress

of the circumstances surrounding Teresa's birth, the

anxieties associated with the perinatal period exaggerated

the transition phase in this family.

Teresa was born by Caesarean section at 34 weeks

gestation. She weighed 1,600 g. (4 lb. 9 oz.). Perinatal

circumstances complicated her birth and first months of

life. Eight months after her birth, Mrs. Cota explains:

"Almost every day, I still have the fear that

she will vanish--that I will wake up and she will

be gone. Maybe that is why I am afraid to go back

to work. I am afraid that she will not be here

when I come home. But with each day, I become more

sure that she is really here to stay."

During the last phase of her pregnancy, Mrs. Cota

required a weekly amniocentesis and two intrauterine

transfusions. (Amniocentesis is a procedure in which a

sample of amniotic fluid is withdrawn through a needle in
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order to monitor the developing fetus's maturity. ) Mrs.

Cota also had complications after the delivery which

extended her hospitalization to 12 days and interfered

with her visits to Teresa in the Neonatal Intensive Care

Unit.

After 17 days in the Neonatal Intensive Care Unit

and an emergency admission to the hospital just 2 weeks

after her initial discharge, Teresa at 8 months of age is

healthy, developing normally, and the pride of her

delighted parents. Mrs. Cota is now relaxed and comfort—

able with her role as a mother and full-time homemaker.

She presents a totally different picture today than that

of my initial impression on my first visit to her home.

Then I found a frightened, anxious, and weeping mother

overcome by the constant demands of her baby and unable

to nurse Teresa effectively.

Teresa had isoimmune hemolytic disease due to a

maternal-fetal blood incompatibility. The transplacental

passage of maternal antibodies predisposed fetal and

neonatal red blood cells to early destruction and thus

to severe anemia.

Mrs. Cota was 32 and Mr. Cota was 26 years of age

at the time of their baby's birth. Teresa is their first

born baby and will most likely be their last because of

Mrs. Cota's obstetric history. Eight years prior to

Teresa's birth and in a previous marriage, Mrs. Cota

delivered a stillborn daughter whose death was related to

s
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a hemolytic disease. She was strongly advised not to have

another baby.

From the beginning of this second pregnancy with

Teresa, Mrs. Cota was not sure that the baby would live.

The physicians informed her that there was a 80 percent

chance that the baby would die before her 6th month of

pregnancy. If the baby should survive the 6 months, she

would then require blood transfusions. At that point the

chances of survival were estimated at 50 percent. Since

Mrs. Cota's pregnancy was labelled "high risk" from the

start, her obstetrical care was at a major University

Medical Center equipped to treat complicated pregnancies

and births.

Mrs. Cota continued her employment in a managerial

position at a local bank where she had worked for 12 years.

In her 4th month of pregnancy, she was so nervous about

the baby that she decided to take a leave of absence from

her work. During her pregnancy, she required two intra

uterine transfusions in her 7th month. Each procedure

took 4 to 5 hours. Her husband accompanied her on both

occasions.

Throughout the pregnancy, the condition of the

fetus was closely monitored. Towards the end of her

pregnancy, Mrs. Cota had weekly amniocentesis. Although

the physicians knew the sex of the unborn baby from the

results of the amniocentesis, Mr. and Mrs. Cota chose not

to be informed. On one of their frequent visits to the
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clinic at the Medical Center, a nurse took the parents on

a tour of the Neonatal Intensive Care Unit where the baby

would be treated immediately after delivery. Thus both

parents were informed about the events and conditions that

would follow their baby's birth.

During one of the frequent tests, the physicians

determined that the delivery should not be delayed and

Teresa was delivered by Caesarean section. At birth,

Teresa was slightly jaundiced and required ventilation

because of "collapsed lungs." She also had a cardiac

condition common with premature infants which resolved

without the need of surgery. She required several blood

transfusions after birth.

Mrs. Cota had complications from the epidural

block that was done in preparation for the Caesarean

section. Because of a spinal fluid leak, she had severe

headaches for over a week after delivery. A surgical

procedure was necessary to eliminate the problem. Although

Teresa was in the NICU on the same hospital floor as Mrs.

Cota, the mother was confined to bed and unable to visit

her baby. She recalls:

"I would send the nurses from my ward down to

see her and bring me back reports as often as they

had the time. I couldn't even lift my head off

the pillow to eat——the headaches were so bad. I

did pump by breasts and send my milk down for

Teresa. This was all I could do for her."
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Mr. Cota was worried both about Teresa and his

wife. Mrs. Cota explains:

"He was very concerned about me after the birth.

He would come to see me at night after work, and

then go down to the NICU to see Teresa. He never

stayed there long because he was so worried about

me. It was hard for him with both of us there and

my having such a hard time."

Mrs. Cota had made very few preparations for the

baby since she was not sure that the baby would survive

the delivery. She was expecting that the baby would be

born premature, so the prematurity was not an issue with

these parents. The risk that their baby would not live

was their primary concern. Mrs. Cota was home for over a

week before Teresa was discharged from the hospital.

During this week, she tried to visit her baby at least

every other day, but found the long drives to the hospital

uncomfortable and tiring after the complications asso

ciated with her delivery. She arranged for her sisters

to deliver a supply of breast milk which she continued to

produce daily.

By the time Teresa came home, friends and relatives

as well as the parents had gathered an ample supply of

necessary equipment for a new baby. Teresa came home to

a very comfortable and tastefully decorated home complete

with all the conveniences available for a new baby. The

household consists of the parents and Teresa. The parents
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have lived in this home since their marriage 2 years ago.

Both Mr. and Mrs. Cota were born in Mexico and

come from financially successful families of origin. Most

of Mrs. Cota's family live close to her which includes

her mother and five sisters. Her father died 5 years ago.

Mr. Cota is one of eight children. He is manager of a

local bank. His parents and four of his siblings continue

to live in Mexico. Mr. and Mrs. Cota were educated in

Mexico, are bilingual, and intend to have Teresa speak

Spanish as her primary language. Spanish is the language

of choice in the home.

Both parents are family-oriented and regularly

spend Sunday with Mrs. Cota's mother and sisters. Usually

her sisters and mother take care of Teresa on Sunday

morning while the parents attend Mass and go out for

breakfast together after the church service. Teresa was

baptized into the Catholic Church 3 months after her

birth. According to Mrs. Cota,

"As is the custom, my mother was the godmother.

If my father had been living, he would have been the

godfather. It is the custom to give back the first

born to the mother's parents. My husband's uncle

was Teresa's godfather."

This nuclear family exhibits intense pride in their

cultural heritage and extended family traditions. Mrs.

Cota maintains daily telephone contact with her mother and

several sisters, and looks forward to the customary family
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gatherings on Sunday. Teresa as the youngest member of

this extended family is the focus of attention. Her

maternal aunts and grandmother recognize the anniversary

of her birth each month with special greetings and gifts.

Although Mrs. Cota is dubious about the traditional

remedies her mother frequently advises for Teresa, she

often tries them. She related several such folk remedies.

When Teresa is constipated, the grandmother suggests that

Mrs. Cota boil barley and give the broth to the baby.

Also she advises that the mother avoid beans and chile in

her diet. For Teresa's protruding umbilicus, the grand

mother and aunts urge Mrs. Cota to wrap the stomach with

firm cloth. Although her mother and sisters as well as

Mr. Cota discourage Mrs. Cota from nursing Teresa in

public, she feels differently. She explains:

"I feel that there is nothing wrong with

nursing in public. I am very careful to cover

myself with a small blanket. This is Teresa's lunch

and I feel I want to feed her when she needs the

milk."

During her pregnancy when she was continually

nauseated, Mrs. Cota's mother suggested that she drop some

milk in her navel. She recalls saying to herself that

"this can't work," but she did it anyway. She also tried

at her mother's urging to put a piece of celery into

Teresa's bath to make her sleep more sound. The grand

mother also recommends a piece of celery under the pillow
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to help Teresa sleep longer.

Mrs. Cota subscribes to several monthly magazines

for new mothers which she reads carefully and shares with

Mr. Cota. She is both eclectic and discriminatory with

information from all sources. She talks with friends who

have had babies as well as her sisters and mother, but

adds that "I make my own decisions after hearing what

others have to say. Teresa is an individual and often

other experiences do not apply to her."

Mrs. Cota takes Teresa to a local pediatrician for

her routine care but also continues to have her examined

at the Medical Center clinic. Teresa has had one major

medical problem. She required hospitalization several

weeks after she was discharged from the Neonatal Intensive

Care Unit because of severe anemia. She was given a

blood transfusion, had to stay one night in the hospital,

and was released to her parents the next day. Blood tests

are scheduled regularly to monitor the level of antibodies

that remain in Teresa's blood. Mr. and Mrs. Cota look

forward to the time when these antibodies no longer appear

in Teresa's blood. At that point, they both confess that

they will rest easier. They anticipate this to be when

Teresa is around 6 months old.

Mrs. Cota would like to have more children in the

family. She describes three as the ideal number for her.

Although she is interested in adopting another child, Mr.

Cota is more reluctant to consider adoption. She smiles
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and adds: "Perhaps I can convince him in a few more

years." She and her sisters are involved in volunteer

work in an orphanage in Mexico and she knows that there

are many children in Mexico who need homes.

A typical weekday in this nuclear family centers

around Mr. Cota's work schedule. His working hours are

regular, and he is always home for the evening meal and

on the weekends. He enjoys gardening on the weekends,

but both parents reserve Sunday for the special family day

with Mrs. Cota's family of origin.

Decisions are made jointly. The Cotas talk about

major decisions and work out their differences through

discussion. Each offers the other partner a great deal

of consideration as to their feelings and needs. Since

both have contributed to the family income, both share in

the financial decisions of the household. This family

enjoys enough financial independence to be free of major

economic worries.

Although the inside of the house is Mrs. Cota's

domain and Mr. Cota is responsible for the yard and garden,

both share mutually in the household tasks as the need

arises. The Cotas describe themselves as "home people"

who like being together as a family. Neither of them has

a close circle of male or female friends. The extended

family members provide the source of social relationships.

Mrs. Cota describes herself as being unprepared

for being a mother. She recalls how frightened she was
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when she first took Teresa home from the hospital. She

reflects back on that experience:

"I really did not know what to do. I had done

some reading, but I had never been around children

in my life. I was 8 years old when my youngest

sister was born, and I was too busy with school

and other activities to take any interest in a baby.

I worked regularly and was never around much when

my nieces and nephews were babies. I remember

when my friends with babies used to talk about

them, I got bored because I had nothing to contri

bute to the conversation. Now I find myself being

drawn to women with babies so that we can talk

about our babies."

She explained that she feels mothering comes naturally.

Once a woman gets over the fears and anxieties, she gains

confidence as she discovers she can satisfy her baby's

needs. As soon as Teresa developed her own schedule and

started sleeping longer periods at night, Mrs. Cota felt

more confident. This occurred when Teresa was 4 months

old.

The most difficult problem she had with Teresa

was in nursing her. She smiles and adds: "That first

month she was home, she drove me up a wall with her con

stant demands for food and attention. I began to wonder

what I had gotten myself into " " Mrs. Cota was determined

to nurse Teresa and after trying several approaches on her
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own, finally contacted La Leche League (an organization

of women who support other women in their attempts to

nurse their babies). She read the literature available

through this organization and also talked with several

mothers who could give her some helpful hints. Within a

month, Mrs. Cota was successfully nursing Teresa so that

the baby did not require a bottle for a supplement. She

also gained confidence in nursing when she was in public,

and did not have to arrange her schedule to be at home at

certain hours in Order to nurse Teresa.

Most Of Mrs. Cota's life involved a career and

consistent employment outside the home. Initially, she

took a leave of absence from her job and expected to

return to work within 6 months after Teresa was born.

When she changed her mind and decided to stay home with

her baby, she felt guilty about this decision. Her friends

and family members all expected her to return to work and

questioned her on what had made her change her mind. She

currently is considering a different type of career that

would allow her to have more flexible hours so that she

could adjust her time outside the home with Teresa's needs.

Mr. Cota will support whichever alternative his wife

chooses, either to return to work or to stay at home with

the baby.

Mrs. Cota describes herself as being caught between

two different ways of thinking. Her mother never worked

outside the home and was always home when her children
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needed her. With the more contemporary trend of working

mothers, the questions are more at women who choose not to

work outside the home than those who do work. She worries

about having to constantly explain her choice not to

return to work.

Mrs. Cota feels comfortable in leaving Teresa with

her mother and sisters, as well as a close friend and

neighbor. This time away from the baby allows her to be

more patient with Teresa and her demands. She explained

that it took her almost 6 months before she was able to

put some of her own needs first rather than to constantly

think Of Teresa's needs.

When Teresa was 7 months old, Mrs. Cota recalled

feeling more like she had a family. The transition has

taken this family longer because of the uncertainty that

the baby would survive and the potential problems after

birth if the baby lived. Mrs. Cota explained:

"At first, there was more work with little

reward. Now we can play with her and enjoy her

more. We are sure that she is here to stay. There

is still a lot of work, but the rewards are greater.

When she sees her father now, she gets so excited.

She reaches out to him, and this thrills him."

Mr. and Mrs. Cota view their family of procreation

as being very different from their own families of origin.

Mrs. Cota recalls that her father always wanted a son to

carry on the family business, and he ended up with six
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daughters. The girls were never allowed to get involved

with the business, and were raised in the tradition of

seclusion of upper class Mexican families. They were

escorted everywhere. Certain parts of the city in which

they lived were considered out of bounds for all the

girls.

Mrs. Cota sees that her family is living in a

different time and country and she hopes to follow the

ways of this country. She will speak Spanish totally to

Teresa so that she will learn her native language first

and learn English when she starts school. Mrs. Cota

observed that this approach worked successfully with her

niece whose primary language is Spanish, but who speaks

English fluently.

Mrs. Cota knows that her family of procreation

will be smaller than her family of origin. She hopes to

learn from the mistakes that she recalls as a child in

her own family, such as the seclusion and restrictive

environment in which she and her sisters grew up. She

recalls that her relationship with her parents was loving

but distant and based on a great respect for them as well

as for all her elders. She adds: "I will do the same

with Teresa, but I also want her to look at me as her

friend and someone with whom she can talk and feel

comfortable."

In regards to Teresa's health, Mrs. Cota was

prepared to expect many more health problems for the
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baby's first year. Because of Teresa's fast development

and few medical problems, she is beginning to feel more

secure about her general health. Mrs. Cota is very

conscious about the baby's diet and wants her to have the

"best foods, but not especially the most expensive, only

the most nutritious."

Mrs. Cota expresses her current priority as being

that of a good homemaker. She adds: "I have never had the

chance to be at home all the time, and I feel that I can

be a good homemaker and mother. I want to do that now."

She expresses increasingly more pleasure at being at home,

and feels that the longer she is at home, the more things

that she learns to do. She is gaining confidence in her

ability as a mother with each new experience with Teresa.

She happily reports that after 6 months with her baby,

she can give advice to her sister-in-law who has a new

baby.

This family's plans for the future include moving

into a smaller rural setting away from the city. This

will be a more difficult adjustment for Mrs. Cota because

of the separation from her mother and sisters. She would

also like to adopt at least one more child, and possibly

two, if she and her husband can agree on this.

This is a family with a variety of strengths and

styles of coping with the present and the future. Teresa

appears to be developing normally with few of the
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predicted medical sequelae associated with her hemolytic

disease. Both parents continue their extraordinary loving

care of this long-anticipated child. They are just

beginning to subdue some of their over-protective tenden—

cies now that the baby is 8 months of age. This baby has

every opportunity to thrive in an organized nuclear family

with a supportive maternal extended family.

The prolonged prenatal anxiety over this baby's

survival extended the transition stage for the family.

The transition lasted until the parents were convinced

that Teresa was home to stay.

On several occasions, both parents mentioned how

they valued the environment of the prenatal clinic visits.

They recalled especially a tradition that the nurses and

physicians had in this special clinic for mothers who were

Rh sensitive. Those parents, whose babies had been success—

fully treated and survived the long ordeal, sent photo

graphs to the nurses so that these could be posted as

encouragement to the parents being treated in the clinic.

Mr. and Mrs. Cota were proud that they could add Teresa's

picture to this collection.

After Teresa had been home several months, the

Cotas sent their baby's picture along with a gift of

thanks to the staff in that clinic. The response in a

note to the parents summarized the feelings Of the staff

from that clinic : ". . . our greatest reward is seeing

a baby as healthy as yours."
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INCORPORATION: DAVID'S FAMILY

Marital problems existed in David's family prior to

his birth. His parents were married at 19, and he was

born less than 3 years later. Although Beth and Chuck had

planned for a baby, Beth admits that she was probably more

ready for a baby than Chuck, and that a baby may have been

more her idea than his.

This was the first marriage for both, their first

baby, and Beth's first pregnancy. Their conjugal rela—

tions had a stormy beginning. Both their families of

origin opposed the marriage, and after 1 year of marriage,

they talked frequently about a separation. Beth had never

lived independently before the marriage, and Chuck had

lived on his own for only 4 months prior to the marriage.

Beth worked as a medical secretary and then as a

waitress during the first years of their marriage until

David was born. She currently has a clerical position

which supports her and David. Chuck attended a junior

college for a few years after high school, and then joined

a retail grocery clerks union. The couple is currently

working out their settlement for the finalization of their

divorce.

Since the couple was living apart when I first

contacted Beth, my interviews were only with Beth. Beth

described Chuck as a "person who does not know how to love

or show his emotion," and as someone who "does not want the
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responsibility of a wife and child." She added: "The

responsibility just seemed too much for him. He did not

like to be tied down." She explained that Chuck was a

great deal like his mother to whom money was very important.

In contrast, Beth describes herself as not being that

interested in money and material things. She prefers

relaxing and being with David, rather than striving to

constantly get ahead and accumulate money.

Beth's opinion of Chuck was that he was not close

to his son and that he got bored with David. On the few

occasions that he did stay home alone with David, he could

hardly wait until she got home and could take over the

responsibility of the baby.

When Beth realized that she could not change

Chuck's behavior, she settled on divorce as the best solu

tion for her and for David. She shows little regret that

this will be the ultimate outcome for their 5 years of

marriage.

My first introduction to Beth was at a monthly

meeting of the Parent Support Group sponsored by the

hospital where David had been hospitalized as an infant.

At that time, David was 18 months and was with his mother

at the Sunday afternoon meeting. Beth had just moved back

to this area from another state where the family had

planned to relocate. The couple was still living together

and trying to salvage their marriage. The chairperson of

the meeting welcomed Beth back to the group after her
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absence. When a member asked her what had been the reason

for her unexpected return, Beth's answer interested me.

Beth explained that she had spent alot of time

trying to get David enrolled in a special developmental

treatment program for children near their new home. She

had left this state prepared with a large collection of

papers which summarized David's course of treatment and

his current medical status. David's physician had

instructed her to make contact with the University Medical

Center close to her new residence. When she first arrived,

she contacted the hospital and was told that she would be

notified when an appointment was available. After several

months of waiting, she finally got an appointment. She

described that after receiving the telephone call from

the hospital, she realized that she would have to go

through all the evaluations and assessments with David

again. She decided that she could not go through all the

explanation and details one more time. She commented to

her husband: "I just can't do it. I want to go back home

and have him followed at the Clinic [where he had

been followed since his discharge from the Neonatal

Intensive Care Unit 1." Thus these parents who had pur

chased a new home and were in the process of relocating

returned to the safety of their former medical institution

where their baby was well known to the medical staff.

I wanted to know more about this mother and

contacted her by telephone several weeks later to ask if
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she would be willing to participate in my project. Chuck

answered the phone. He explained that Beth had left to

visit her parents in another state and would not be back

for a month. Several months later, I made contact with

Beth.

On our first visit, Beth had just filed for a

divorce. She was in the midst of making several changes

in her life and had decided to move to another state

where her parents were currently living. She was willing

to talk about her experiences and present life situation.

Beth began her account with the circumstances surrounding

David's unexpected early birth.

David was born in October, 1978, at 26 weeks

gestation and weighing 737 g. (1 lb. 10 oz.). Beth

recalled that his eyes were still fused at birth and he

was not expected to live because of his small size. He

was transported from a community hospital where he was

born to a nearby Children's Hospital with a Neonatal

Intensive Care Unit. He was hospitalized for 80 days. His

major medical problems related to his small size and the

immaturity of his respiratory and cardiac systems. He

required oxygen and ventilation for several weeks after

birth. His cardiac problem resolved without the need for

surgery. He weighed 2,098 g. (4 lb. 10 oz.) at discharge.

David required one hospitalization since his

initial discharge. Beth recalled the circumstances that

preceded the readmission to the hospital. David was
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circumcised during a routine clinic visit a few weeks

after his first discharge. She attributed his excessive

crying during the procedure to aggravating an abdominal

hernia that he had since birth. About a week later, she

left David with Chuck while she attended an exercise class.

When she returned home, her husband commented that the

baby had been unusually fussy while she was gone. When

she changed his diaper that night, she noticed a protrusion

in his abdomen and suggested that they take him immediately

to the emergency room of their local hospital. When they

arrived, she recalled that the nurse and doctor who

examined David seemed anxious about his condition and

"painted a grim picture" because he was so small. At

that point, the parents decided to take him to the hospital

where he had been treated initially. They felt more secure

at a hospital where the physicians were more familiar

with premature babies.

At this hospital, the physician determined that

David required a repair of his hernia as soon as possible.

Beth recalls his hospitalization which just 1asted over

night was very difficult for her. She felt that she was

"starting all over again and that after so many months

this sudden and unexpected admission was a major setback

for David. "

Since then, however, David has done well and

required no further hospitalization. His progress has been

routinely assessed at a special High Risk Clinic at the
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Children's Hospital where he spent the early days in the

NICU. He was first seen about 6 weeks after his discharge,

and then every 3 months during his lst year. The subse

quent schedule for visits is every 6 months after his

2nd year. He is currently on this every-6-month schedule

for assessments.

The pregnancy with David was Beth's first. She

had no problems in the initial stages of the pregnancy.

In her 4th month, she experienced some unusual discomfort

and went immediately to her obstetrician. After an

examination, he noted that her cervix had dilated pre

maturely and that she would need a "cervical stitch" in

order to prevent an early delivery. She was distressed

over the prospect of having a surgery while pregnant and

asked the doctor for some more information and statistics

about the possible complications to the baby from such a

procedure. She was soon convinced that she had little

choice than to have the procedure if she wanted to continue

the pregnancy.

she recalled that she was given little instruc—

tions about limitations following the procedure. About

1 month later, following sexual intercourse with her hus

band, she started into labor. As she reflects back on the

situation, she describes their activities as being a

"stupid thing to do, but I did not remember anyone telling

IIle anything different." This has made her feel guilty

about David's premature birth because she feels that
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having intercourse precipitated his delivery.

Beth was under anesthesia at David's birth. When

she woke up, she remembers being wheeled past the nursery

window and someone pointed out her new son to her. Since

she did not have her glasses, she did not have a clear

image of her baby. She then fell asleep and did not wake

up for several hours. At that time, David had been trans

ported to the NICU of another hospital. When she finally

awoke, she did not feel as if she had had a baby since the

entire experience was so distant from her.

Beth and Chuck were scheduled to begin their

prenatal classes the week after David was born. Thus

neither parent had any preparation for the delivery and

birth. She recalls that although Chuck was in the delivery

room during the birth, he "was not able to put it all

together. He really did not know what was happening.

He doesn't understand medical things." Beth had no compli–

cations after her delivery and stayed overnight in the

hospital.

On the day of her discharge from the hospital,

she along with Chuck and her mother went to visit David

in the Neonatal Intensive Care Unit. She had no idea of

what to expect and recalls being very frightened. She

remembers the three of them "scrubbing and putting on

those gowns and then being led into the nursery. We

just stood there and looked at him." She initially

thought how "very tiny" he was, and when the nurses

–
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encouraged her to touch him, she replied, "no, I can't."

She described his skin as looking so fragile that she

was afraid to touch him, but finally did make the initial

contact when the nurse continued to assure her that her

touch would not harm the baby.

Her memories Of that first contact with David are

vague. She does recall, however, feeling confused about

actually being his mother. She explained: "I never had

the chance to feel very big before the delivery. I did

not have that heavy feeling that goes along with being

pregnant in the last months. And then not being awake at

the delivery, not seeing him at birth, and not being

able to hold him just added to my feelings of confusion."

Beth did not return to work after the delivery.

She dedicated those first months to going to the hospital

and being with David. Each morning she called the hospital

to find out how he was and what kind of a night he had.

She then would get dressed and spend the day at the

hospital. The last thing she would do at night before she

went to sleep was to make another call to the NICU to check

with the nurses on her baby's condition.

During the time that David was in the Neonatal

Intensive Care Unit, she slowly gained confidence in

participating in his daily care. She was able to hold

him for the first time briefly when he was taken off the

ventilator at about 3 weeks of age. From then on, her

involvement with David increased as he slowly gained
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weight. She recalls that when he reached 3 pounds, she

was first able to bathe him. About that time, she had the

freedom of walking into the NICU and taking him out of his

isolette without asking permission from the nurses first.

This gave her more feelings of confidence that David was

really her baby.

Although Chuck was not able to visit David and

spend as much time with him as Beth, he was involved with

his care when he did visit. Beth does not interpret the

events surrounding David's birth as complicating their

marital relations. She recalled that the first month

after David's birth, the couple was closer than they had

ever been. Beth recalls that the night after the baby was

born, Chuck was very distressed over what had happened.

When they came home from the hospital and started to talk

about it, Chuck started to cry. She found that she was

the one who gave him support and tried to assure him that

everything would work out. Throughout the initial days

and weeks, she maintained this positive approach. She

attributes her strength as coming from her strong reli–

gious beliefs and her turning to God to take care of the

baby.

Beth recalls that her mother was her strongest

support throughout the time that David was hospitalized.

She talked with her frequently, especially about not

remembering the delivery and suddenly waking up to find

she was a mother. Beth was ambivalent about sending Out
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birth announcements to her friends and family. When David

was 2 months old and still in the hospital, she finally

did send a special note at her mother's urging. She

recalls, "I was proud of him and I wanted others to know

about him."

Chuck worried constantly about the mounting

hospital costs of over $1,000 per day during David's 80

days of hospitalization. Beth ignored the expenses. She

rationalized: "What would they do, pull his plug if we

didn't pay?" In the end, the expenses were paid by a

state-funded medical program.

In addition to her mother and her strong religious

beliefs, Beth found a great deal of support from the

nurses who daily cared for David in the NICU. She was

never "jealous" of their involvement with her baby.

Instead, she was thankful for them and appreciated their

attention to David.

During David's hospitalization, Beth established a

strong friendship with two other mothers whose babies had

also been born prematurely. All three women spent most

of their time in the Neonatal Intensive Care Unit with

their babies and would go to lunch together and generally

talk about their experiences. These three mothers devel

oped their own mutual support system. One mother's baby

was discharged the same day as David. The other baby had

a serious medical complication which extended his hospi

talization months longer than the other two babies. Beth
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has not seen the first mother again, but has remained in

contact with the latter mother.

According to Beth, the first year that David was

at home was the most difficult for her. She found herself

watching him carefully, and recalls that "reading can get

you into trouble." She tried to follow a book on the

first 12 months of a baby's life, and just subtract the

3 months to account for David's prematurity. Even with

this adjustment, her baby fit into none of the patterns

mentioned in the book. She discovered that reading about

normal development confused her and made it more difficult

to assess David's development. Her relatives would often

compare David to a cousin who was born 5 months after

David and who was more advanced than he in many develop

mental activities. "They would ask me why wasn't David

doing this or that, and that served as a constant reminder

that something might be wrong with David."

Beth describes herself as a "pioneer" among her

family and friends in having a premature baby. She

recalled that Chuck and his family did not understand what

was happening or what to expect in the near or distant

future. Her own mother gave her the most emotional

support during this trying period. "She would constantly

remind me that the baby was doing fine and not to worry.

She encouraged me to let him develop at his own pace."

Beth concluded that "you just cannot understand

how it really is unless you have gone through it yourself."
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A close friend recently contacted her and asked Beth if

she would call a mutual friend who was pregnant and having

some problems during her pregnancy. Beth finds that her

own personal experience allows her to reach out to other

women and give them the help that she lacked during her

experience.

Beth talked with the social worker at the hospital

about starting a group of parents who would share their

experiences of having infants in a Neonatal Intensive Care

Unit. She had frequently talked about this idea with the

two mothers who had babies in the NICU at the same

time as David was hospitalized. These three mothers

agreed that such a group would be a help to them.

When David was 9 months old, the hospital did

sponsor such a parent support group with several mothers

and the social worker serving as the primary organizers.

Beth attended the initial planning meetings for this group

and had several referrals for helping other new mothers

whose babies were still in the NICU. When she and Chuck

left the state, her involvement in the group stopped. She

recalled that helping other mothers was a satisfying

experience for her. This gave her the opportunity to "pay

back the hospital for all the help I received when David

was so sick."

Beth is no longer hesitant to move away from the

security of the hospital where David was initially treated.

Now with David at 22 months of age, she is satisfied that
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he is developing near to normal. She is now more confident

about his medical status than she was when she moved away

from the area the first time. She explained:

"That first year was the hardest for me. I

did not know what to expect and was always on the

lookout for problems. This time I will first find

a pediatrician for David's routine care and not

start him in any type of special developmental

clinic. I will bring him back here for his usual

clinic visits so that the physicians who know him

best can still assess his progress."

This will mean a trip every 6 months to maintain David's

assessment schedule.

Beth's family of origin provided the primary

support during the first year of David's life and now

during the dissolution of her marriage. Beth was the only

girl in a family of four children. She was baptized and

raised a Catholic, and she and Chuck were married in the

Catholic Church. She met Chuck when the two were seniors

in high school. They dated for 2 years before they were

married. She recalled that they used to talk for hours

before they were married, but this ease in communication

seemed to change following their marriage. She tried to

explain this increasing distance in their relationship as

Chuck's having alot on his mind. She gradually saw him

closing himself off from her. She claimed to want to be

part of his life and tried to talk to him, but "he would
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just not let me in." The trouble in their communication

started a year after they were married. She hoped that a

baby would change things, but the baby did not. Instead,

he only exaggerated their problems and differences.

The conflicts that characterized Beth and Chuck's

marital relations disrupted the structure of their family

unit and delayed David's incorporation into a stable house—

hold. As Beth considers remarriage, she must also take

into account the incorporation of a child with a compli–

cated medical history into a new family unit. Since she

is "at risk" for future obstetrical problems, she may

choose to inform her new partner of the risks involved in

future pregnancies.

Beth's primary goal at this time is to move out

of state and to leave the memories of the last 5 years

behind. She plans to start her own household for her and

David. Her baby is the most important person in her life

at this time. She and Chuck have been separated for

several months. During this time, she has developed a

relationship with another man. She worries about entering

into another relationship and becoming dependent on someone

SO SO.On after her divorce.

Beth's religion influences her thoughts about the

future. She explained that she was the first in her family

to marry, the only girl, and the first to get a divorce.

She further recognizes that a divorce and remarriage will

keep her from totally participating in her religion.
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David has been baptized a Catholic and she plans to raise

him in that Church.

Beth is not hesitant about getting pregnant again.

She would like to have two and maybe three more children.

She realizes that she is "at risk" for other premature

births because of her obstetrical history. She also sees

the positive outcome that she has had with her first

premature baby. The circumstance that "my baby is okay"

is a source of encouragement to her in planning for further

children. At first, she recalls, she did not feel this

way. "No way did I want to go through that again." She

recalls that she was initially frightened about being "at

risk" for another premature baby. Now that she has had

more time to consider the situation and David's outcome,

she is beginning to feel differently.

Beth continues to have some guilt feelings about

the premature delivery. She considers her experience

still as something special, something that no mother can

ever relate to unless she has gone through this herself.

She recognizes that with her next pregnancy, she expects

additional anxious times knowing that she is "at risk"

for another premature baby.

As she reflected on her experiences with having

a premature infant, she explained:

"I did what David's doctor told me to do. I

took each day as it came. I did not plan for the

future. He told me that the baby's chances for
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survival were 50/50, and there was a possibility

that he would have some permanent damage if he

did not survive. I tried not to worry about it,

just lived each day as it came. My faith in God

was a great help."

REORGANIZATION : TIMOTHY'S FAMILY

Timothy's parents, Mr. and Mrs. Marcos, have a

longer experience with a premature infant than any other

family in this study. Their experience provides a number

of examples of family reorganization required within a

household which includes a prematurely born baby.

Timothy, born at 24 weeks gestation in the early

months of 1975, weighed 709 g. (1 lb. 9 oz.). At the time

of his birth, neonatologists were not as prepared to treat

such small infants born at this early gestation as they are

today. The physicians cautioned the parents that Timothy's

chances for survival were slim. Mrs. Marcos recalled that

the neonatologist told her that Timothy was the smallest

baby he had yet to treat, that usually only 1 such sized

baby in 100,000 survived, only 1 in 10 could be expected

to be "normal." This information did not prevent her

from remaining optimistic that Timothy would survive.

Mr. Marcos was at the hospital at the time Timothy

was born, but not in the delivery room. He saw his baby

before he was transported to a hospital with a Neonatal

Intensive Care Unit, and also accompanied the baby to the
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hospital. On his return, he reported to Mrs. Marcos that

their baby was "a lively little fellow and moving actively

in the isolette." Mrs. Marcos was discharged from the

hospital the day after her delivery, and went immediately

to the Neonatal Intensive Care Unit to see her baby.

She recalled entering the unit and making her way

to the baby who she thought must be the smallest in the

nursery. Mr. Marcos gently steered her in another direc

tion until she realized that there was another infant who

was even smaller. When she first saw Timothy, she

explained: "All I could do was cry. He looked so small

and had so many tubes and wires connected to him."

Timothy was in the hospital for 82 days. He

required oxygen for the first 2 months of his life. He

had numerous medical complications during his hospitaliza

tion, including several infections and pneumonia. He

was discharged from the NICU weighing 2,353 g. (5 lb.

3 oz.) 1 month prior to the estimated day of his birth.

At his discharge, the major concerns were that Timothy

was blind because of the length of time he had had to be

kept on Oxygen, he might have brain damage, and he would

have constant recurrent respiratory problems.

Mrs. Marcos reported that she spent almost 14 hours

each day at the NICU with Timothy. Since Timothy was the

seventh child in the family, Mrs. Marcos had to make

arrangements for the supervision of the other children.

The Marcos' eldest son had been killed in a traffic
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accident just before Mrs. Marcos' pregnancy with Timothy.

Four of the other Marcos children were teenagers, ranging

in age from 13 to 18 years of age at the time of Timothy's

birth. The son closest in age to Timothy was 2 years old.

A neighbor assumed the total care of this son to allow

Mrs. Marcos to spend her time at the hospital with the baby.

Mrs. Marcos brought the child to the neighbor's home each

morning on her way to the hospital, and picked him up at

night on her way home. Mr. Marcos supervised the older

children in the family.

The older children were quite independent at this

time and were willing to assume more responsibility to

help their mother. Members of the church to which the

Marcos family belonged also offered assistance in numerous

ways. A friend frequently prepared dinner for the entire

family, or several friends came to do Mrs. Marcos'

housework.

Because Mrs. Marcos was constantly at the hospital,

the nurses got to know her and allowed her to participate

in as much of her baby's care as possible. She closely

observed the procedures the nurses followed with the other

infants in the NICU. She noted that once a baby was trans

ferred to an isolette from the special crib used for

critically ill newborns, the isolette had to be changed

routinely. During this change, she knew that someone had

to hold the baby. Thus when it was time for Timothy's

isolette to be changed for the first time, Mrs. Marcos
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was right there with her arms outstretched ready to be

the one to hold her baby.

Mrs. Marcos was disappointed that she had no

breast milk for her baby. She had nursed all her previous

children, and accused the obstetrician who delivered

Timothy of giving her something to stop her milk. With

time, she accepted his explanation that "your milk never

came in." She missed the closeness associated with nursing

the baby, and tried to partly compensate for this by

spending as much time as possible with Timothy.

Mr. Marcos reacted differently to his newborn son.

Mrs. Marcos recalled that he had a very difficult time in

adjusting to Timothy. He would not allow himself to get

attached to his son. It was several years later that he

was able to explain to Mrs. Marcos that he feared the

consequences of what would happen to her if Timothy should

die. He would have nothing to do with Timothy for the

first 2 years of the baby's life. He wanted Mrs. Marcos

to put the child to bed and get him out of his sight as

soon as he came home from work. When he finally was able

to share his feelings with Mrs. Marcos, he explained that

he expected to wake up each morning and find Timothy dead

in his crib. The thought of their losing one more son

distressed him. He especially worried about the impact

this loss would have on Mrs. Marcos, who was counting so

heavily that her new son would live.
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The couple had been married almost 21 years when

Timothy was born. Mrs. Marcos was 37 years old, and Mr.

Marcos was 46 at the time. Mr. Marcos, who is self

employed in his own business, was 1 of 11 children, born

in the Philippines of Philippine and Indonesian descent.

Mrs. Marcos was born in the United States. Her parents

were divorced when she was a small child. She did not

live consistently with her mother, but was raised mostly

by a grandfather. She recalls that she was almost inde—

pendent by the time she was 10 years of age when she

started to work at various jobs for her room and board.

She married Mr. Marcos when she was 16, and the couple

lived with Mr. Marcos' mother for the first year of their

marriage.

This established upper middle class family has

resided in the present home for 15 years. Because their

children are of mixed ethnic backgrounds, the parents

chose a community that was ethnically mixed, close to

neighborhood schools, and had a Catholic Church to which

the family belongs. The couple had marital problems

after their eldest son's tragic death, separated for a

few months, and then reconciled. The stress related to

Timothy's unexpected birth, and the intense involvement

with the baby during his hospitalization created addi

tional problems in their marital relations.

Five months after Timothy came home from the

hospital, the parents decided to take an extended trip
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alone to the Philippines and Indonesia to visit Mr.

Marcos' relatives. This trip was very important to Mr.

Marcos since he had not been to his home country in many

years and he wanted to attend the marriage of a younger

brother.

Mrs. Marcos was very reluctant to take the journey.

She did not want to leave the children, especially Timothy.

At the urging of a trusted friend who was their priest,

she agreed to take the trip. As she looks back on this

experience, she now realizes the trip helped her to with

draw herself from the strong involvement she had developed

with Timothy, and also gave her the time to replenish and

strengthen her marriage. She left Timothy in the care of

a close friend who was experienced with newborn infants.

She felt completely at ease with this woman caring for

her son. She recalls that she was so busy while away

that she did not find time to worry about Timothy. She

did make occasional telephone calls to remain in contact

with her family and to stay informed of Timothy's health.

Timothy had continual health problems during his

first 2 years of life. These problems were primarily

allergic responses and respiratory infections. He

consistently had colds and had to be admitted to a

hospital 8 to 10 times during his first year. He walked

at 13 months. In his second year, he was tested for

allergies and found to be allergic to almost everything.

He also developed a type of "wheezing" which Mrs. Marcos
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described as "asthmatic in nature."

When Timothy was 4 years old, the family, along

with other parents, were invited to assist in the organi

zation of a support group for parents with infants in the

Neonatal Intensive Care Unit. They did not respond to

the invitation. Mrs. Marcos explained: "I was not sure

if I wanted to live through the whole thing again. I

was afraid that if I would get involved, my involvement

would be so intense that it would interfere with my own

family's needs." Because of her experience with Timothy,

several of the mothers who were instrumental in starting

the group urged her to reconsider her decision. She agreed

to join, and accepted her first referral.

The referral was a teenage mother who was not

married and indecisive about keeping her premature baby.

None of the medical staff from the Neonatal Intensive Care

Unit had been able to establish a satisfactory relationship

of trust with this young mother. In addition to her

experiences with Timothy, Mrs. Marcos had been through a

similar experience with one of her teenage daughters who

got pregnant and then had to decide if she were to keep

the baby. While the young mother's infant was still in

the NICU, Mrs. Marcos contacted her, established a rela—

tionship with her, and acted as a "broker" between the

medical staff and the mother.

Mr. Marcos has also helped with several referrals

in which the fathers had difficulties in allowing
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themselves to get attached to their premature babies.

Since he had such an experience with Timothy, he has some

confidence in talking to other fathers.

Mrs. Marcos continues to be active in the Parent

Support Group and regularly attends the meetings. In

addition, she volunteers twice a week to work in the NICU.

Her duties include running errands for the nurses, answer

ing the telephones, and being at the desk where parents

sign in and out when they come to visit their infants.

She has thus maintained a close contact with the hospital

where Timothy was initially hospitalized.

In addition to her involvement with new mothers,

Mrs. Marcos identifies the support that she personally

receives from talking with mothers whose children are hav–

ing learning problems as being beneficial to her. Although

she feels confident in her ability to seek out resources

and special programs to meet Timothy's needs, she finds

comfort in being able to talk with other mothers who face

similar problems with their young children.

She states her strongest reason for continuing in

the support group now after more than 5 years since her

baby's birth is her desire to help other mothers. She

enjoys her volunteer work at the hospital and she sees

this as an opportunity to extend herself in serving others.

She finds that her many life experiences allow her to

understand some of the problems that new mothers share

with her. As examples of her past experiences, she
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identified the death of a teenage son, the pregnancy of

her teenage daughter, her marriage to a man from a dif–

ferent cultural background than hers, her separation from

him and reconciliation, and the raising of seven children.

She is also grandmother of two children.

Mrs. Marcos continues to maintain a detailed

account of Timothy's activities in several large photo

albums. She started this documentation during his early

days in the Neonatal Intensive Care Unit. She still takes

Timothy to the annual hospital Christmas parties which

are held for those children who have at One time been in

the NICU. Pictures at these events document Timothy's

growth as well as other children who have been in the

unit.

Of their seven children, the first and last sons

have had the major medical problems. The eldest, who died

in the traffic accident, had a metabolic disease which

early exposed Mrs. Marcos to the medical profession. She

attributes this experience with doctors as allowing her

to take a more active role in Timothy's early treatment.

She explains that she did not hold the physicians in

great "awe" and continually questioned their treatment

course and plans for Timothy.

At his current age of 5, Timothy continues to

have chronic ear infections. His allergic condition and

continual respiratory problems have diminished. His

visual ability which was predicted to be seriously impaired
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when he was discharged from the NICU is near normal. Mrs.

Marcos' major concerns currently are that Timothy might

have learning problems. At 5 years old, he does not know

his colors and cannot print his name. These are skills

the other Marcos children achieved by the time they were

5 years old. Timothy is also small for his chronological

age. He wears a size 4 in clothing. Her other children

all wore a size 6 when they were 5 years old. Although

Timothy is ready to start kindergarten, Mrs. Marcos feels

that he is still immature for this challenge and plans

to start him in a preschool program in preparation for

kindergarten. She continues thus to have several questions

about Timothy's learning potential and his readiness for

school.

Mrs. Marcos is an experienced mother who depends

on her prior experience with her older children in problem

solving with Timothy. She utilizes established medical

sources for her information and seeks advice from physi

cians whom she trusts. She worked outside the home only

briefly. She waited until her older children were of

school age and began to work then. When she found that

her school age children needed her time even more than

they did before they started school, she decided to quit

work. She has not worked outside the home since Timothy

was born.

Her mother-in-law served as the strongest influ

ence on Mrs. Marcos for a model as wife and mother. She
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expresses no such closeness to any other relative outside

her family of procreation. Mrs. Marcos does not describe

mothering as an instinct that is innate in women. She

discovered that the art of mothering is something a woman

learns and develops. She gained knowledge and skill

through the examples set by her mother-in-law, but she

feels that she learned on her first-born child, and mostly

through trial and error.

Because of Timothy's prematurity, she has had to

modify her expectations of him in comparison to her other

children. As her youngest and last child, Mrs. Marcos

has ample time to devote to Timothy. The memories related

to having a premature baby are continually refreshed

through her volunteer work in the Neonatal Intensive Care

Unit and in her active participation in the Parent Support

Group of the hospital.

All of Timothy's medical expenses for his 82 days

of intensive care after birth, except for the first

$1,000, were paid for by his parent's medical insurance.

Because of Timothy's complicated birth, the Marcos family

is eligible to apply to a state-funded medical program

for any extraordinary expenses that their insurance will

not COver .

A COMPARISON : JOSEPH 'S FAMILY

This family unit is composed of a mother who is a

full-time homemaker by choice, a father who is the sole
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supporter of the family, and a 6-month-old baby born at

full-term with no major health problems. The family began

as a liaison between two young people neither of whom had

been married before and who lived together for approxi

mately 1 year before they conceived a baby. They married

4 months prior to the baby's birth, are in the process of

buying their home, and are in frequent contact with

both their families of origin. They have easily inte

grated the baby into their life style. They are home—

oriented, and their first baby is the focus of their

attention.

This is a private couple whose answers to ques—

tions are direct with little attempts at elaboration. The

life themes in this family revolve around "making it

financially" and just being together. They have few hopes

or ambitions for the future. The interactions between the

parents are open, direct, and carried on with mutual

respect and caring. Few stresses are apparent that would

interfere with the functioning of this family unit.

In contrast to the four previously described

family careers, these parents of a full-term baby were

preoccupied with neither the details of their baby's

birth nor his health. Joseph was not separated from his

parents after birth and left the hospital with his mother.

Although the parents confronted the usual anxieties

associated with the transition to parenthood for the first

time, they quickly incorporated Joseph into their life
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routine. Our conversations were rarely crisis-oriented,

but focused more on the mundane activities of daily living.

Joseph was born at full-term after his mother had

been in labor for 24 hours. Because of the disproportion

between the baby's head circumference and the mother's

pelvis, he was born by Caesarean section. Sue chose a

spinal anesthesia which allowed her to be awake at the

baby's birth. Her husband, Larry, was with her in the

delivery room. Both parents had as much time as they

wanted to hold and be with their first-born baby in the

days after the delivery. Four days after the birth, Sue

and Joseph were discharged from the hospital.

These circumstances are in marked contrast to the

events surrounding the previously described four deli–

veries of premature infants. Although Joseph's parents

faced far fewer medical problems associated with his birth,

they confronted changes in a household that expanded from

a couple to a family of three.

This is a working class nuclear family consisting

of two married parents and the first-born child. Although

the couple is currently living on a marginal financial

base, the parents have many advantages for a recently

married couple. Larry is the sole financial support of

the family. He is a partner in his father's small machine

shop and is currently buying the home in which the couple

lives from his father. Both families of origin live in

the same metropolitan area and are interested in the
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newborn baby. The couple has two cars, one of which is

paid for and the other requires monthly payments. Although

Sue and Larry worry about extending themselves financially,

they live within their budget and have no outstanding

debts other than their house and car payments. Larry's

involvement with the family business provides him with a

sense of job security.

Larry and Sue describe contentment with their

present living situation, and have few ambitions beyond

providing a comfortable living for the family. Both are

delighted with their son, participate equally in his care,

and are looking forward to having another baby before

Joseph is 2 years of age. Their current goals for Joseph

are that he follows in his father's and grandfather's

work and eventually joins in the family business. On

my first visit with both parents, Sue stated simply: "I

guess Joseph will be a machinist like his daddy and

grandpa."

Sue and Larry express complete satisfaction with

their home in which they have lived for 14 months before

Joseph's birth. They describe the surroundings which

include several parks and a neighborhood grammar school

as a comfortable place for the baby to grow up. They

have a large fenced yard and live on a tree-lined quiet

street with minimal traffic. Their only concern is that

the neighborhood might be "invaded" with various ethnic

groups which in their opinions would devalue the area.



Larry explained: "We already had one [ethnic group men—

tioned] family down on Turner Avenue, and I hope that

doesn't mean more will follow. "

Sue is 22 years old and was raised in a blended

family of origin. Her mother, who married at 16, and her

father were divorced after 5 years of marriage. Sue was

the first born of three daughters. Sue's mother remarried

a man who had two children, a son who is a year older than

Sue, and a daughter who is a year younger than Sue. Sue

identifies this blended family as her family of origin.

It consists of five children, her mother, and her step

father. Sue met her natural father again when she was 16,

and has remained in contact with him through letters. He

lives in another state and she hopes to visit him and her

paternal grandmother as soon as her father sends her the

money for the trip. She wants her natural father and

grandmother to be in contact with Joseph.

Sue grew up in a small rural town where she

graduated from high school. She was baptized a Catholic,

no longer practices this religion, but does plan to even

tually have Joseph baptized a Catholic. She has worked

for short periods as a nurse's aide and a file clerk,

but has chosen to be a full-time homemaker until Joseph

is at least 2 years of age. If she should have additional

children, she plans to stay home with them also.

Larry is 6 years older than Sue. He moved to this

state when he was 13 from a Midwestern town. He graduated
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from high school and attended a trade school for a year

before quitting to work in a machinist shop. He worked at

several different shops before going into business with

his father.

Larry describes his family of origin as unstable.

His father met his mother while he was in the Navy, and

his parents moved many times during their first 5 years of

marriage. He recalls that his father moved in and out of

the home for 20 years until his mother finally divorced

him and recently remarried. He remains in contact with

both parents, but avoids situations at which both his

natural parents are present. His father is currently

living with a woman whom Larry has met only once.

Sue and Larry divide their time on holidays between

both their families of origin. They occasionally hold

large family gatherings in their own home. Sue's family

has a mountain cabin where the couple often spends the

major holidays.

Sue describes herself as being "very lucky" as

a child growing up in that she had everything she wanted.

Her mother did not work after her second marriage, and Sue

recalls her always being home and available to the children.

She has a positive relationship with her stepfather. Her

parents helped her buy her first car, and then bought her

a second car which she still has today. She commented

that her family situation was much different from Larry's.

"He was not so lucky in growing up as I was. His family
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could provide few extra things for him."

Sue first left home at 18 when she graduated from

high school. She moved back home a year later to help

her mother care for her stepfather's father who was an

invalid and living in the family home. When he was

admitted to a convalescent home because his care became

too demanding on Sue and her mother, Sue again left home

to live with an aunt. She moved back home after a few

months, and was living with her parents when she met

Larry through mutual friends. She started living with

him several months after they met in the home they cur

rently occupy.

Sue and Larry were married 4 months prior to

Joseph's birth. This was Sue's first pregnancy. The

first 7 months of the pregnancy were uneventful. She

then started to gain excessive amounts of weight, and her

blood pressure increased. She recalls that the last 6

weeks of her pregnancy were very uncomfortable. She

retained her body fluids and gained 70 pounds.

The couple decided not to take the formal child

birth classes in preparation for the baby because of the

expense. Everything they needed for the baby came as

gifts from the grandparents and through a large baby

shower Sue was given by several friends. Larry proudly

relayed : "The only things we needed were formula and

him. "
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Sue did not recognize the early signs of labor,

and the couple took their time in getting to the hospital.

"We stopped on the way to the hospital at the bank to get

some money for parking at the hospital." Sue was delighted

to have Larry with her in the delivery room so that they

both could share in the experience of Joseph's birth. Her

mother, stepfather, and one of Larry's sisters were also

at the hospital when the baby was born.

The couple was financially eligible for a state

funded medical program so that the baby's and Sue's

hospital expenses were completely covered. Their total

expenses amounted to $3,700. Because of the problems she

had in the last stage of her pregnancy with weight gain

and elevated blood pressure, Sue decided not to nurse the

baby. She finds now that using a bottle gives Larry the

opportunity to feed the baby whenever he wants. Both can

thus share in this pleasure. Larry participates in the

baby's care and feels comfortable in taking him along

when he goes out briefly. During the first few weeks

after the baby's birth, Larry did all the housework and

cooking. Sue described him as her greatest support during

that time.

At the same time that Joseph was born, one of the

couple's two dogs had a litter of 13 pups. The couple was

totally surprised over this event. Sue commented that

the new puppies caused her more problems than did the new

baby when she got home from the hospital.
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Sue has taken the baby to a general pediatric

clinic in the hospital where Joseph was born. She plans

to find a pediatrician in the community soon in order to

avoid the long drive to the hospital and the long waits

in the clinic. She also plans to have the baby's routine

immunizations done at the community health clinic to save

on medical expenses.

When Joseph was 3 months old, he developed diarrhea

for several days and then had severe vomiting. Sue imme

diately called her mother for advice when the vomiting

started. Her mother advised her to take him to the clinic

immediately. The physicians determined that he had an

infection which was alleviated by the use of antibiotics

for a few days.

When Joseph was 6 months old, he rolled off his

parent 's bed while Sue was in the kitchen. She had left

him asleep on the bed and gone into the kitchen for a few

minutes. She then heard the baby hit the floor. Her

brother-in-law was visiting at the time and drove Sue and

Joseph to the local emergency room. He was given a com—

plete series of skull x-rays and the mother advised to

watch him carefully for the next 24 hours. She was also

instructed to wake him every 3 hours to be sure that he

could still be aroused. He had no problems related to the

accident, but the mother describes herself as "panic

stricken when I found him. On the floor."
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Joseph has had no major medical problems other

than those mentioned. His parents take him along with

them on all their outings. He has gone camping, fishing,

and to visit friends and relatives with them. Sue comments:

"We simply load him up and go. There is no problem." The

baby has changed their life style very little. The only

hesitation that they have in taking him with them is when

they go out to eat in a restaurant. They did this when he

was a few months old, but as he got older and more active,

they decided not to do it. Sue explained that she feels

it is an imposition on others in the restaurant when

babies are disruptive and noisy. She avoids the situation

because she cannot predict how Joseph will behave.

Sue and Larry rarely leave Joseph with a babysitter.

They prefer to take him with them when they go somewhere.

Larry's sister enjoys watching him as does Sue's mother.

Generally, only family members have cared for Joseph and

a close friend of Sue's. Sue explains: "I just don't

trust people. That might sound awful, but that is how I

feel. I read and hear about so many kidnappings, I won't

leave him alone in the yard for a second."

Sue and Larry do not read about developmental

stages or seek to find out what activities Joseph should

be doing at his age level. They see that he is growing

and daily doing new things on his own, and they feel he

will develop naturally. Sue has had alot of practice with

babies over the years and feels comfortable with them.
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She does not worry about Joseph's development. She is a

casual mother, not overly protective with her baby, but

admits that Joseph is spoiled. She explains this to mean

that he demands to be held more than she would like.

The couple wants more children and plans to have

their next baby within 18 months of Joseph. They would

like to have a girl and stop there. Because of her pelvic

size, Sue expects to have her next baby also by Caesarean

section. She worries about the toxemia (elevated blood

pressure) that she had with her first pregnancy. She

views this occurrence as something that she caused by not

taking proper care of herself and gaining too much weight.

Both Sue and Larry are present-oriented. They

think little about the future and have difficulty in

projecting far into the future. They are satisfied to

live in the same house and neighborhood as long as it

remains a desirable place to them. They have no particular

ambitions for Joseph. Sue would like to see him follow in

the footsteps of his grandfather and father and be a

machinist. Neither parent values education after high

school for their child.

Sue is not concerned about the baby's health. She

does not feel it is necessary to have a pediatrician look

after Joseph. She would prefer having his routine immuni

zations done at a local health clinic. She sees visits

to the doctor as being very expensive and questions the

value of such visits unless the baby has a problem. She
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did not hesitate in taking Joseph to the emergency room

when he fell off the bed. She did wait, however, before

she decided to take him to the doctor when he had the

episode of diarrhea. Her style is more to wait and see if

the problem will resolve itself before rushing off to the

doctor's Office.
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CHAPTER X

INTERPRETATION AND SIGNIFICANCE

-
in spite of the long months of physical

intimacy, each mother taking her newborn child
into her arms welcomes a stranger. Today this
may be doubly so. In the past, the infant whose
her editary rhythms were too different from its
mother's could not thrive, and died. For thou–
sands of years other women looked on helplessly
as mothers died in childbirth and as the newborn

failed to respond to life. But today almost all
women live to welcome their babies, and almost
every child that is born can live. And among the
children who are born and live, there are some
who are veritable strangers, for some survive with
handicaps that require an extraordinary display
of maternal love and imagination, and some with
gifts set in such fragile bodies that no one like
them could have survived in the past. New know–
ledge implements our hope and challenges each mother
Of a child to a new fulfillment of her task of

welcoming a human being (Mead and Heyman 1965:20).

COPING WITH UNCERTAINTY

The common theme throughout the parent 's recollec

tions was the uncertainty that surrounded the birth and

outcome of their premature infant. First, they were

uncertain about their baby's survival. Then, once the

baby's survival was no longer in question, they were

uncertain about the potential for developmental problems

or permanent neurological damage. In the families with

the longest experiences and where the children were

approaching school age, this uncertainty extended to
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concern over potential learning problems and the child's

shortness of stature in comparison with age group peers.

I identified six styles in which the parents coped

with this uncertainty. These styles were not distinct,

and most parents showed a combination of more than one

style.

1. Present-oriented: These parents took 1 day at

a time and made no attempt to plan for the baby's future.

The 7 parents (14%) who chose this style were all married.

lived in a nuclear household, and had moved to a new

residence in the 2 years prior to the baby's birth. All

had moderate to major financial hardships. Five of the

families depended on support from within the household,

and 2 had affective and instrumental support from members

of their extended families.

2. Future-oriented: These parents focused on

the future and an ideal outcome for their child rather than

on the potential for developmental problems. These 5

parents (10%) were married, owned their homes, were

college educated, and financially secure. In these

families, 3 of the babies had severe medical complications

resulting from the premature birth.

3. Avoidance: These parents preferred to avoid

the uncertainty about their babies and involved themselves

in other activities such as work responsibilities, plans

for the other children in the family, or in the next

pregnancy. In these 7 (14%) families, 6 of the mothers
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worked full time outside the home, and the other mother

was dependent on welfare. Four of the 7 mothers lived in

single mother households.

4. Involvement : These parents involved themselves

totally in the day-to-day care of their infants while in

the Neonatal Intensive Care Unit, and for the first year

after the baby's discharge from the hospital. These 15

(31%) parents were married and lived in nuclear households

with stable financial and residential patterns. Eight of

these babies had major medical problems.

5. Acceptance: These parents continued their

activities as usual and integrated the newborn baby into

their lives with no preoccupation on either the baby or

the events surrounding the birth. These 12 (25%) parents

were married and lived in nuclear households. Two of the

families were completely dependent on welfare assistance

programs. One spouse in each of these 2 families had a

major physical disability which interfered with their

ability to work outside the home. One of the 12 babies

had medical complications.

6. Guilt : Some mothers blamed themselves for the

premature birth of their baby. These 3 (6%) were single

mothers with high school educations who were employed or

had job skills which allowed them to find jobs outside

their homes. One of these infants had major medical

problems which indicated she would have a permanent

physical disability.
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COPING WITH DEVELOPMENTAL PROBLEMS

When a baby's developmental problem was obvious,

parents still confronted the uncertainty of the ultimate

extent of the problem and the impact on the child's

ability to lead a normal life. Parents of the 20 children

with developmental problems demonstrated four styles of

coping with their child's disability. In contrast to

those parents whose infants had no identifiable medical

problem, these parents' styles of coping did not overlap.

1. Over-stimulate: Five (25%) parents chose to

over—stimulate and challenge the baby to his maximum

potential as if to deny a developmental problem existed.

2. Protective: Four (20%) parents protected

their child and avoided any form of challenge that would

accentuate the delay in the child's development. These

parents especially found the regular assessments in a

High Risk Clinic a threat or a reminder of their child's

developmental delay.

3. Pessimistic : Three (15%) parents were pessi—

mistic about their child's level of development and future

potential. They often had minimal expectations for the

child.

4. Resignation: Eight (40%) parents accepted

their child's status without emphasizing how far from the

norm their child functioned and were resigned to having a

handicapped child in their household.
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FACTORS INFLUENCING FAMILIES."
COPING STYLES

The time span of this study proved too brief to

identify the familial factors which could be used as

predictors of the parent 's coping style. The ecological

context of the family merged with the infant's biological

characteristics to influence the overall adjustment of the

family to the infant's premature birth. However, seven

family characteristics appeared to influence the coping

style which parents used in their career with a premature

infant.

1. Anticipation of medical problems: Pre-existing

medical complications alerted a mother that she was "at

risk" for a premature delivery. Of the 23 (47%) mothers

who knew they were "at risk," 15 had a history of being

delivered of a baby prior to the completion of full gesta

tion. Five mothers had obstetrical complications which

indicated they "might" deliver prematurely. The other 3

mothers knew early in their pregnancies of a blood incom—

patibility with the fetus. In Rh incompatibility, the

condition which exists in an Rh-negative woman carrying an

Rh—positive fetus, fetal Rh antigens leak into the

maternal circulation. As a result, anitbodies are produced

and a sensitization reaction is created. In subsequent

pregnancies, these maternal antibodies cross the placenta

and destroy fetal red blood cells which leads to fetal

s
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anemia (Olds et al. 1980: 816–818). The obstetrician

closely monitors the pregnancy and terminates it before

serious consequences occur to the fetus. All 3 mothers

with this condition were under special medical supervision

throughout their pregnancies and knew their delivery would

be precipitated before full-term. For these 3 mothers,

prematurity was not their primary concern. They feared

for the survival of their infants throughout the preg—

nancies and the possible damage from the blood incompati

bility if the infants survived.

2. Prior experience with prematurity: Parents who

had had a premature baby were aware of the complications

associated with a premature delivery. Fifteen (31%)

mothers had this prior experience. Eight of these 15

babies survived. The parents of these infants thus were

aware of intensive care units for newborn babies and the

threats to survival.

3. Extent of medical problems: The infants in

this study represented various degrees of prematurity. The

gestational age and birth weight were not necessarily the

primary indicators of the infant's outcome or of the

ultimate impact on the family unit. The physiological

development and concomitant medical complications at

birth had a greater influence than did gestational age or

birth weight. For example, an infant born at 34 weeks

gestation with cardiac problems who was hospitalized for

46 days had a less favorable outcome than did an infant
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born at 26 weeks gestation and hospitalized for 87 days.

The former infant was hospitalized frequently after her

initial discharge from the Neonatal Intensive Care Unit,

and continues to require close medical supervision for

cardiac and neurological problems.

4. Developmental stage of the family: Twenty-five

infants were the first born. Three of these mothers were

single. Of the 24 other mothers with children, 2 were

single and had older children from other fathers. Thus

25 families were in the beginning stage of formation,

and 23 were expanding with the premature infant adding to

the household. One unit was in the dispersion stage with

older children leaving the home. Parents with other

children in the home described how having a hospitalized

infant interfered with family activities, and with the

time available for involvement with their older children.

Because the older siblings rarely were allowed to visit

in the Neonatal Intensive Care Unit, they did not begin

to identify with their new sibling until the parents

brought the infant home. These parents admitted that

their focus on the critically ill infant often occurred

at the expense of their other children. Many did not

realize the degree to which their attention was diverted

until months after the infant came home.

5. Variety and quality of support systems: The

configuration of the personal communities from which

support came to the families during the crisis of the

y
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premature birth varied. The parents identified this

support as someone who expressed concern or caring about

them or their baby. They described such support people

as those with whom they could talk, share experiences, or

just be there to listen. This support was thus more

affective or emotional in nature. The parents also

described support from people which was more task-oriented,

such as help with their other children, providing rides

to and from the hospital to visit the baby, taking care

of necessary household chores, giving gifts to the baby,

or lending money. This type of support is more instru–

mental in nature.

The parents identified ten possible sources of such

support. According to the frequency mentioned, these

sources are as follows: nurses or physicians from the

Neonatal Intensive Care Unit; the other spouse or partner;

their family of origin; friends; clergymen or strong reli–

gious beliefs; in-laws; other parents who had experience

with premature babies; psychological counselors; neighbors;

and colleagues from their place of employment.

Of the 49 families, 24 had sufficient medical

insurance plus additional funds if needed to pay for their

infant's medical expenses. Twenty-five families (51%)

received financial assistance through state-funded medical

programs to help in paying their infants' medical expenses.

Of these 25 families, 6 were totally supported through

welfare assistance programs for their medical as well as
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living needs.

6. Life circumstances: The variability in pre

vious life experiences of the parents make this factor the

most difficult to correlate with the influence on career

pattern. One circumstance that did emerge was a parent 's

prior experience in independent living before the marriage

or relationship with the other partner. In 12 families,

both partners had lived independently prior to establishing

a household. Six mothers had previous marriages. Of

these six, four had children from these marriages. The

results of these families suggest that the greater the

number of stress-producing experiences prior to the

premature birth, the greater the ability generally to cope

with all the exigencies associated with an unexpected

premature delivery.

7. Spousal relations: The nature of these rela—

tionships are difficult to determine because of the posi

tive impression that many parents wanted to give me. As

an indicator of their relationship, I used the reference

to a spouse as a primary support person during the time of

the premature birth and the hospitalization of the baby.

Thirty-one (63%) mentioned their spouse as their primary

source of affective support during this time. Fifteen

(31%) described their marriages as being complicated by

marital problems with their spouses at the time of the

baby's birth. In all except one family, the problems

were exaggerated by the premature birth.

N
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GENERALIZATIONS

The following generalizations are suggested from

the data on this study of the family and prematurity:

1. All parents, including those with babies who

had major medical problems coped in various ways with the

sequelae of their baby's premature birth. No one specific

pattern of coping was found. The coping style varied

according to the seven familial factors mentioned above.

2. In those households where crises and problems

were common experiences, coping with a premature baby was

just one more crisis. In households where financial diffi

culties, job instability, and medical problems were fre

quent occurrences, the parents were often more preoccupied

with these Ongoing situations and had less time to focus on

the premature infant.

3. The greater impact of a premature baby appears

to be on parents accustomed to an organized life style.

Ironically, these are the very parents who medical profes—

sionals expect to have the most resources and require the

least professional help to cope with their infant's pre

mature birth. This study indicates that these families

often require as much if not more support than do families

with minimal economic and social resources. These parents

also more often seek out or are willing to participate in

groups established to offer emotional support to other

parents with similar experiences.

■
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4. The birth of a premature infant is a situation

of crisis for all parents. These parents continue to be

preoccupied with the circumstances surrounding the birth

until their career with prematurity terminates. This

career terminates at the point their infant attains the

developmental norms expected for his or her age level.

5. The families passed through four phases during

their careers: a separation phase which began when the

infant was admitted to a Neonatal Intensive Care Unit; a

transition phase which extended through the period of the

baby's hospitalization; an incorporation phase in which the

once critically ill infant is introduced into the family

unit ; and a reorganization phase during which the parents

and other family members return to their usual daily

activities without the preoccupation on the infant's

medical status.

6. Although only two families with full-term

babies participated in this study, some general comments

are possible. For these families, the parents focused more

on the usual occurrences of life after the novelty of

having a newborn baby dissipated. Within 6 months, they

were already thinking about having another baby and no

longer were preoccupied with the events of their baby's

birth.
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SIGNIFICANCE

The significance of the findings from this study

relates specifically to the influence of advanced neonatal

medical practices on the organization of the family with

a prematurely born infant. Generalizations from these

findings, however, apply to other families in which a

member has an unexpected or prolonged illness with an

uncertain outcome. Although these situations become

routine occurrences for the providers of medical services,

the potential of interfering with the integrity of the

family unit exists in these situations.

Occasionally, reports on social science research

related to medicine present a negative perspective of

members from the medical profession. They are portrayed

as unsympathetic to the feelings of their patients and

their families, or even iatrogenic agents of conditions

they purport to treat (Illich 1975). This temptation to

assume patient advocacy or family advocacy at the expense

of the medical profession leads to a polemic interpreta

tion of research results.

Throughout my lengthy involvement in Neonatal

Intensive Care Units and contacts with parents, I also

observed the conditions under which nurses and physicians

care for the infants. These specialists in neonatal

medicine work under continual life-threatening and extra

ordinarily demanding conditions in their treatment of

fragile and critically ill infants. The nurses especially
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appeared to have the capacity to tend to the delicate

physiological needs of the infants and still find time

for a compassionate word to a distraught parent or a

smile of recognition for a mother on her first visit to

the unit. This experience provided me with a background

in which to interpret both the critical and the compli–

mentary comments that parents often related about their

infant's medical treatment.

The events surrounding a premature birth of a baby

offer many research opportunities. Of these, researchers

have investigated infant's physical responses to treatment,

the psychological reaction of their mothers, the responses

of family members to the crisis created by a premature

birth, and various developmental aspects of the child.

The latter aspects include comparisons of the cognitive,

motor, and social maturity of prematurely born children

to those born at full-term. The least is known, however,

about the long-term influence the birth of a premature

baby has on the parents and the family unit.

Technology has the potential to create problems

as well as to solve them. The dilemma is that the problems

are often created for those least prepared to resolve them.

The parents, as the primary care—givers, absorb the major

impact of their baby's early birth.

Once the medical specialists have applied their

knowledge to insure the infant's survival, these babies

enter homes with markedly different socioeconomic, cultural,
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human biological, and environmental characteristics.

Although the ecological contexts in which premature

infants develop are highly variable, susceptible to change,

and difficult to assess, they offer important clues to the

infants' ultimate Outcomes.

Whereas maximum financial and human resources are

spent during the initial days and weeks of the infants'

lives, proportionately fewer resources are allocated to

the crucial adjustment period that follows the initial

hospitalization in a Neonatal Intensive Care Unit. The

potential to optimize this investment rests in the availa

bility of counseling services to assist the parents in the

critical stages of their child's early development. These

parents are willing and able to provide the best possible

environment for their baby's development. They seek only

information. On available resources for those children who

require special treatment, and, on occasion, someone

with whom to discuss the unresolved issues related to the

birth of their premature infant.

Parents who have had this experience speak for

themselves. Some have become advocates in their Own

community to encourage mothers to be more aware of poten—

tial risks of having a premature baby in order to prevent

the occurrence. Mothers who were delivered Of their infant

prematurely suggest that education in prenatal classes

include some information on prematurity and the possibility

that intensive care for babies does exist. Recognition

>
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that births can be complicated relieves some of the guilt

feelings of mothers who do not accomplish their goal of

a natural birth at full-term. Although some sources for

emotional support are available during the time the infant

is in the Neonatal Intensive Care Unit, parents identify

the need for support beyond the time the baby is hospi–

talized and at various stages in the child's development.

The presence of "brokers," either professional social

workers or experienced parents who are members of a

hospital-sponsored parent support group, can ease the

tension and improve communication between anxious parents

and medical specialists preoccupied with the infant's

treatment.

Prematurity which begins as a medical event thus

becomes a family concern. Unless a premature infant's

transition from a Neonatal Intensive Care Unit to the

home is successful, the full benefits of the costly and

demanding treatment cannot be realized. The optimum

outcome is the infant's incorporation into a family whose

members understand the potentials and limitations of the

infant and have the support resources available to cope

with the uncertainty of the baby's outcome.

The achievement of this goal can be facilitated

through careful assessment of familial characteristics to

determine the strengths and weaknesses within each infant's

family and the resources available within the family's

social network. Where voids in the family's natural
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support systems exist, a successful strategy is the

utilization of hospital-sponsored parent support groups to

extend the services of the medical specialists.

Parents of premature infants who required intensive

medical treatment after birth Often cannot meet the chal–

lenge of coping with this medical crisis alone. Medical

scientists continue to develop extraordinary methods to

maintain the lives of those infants born increasingly

earlier in their gestation. Advances in medical technology,

however, produce sequelae beyond the preservation of human

life. Unless we anticipate these sequelae and prepare the

recipients of such medical services for them, the poten—

tial for being enslaved rather than freed by technology

exists.

* ;
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