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Abstract

HOW MOTHERING IS ACCOMPLISHED UNDER THE UNUSUAL CIRCUMSTANCE

OF CARING FOR A TECHNOLOGY-DEPENDENT INFANT AT HOME

Linda Joyce Woody-Wood, R.N., Ph.D.

University of California, San Francisco, 1996

An estimated 750,000 children in the United States are

living with a variety of chronic health conditions (Hobbs,

Perrin, & Ireys, 1985). Technology-dependent infants

(TDI’s) and children (TDC’s) form a subset of children with

chronic health conditions equivalent to approximately ten

percent (10%). Increasing numbers of TDI’s are being sent

home to their mothers. Very little research has been

performed to determine the effect these children have on

their mothers and/or families. The purpose of this research

was to describe the experience and process of mothering

under these special circumstances.

This was a descriptive exploratory study using field

methods. Data collection involved thirty-seven interviews

and observations. Mothers caring for technology-dependent

children in their homes were interviewed and audiotaped a

minimum of two times ranging from one month to fourteen

months apart. A convenience sample of twenty participants

was used. The mothers were all English speaking and either

the biological mother or a foster mother. The infants were

all under the age of three years. Mothers were recruited
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from local nursing registries that provide care for the

children; snowball techniques were also used.

I constructed three major categories: care giving;

adaptation; and mothering. The first category, care giving,

is divided into two subcategories: the act of care giving;

and the care giver. The care giver is further described by

the codes: time; emotion; and person. The second category

is adaptation; codes included fear, trust, control, change,

and isolation. The third category, mothering, involves the

codes: bonding; responsibility; and advocacy.

As the mother begins caring for her TDI in the home her

successes will lead to improved adaptations. As the mother

continues to provide care for her TDI and to adapt to each

new situation her role as mother is reinforced. The

repeated process by the mother of cycling through the three

major categories leads to the accomplishment of mothering

under the unusual circumstance of caring for a technology

dependent infant at home.
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CHAPTER 1

The Study Problem

Purpose of the Study

Technological advances in neonatal intensive care are

now supporting infants with medical conditions who

historically would not have survived. Although these

advances prolong life, they can result in an infant or child

who has a long term or permanent dependence on complex

interventions. These interventions may necessitate extended

and/or repeated hospital stays. One alternative for these

children is to be discharged and cared for at home with

supportive medical technology.

Moving the technology-dependent infant (TDI) or child

(TDC) from the hospital to the home presents several

challenges to nurses. These challenges include: (a)

discovering ways to assist families with the transition of

their child from the hospital to the home environment; (b)

learning what community support systems are needed by the

family to maintain the TDI or TDC in the home; and (c)

performing research to find out how having a technology

dependent infant or child in the home affects the family

dynamics.

Some of the historical changes which have prompted the

trend of moving care for technology-dependent infants and

children to their homes from institutional settings will be

presented first. In addition a definition of the TDI/TDC

and the importance of this phenomenon will be provided. The





historical overview of the trends in high-technology home

care will be divided into the two areas of societal focus

and governmental and/or economic pressures.

History and Significance

The Technology-Dependent Infant/Child Defined

A technology-dependent infant/child is one who relies

on some type of medical equipment and/or complicated nursing

care for survival (Office of Technology Assessment "OTA",

1987, pp. 3). Because this group of children is a new and

growing minority, very little is known about their physical

or psychosocial needs. Nor is there much information in the

literature about what the family needs when caring for these

children at home.

An estimated 750,000 children in the United States are

living with a variety of chronic health conditions (Hobbs,

Perrin & Ireys, 1985). These conditions include illnesses

such as asthma or diabetes and extend to ventilator

dependent children and spinal cord injuries. TDI’s and

TDC’s form a subset within the classification of children

with chronic health conditions and are estimated to equal

approximately ten percent (10%) of the children with chronic

illnesses (Hobbs, Perrin & Ireys, 1985).

The increase in chronically ill and technology

dependent children is attributable to improvements in health

care practices and medical technology. In the past,

diseases of childhood were acute and/or infectious. Medical

interventions were limited in their ability to affect the



course or outcome of many illnesses. In the 1960’s,

developments in medical technology led to the

subspecialities of neonatology and pediatric critical care

(Goldberg et al., 1984). These subspecialities have

contributed to the survival of growing numbers of infants

and children (Steele & Harrison, 1986). The improvements in

technological care have enhanced the health of children so

that fewer succumb to illnesses that once caused death

(Liebig, 1988; Wong, 1991). "There are also hundreds of

thousands of children in this country with health

impairments or other disabling conditions who are alive

today because of advances in scientific knowledge and its

clinical application" (Healy, 1982, p. 44). From 1960 to

1980 the number of infants surviving one month after birth

increased from three in ten infants to six in ten, and that

number is expected to increase in the 1990's (OTA, 1987).

The prognosis, morbidity and mortality for most

diseases, illnesses and accidents have been dramatically

altered. This increased survival may require continued

medical intervention and instrumentation with resultant

prolonged or permanent hospitalization. Reliance on the

above mentioned interventions has created the technology

dependent infant or child. Societal and economic trends

have provided some of the momentum toward moving the care of

technology-dependent children from the hospital setting to

the home.



Societal Focus

For the purpose of this discussion "societal focus"

will be defined as occurrences or influences within society

that affect the general population’s expectations of medical

care and how it is provided. These occurrences/influences

can be medical discoveries, such as Penicillin and X-rays,

which each person expects to be provided by their physician

if needed. Or they can extend to specific interest groups

and/or legal action which influence the creation of

governmental regulations, as in the case of the "Baby Doe"

legislation. This section will focus on occurrences in

society which have affected medical care. Governmental

regulations will be discussed in the next section.

One of the influences that affected the movement toward

home care was the poliomyelitis epidemic in the 1950’s.

Regional centers were created to provide care for these

patients while allowing them to remain within their

communities (Goldberg et al., 1984; Steele & Harrison,

1986). Dr. John E. Affeldt, supported by hospital trained

attendants, was able to successfully discharge respirator

dependent survivors of poliomyelitis home in 1953 (Frates et

al., 1985). Along with medicine’s response to the

poliomyelitis epidemic, there had been many improvements in

the areas of sanitation, immunizations and developments in

medical technology. Some of the improvements were: (a) the

provision of clean milk; (b) prophylactic eye treatment for

ophthalmia neonatorum; (c) prophylactic antibiotics to



prevent acute rheumatic fever; (d) the poliomyelitis

vaccine; (e) diagnosis and treatment of a variety of

congenital heart diseases; (f) testing and treatment for

hearing disabilities; (g) drug treatment for tuberculosis;

and (h) an increased focus on the principles of both the

physical and emotional growth and development of children

(Lesser, 1985). These improvements led to further decreases

in the acute infectious diseases and congenital defects that

once caused illness and death. To support the survival of

some of these infants and children various forms of medical

technology were necessary. The idea of moving children

requiring medical technology from the hospital to the home

was further supported by the move toward

deinstitutionalization of psychiatric patients.

Deinstitutionalization was a term first used in 1931 by

Dr. John Maurice Grimes in a report he was forced to have

published privately. The report was based on a study

commissioned by the American Medical Association (AMA) which

looked at 600 of the 631 state mental hospitals. The study

was meticulously performed and the findings presented state

mental hospitals in a very negative light. Dr. Grimes was

fired before the final report was presented due to pressure

from the American Psychiatric Association (APA) (Johnson,

1990). The resultant official report was written by someone

without actual knowledge of the state hospital settings.

Because of the discrepancies between the two reports Dr.

Grimes felt compelled to publish his report privately. In



the private report Dr. Grimes recommended "de

institutionalization", which encouraged the discharge of all

appropriate patients to community psychiatric clinics

(Johnson, 1990, p. 19).

Since that time various reforms for the provision of

care to psychiatric patients continued to occur. In the

1960’s a combination of community mental health movements

and legislation which enabled the development of community

mental health centers supported the trend toward

deinstitutionalization (Talbott, 1978).

During this same time period the civil rights movement

which identified discriminatory practices toward all

minorities, was occurring. Some authors believe this

movement was the major impetus for handicapped people to

gain civil rights (Bricker, 1989). With the rights accorded

to handicapped persons came the rights accorded to

handicapped infants and children. One of the major foci of

these rights is the ability of handicapped infants and

children to have access to the least restrictive

environments (Bricker, 1989).

The term least restrictive has been interpreted in many

ways. When the term is used in reference to handicapped

children’s education needs it refers to the rights of these

children to be educated in public school settings when

possible (Bricker, 1989). When applied to infants and

children requiring technological medical interventions the

term "least restrictive environment" was assumed to be that





of the home rather than an institutional setting (Palfrey,

et al., 1991).

In conjunction with the civil rights and

deinstitutionalization movements research studies provided

information on negative effects that, which even short term

hospitalization had on children (Bowlby, 1969: Robertson,

1958). The effects identified were depression and

withdrawal. In the public sector, the research information

of Bowlby (1969) and Robertson (1958) added support to a

growing movement away from hospital care toward home care of

technology-dependent patients. This focus developed from

the assumption that it would be easier for patients to

recuperate in the comfort and security of a familiar place,

as well as from data suggesting that home care would

decrease the psychosocial negative effects occurring from

extended hospitalization (Smith, Giefer & Bieker, 1991).

Accompanying this belief was the thought that care at home

was a humane, dignified, appropriate and cost-effective

alternative to institutional care for technology-dependent

infants and children (Halamandaris, 1986/87; Lange, 1986).

The trend toward keeping infants and children in their

homes is a good goal, but as with any generalization this

goal may not be good for all children and/or families. As

previously stated the trend toward home care was seen as

supportive to human dignity, psychosocial well being, and

the positive growth and development of children. While

these ideals are still espoused, economics appear to have a
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greater influence on the discharge of a TDI or TDC from the

hospital to home. A large percentage of children’s health

care dollars are spent on a small number of children with

severe impairments and most of those dollars are for the

provision of hospital care (Newacheck & McManus, 1988;

Perrin, 1987). One way to cut high hospital costs is to

move the TDI or TDC home (Perrin, 1987). What seems to be

happening as more of the TDI’s and TDC's are sent home is a

lack of appropriate financial and psychosocial support for

the families of these children (Gale, 1989; Newacheck &

McManus, 1988).

OV t nd Economic eSSUlreS

The U. S. government has been receptive not only to

society’s objectives for home care, but to improving medical

care overall. During the late 1800's childhood began to be

viewed as "a period of struggle for survival" (Lesser, 1985

pp. 733). In conjunction with this view emerged the concept

of childhood being a time of growth and development. This

idea was in contrast to the more popular view of children

being chattels or little adults (Lesser, 1985). President

Taft signed the first bill establishing a Children’s Bureau

on April 9, 1912. The purpose of this bureau was to

investigate the welfare of children throughout the nation

and to report its findings.

Under the auspices of the Children’s Bureau the first

public health grants-in-aid program was enacted. The

program known as the Sheppard-Towner Act existed for eight



years and ended in June of 1929 (Lesser, 1985). The act

helped to improve the health care of mothers and children by

supporting birth registration, state hygiene divisions, and

development of permanent maternal-child health centers

(Lesser, 1985).

Birth registration provided for improved record keeping

about children in the USA and their health. Thus children at

risk for higher mortality rates could be identified and

analyzed. This allowed for the study and discovery of ways

to decrease the mortality rate for some of these children.

The state hygiene divisions provided preventive health

services and education for parents to assist them in

adopting basic concepts and procedures for child hygiene.

The next step in governmental supports for the care of

children was Title V of the Social Security Act. Title V

was enacted in 1935 as a continuing legislation with no time

limit. The purpose of Title V was to provide federal funds

which supported comprehensive state programs for mothers and

children. Within Title V were the three grant-in-aid

programs of Maternal and Child Health Services, Services for

Crippled Children, and Aid to Dependent Children. Funding

under Title V not only provided for improved care to

targeted populations but allowed for research to identify

and develop methods to further enhance medical care.

Even though great strides were made in the provision of

support and care to mothers and children under Title V,

mental health was one area not addressed until 1957. At
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this time $1 million was appropriated to the Maternal and

Child Health portion of Title V for demonstration programs

for mentally retarded children (Lesser, 1985). An addendum

to Title V, Public Law 88-156, enacted in 1963 by President

John F. Kennedy provided many improvements in the research

and care of children with mental retardation. Some of the

changes seen in the care of mentally retarded children, such

as children with Trisomy 21 (Down’s Syndrome), included

community based support programs so more of these children

remained at home rather than in institutions. Over the next

several years Congress continued to make legislative changes

to Title V. The changes provided funding to improve the

health of the nations youth by creating Children and Youth

Projects which focused on their special needs. In order to

prevent discrimination based on a person’s disability,

section 504 of the Rehabilitation Act of 1973 (P.L. 93-112)

was enacted.

In 1979 a document was released by the Department of

Health, Education and Welfare, describing strategies to

reduce death and illness (Burkett, 1989). Specific goals

were set, with the improvement in infant and child mortality

as the outcome. In my experience the improved technology

has also allowed infants and children to go home with

medical technology rather than remain hospitalized.

In 1982, C. Everett Koop, Surgeon General and Deputy

Assistant Secretary of Health of the United States, convened

a workshop to understand and develop strategies to meet the
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needs of children with handicaps (U.S. Department of Health

and Human Services, 1982). Because it would have been too

difficult to develop strategies for each handicapping

condition the ventilator-dependent infant/child’s specific

problems were the focus of workshop participants.

Hospitalized ventilator dependent children were identified

as a very vulnerable population due to the psychological

damage caused by prolonged hospitalization (Aday & Wegener,

1988; Kaufman & Hardy–Ribakow, 1987). The workshop

participants also anticipated the ability to extrapolate the

findings to all handicapped children.

During the workshop three functioning programs for the

care of ventilator-dependent children at home were

presented. The Pennsylvania Program presented by Dr.

Kettrick, the New York program presented by Dr. Lee, and the

Illinois Program presented by Dr. Goldberg. The success of

each of the programs seemed to be dependent on the parent’s

desire to take their child home with a ventilator. In

conjunction with parental desire was the presence of someone

responsible for overseeing progress of the discharge plan,

coordination of funding sources, and acquisition of supplies

and personnel.

Each of the presented programs found improvement in the

children’s health status after the ventilator-dependent

children were discharged home. The children seemed to

develop fewer infections while in their own homes.

Improvement in developmental progress appeared to occur more
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rapidly for the children at home. And some of the children

were able to be weaned off of the ventilator.

The Surgeon General’s Workshop resulted in seven

recommendations which have helped to shape future

legislative actions. The recommendations were as follows:

(a) "define the scope of the problem"; (b) "develop model

standards"; (c) "develop systems of regionalized care"; (d)

"improve financing of care"; (e) "identify areas of abuse

potential"; (f) "incorporate into training curricula

principles of care for children with disabilities"; (g)

"support research in the care of children with disabilities"

(U.S. Department of Health and Human Services (DHHS), 1982

p. 50).

Since the workshop, some of the legislative changes

have taken the form of individual waivers to state Medicaid

programs which affect the financing of health care for

children with disabilities. The waivers allowed children to

maintain eligibility for Medicaid coverage when discharged

home. Medicaid coverage allows an otherwise uninsurable

child to receive needed medical care at home. Without this

coverage payment for necessary care and equipment would have

fallen to the family at the time of discharge from the

hospital. The costs of the TDI’s or TDC's care might have

quickly stripped the family of financial resources or

prohibited the child from being discharged.

Two other incidents in 1982 led to attempts at

governmental regulation. They were the births of two
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handicapped babies. Both are referred to as Baby Doe to

protect their families’ anonymity. The first child was born

with Trisomy 21 and esophageal atresia. The parents decided

not to have the esophageal atresia corrected so the baby was

unable to feed and eventually starved to death. There was

much controversy and several attempts at court intervention

during this case but the court upheld the parents’ decision.

At the same time many disability rights and pro-life

groups were lobbying to get Washington to create a bill

which would address the issue. During this activity and

shortly after the death of the first Baby Doe a second Baby

Doe was identified with several congenital anomalies. In

this case the family had refused a surgical repair of a

myelomeningocele. On April 30, 1982 President Reagan sent a

memo to the secretary of the Department of Health and Human

Services (HHS). The memo directed the secretary to notify

all federally supported hospitals that they would be in

violation of Section 504 of the Rehabilitation Act of 1973

if they withheld a service from any handicapped person

(Lyon, 1985).

This memo eventually led to the Baby Doe regulations in

March of 1983. These regulations among other things

required the posting of a sign in all federally funded

delivery rooms, nurseries, maternity wards and pediatric

units. The poster was to state, "DISCRIMINATORY FAILURE TO

FEED AND CARE FOR HANDICAPPED INFANTS IN THIS FACILITY IS

PROHIBITED BY FEDERAL LAW." (Lyon, 1985, p. 41). Included
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in the poster was an 800 phone number for people to call if

they suspected care or food were being denied an infant or

child.

The regulations created many investigations into what

later were determined to be false alarms. On April 14, 1983

U.S. District Court Judge Gerhared Gesell struck down the

Baby Doe regulations. This was due to a legal challenge

brought by the American Academy of Pediatrics, the National

Association of Children’s Hospitals and the Children’s

Hospital National Medical Center in Washington. Even though

the "Baby Doe" regulations were struck down, changes did

occur. Physicians became less willing to use conservative

treatment rather than heroic, in an effort to avoid

attention from advocates and legal challenges (Fox, 1993).

In addition many hospitals developed committees to review

decisions made by families and physicians for persons with

severe disabilities (Fox, 1993). And legislatively in 1990

the Americans with Disabilities Act was passed. This act

extended the civil rights laws and their protection to all

disabled persons. Thus infants born with severe

disabilities would be provided fair and equitable care.

This is not to say this was not the case previously, but the

presence of these safeguards now may assure anyone who has

COIT Cern S.

In conjunction with governmental changes, economics has

also played a major role in the trend toward home care of

technology-dependent infants and children. At times the
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economic factors created the environment which led to some

of the legislation. Escalating hospital costs created a

movement in the 1980’s toward the development of cost

containment measures by third-party payers (Liebig, 1988).

One measure was the advent of Diagnosis Related Groupings

(DRG’s), which cut cost by reducing the length of hospital

stays. Prolonged care of a technology-dependent infant in

an Intensive Care Nursery (ICN) can reach over one million

dollars in 20 months or less (Aitken, 1989). This trend

makes home care for technology-dependent infants and

children increasingly attractive.

For many insurance programs, one million dollars is the

maximum amount of money the company will pay over a person’s

lifetime. In addition, most insurance programs will not

provide insurance for pre-existing conditions. Therefore, a

TDC can quickly become uninsurable and dependent on state

and federal governments for continued medical care. These

facts have provided motivation for families and insurance

companies to seek less costly alternatives to hospital care.

Home care has been seen as one alternative. HOme Care

costs are usually less than hospital costs because the

family provides the most expensive services, housing and

nursing (OTA, 1987; Wong, 1991). By exercising this option

families could extend medical insurance payments for the

child’s intensive medical care.

Another area of savings for the third-party payer is

their tendency not to fully reimburse all of the services
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needed to provide complete home care. This again shifts the

burden of responsibility to the family (Fields et al.,

1991). This shift of responsibility may mean either that a

child will not be discharged home due to lack of resources,

or the family will not be able to purchase the required

item(s) or service(s), while the child is in the home.

To provide more financial support, Congress, in 1981,

enacted a law that created the "Medicaid Home and Community

Based Waiver Program" (Fields et al., 1991; Leonard, Brust &

Choi, 1989). This new law provided criteria for

determination of eligibility based on the child’s income and

not the parent’s. Thus children who had no other source of

medical insurance, would be covered by this program. In

addition to the above waiver program the Supreme Court

decision, Irving Independent School District vs Tatro,

further delineated the rights of technology-dependent

children living at home (Bricker, 1989; Palfrey et al.,

1991). The rights provided were that technology-dependent

children had the right to live at home, to attend school,

and to have nursing procedures provided when necessary

(Palfrey et al., 1991).

The advances in medical care have created an ever

growing population of children dependent on medical

technology (Liebig, 1988; Haddad, 1987; Hobbs, Perrin &

Ireys, 1985; OTA, 1987). With the increase in technology,

third party payers must pay for increasing health care

costs. At the same time, those payers are also expected to
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decrease costs in an effort to meet the demands of the

current economic climate and cost containment measures. One

way that third party payers have used to decrease hospital

costs is to return technology-dependent patients to their

homes (Leonard, Brust & Choi, 1989; Liebig, 1988). By

encouraging home placement of these patients, the families

then take on many indirect costs such as nursing care

provided by family members and out-of-pocket costs for

medical needs not provided by other financing sources

(Salkever, 1985). Thus, third party payers achieve cost

containment.

The decrease in health care costs and the public’s

advocacy for deinstitutionalization are sound reasons to

continue the trend toward high-technology home care. But

research is also needed to gain a better understanding of

all the issues that surround the provision of high

technology home care. Some of the areas for research are

the ethics of home care for the TDI/TDC, quality of care,

effects high-technological care has on families and

alternative settings for the care (Liebig, 1988).

Several forces have encouraged the transfer of care for

the technology-dependent infant and child from acute care

facilities to the home. Improved technology and scientific

advances have combined not only to support these children’s

survival but to make it possible for them to be taken home

(Goldberg, 1984; Healy, 1982; Lesser, 1985; Steel &

Harrison, 1986). The advances in medicine have contributed
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to the increasing costs of medical care and thus some of the

economic pressures to find alternatives to acute hospital

care for these children (Leonard, Brust & Choi, 1989;

Liebig, 1988; Salkever, 1985).

In addition the civil rights movement and the trend

toward deinstitutionalization combined with the research of

Bowlby and Robertson identifying the psychological effects

of depression and withdrawal resulting from the

hospitalization of infants and children further justified

the movement of care from hospital to home (Bowlby, 1969;

Bricker, 1989; Johnson, 1990; Robertson, 1958; Smith,

Giefer, & Bieker, 1991; Talbott, 1978). Add to the above an

evolving belief among medical practioners that home care was

a more humane alternative to institutional care

(Halamandaris, 1986-87; Lange, 1986). All of these combined

to support the trend toward home care of the TDC and TDI.

The convening of the Surgeon General’s workshop in 1982

which identified the needs of the ventilator-dependent child

and high-lighted their ability to be safely cared for at

home helped to turn national focus in this direction.

Presently, there is inadequate health care available for the

nation’s children (Gale, 1989). The costs of caring for

chronically-ill children are high, both financially and

emotionally. When a child’s family is on public assistance,

other forms of financial support for needed medical care are

eliminated (e.g., private insurance, and self pay).
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For families who have other pay options, often the

resources available are not adequate. One example of

limited resources is respite care. Most insurance Companies

will not pay for any type of child care that allows the

parents time away from child care responsibilities for

themselves. Depending on the illness, a Licensed Vocational

Nurse (LVN) or Registered Nurse (RN) may be required to

provide the care a TDI or TDC needs. The cost of these

types of caretakers may financially prohibit the parents

from paying for the services out of pocket. Thus a resource

that would provide time for parents to see to their own

emotional needs is eliminated.

If a child is sent home and the family is not able to

financially shoulder the entire burden of home care, this

could lead to unnecessary hospital readmissions of the

child. For example, during my clinical residency at

Children’s Hospital Medical Center of Northern California in

the summer of 1991, an infant was readmitted from the

emergency room for severe dehydration. The baby had a

severe intestinal malabsorption problem and could only eat

one very expensive formula. The mother relied on the

"Women, Infants, and Children" (WIC) program to get formula

for her baby. WIC did not provide the needed type of

formula, so the mother fed the baby the formula provided by

WIC. The baby could not tolerate the formula, became ill,

and was readmitted to the hospital in critical condition.

This is only one example of what can happen when the family
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is not able to handle the financial burden of a TDC or

chronically ill child at home.

Only a few studies have been conducted to gain

understanding of the mother’s experiences and needs when

providing care for a TDC. More research is needed to

assess specific effects on care givers with extended periods

of responsibility and the extent to which interventions such

as respite care have positive outcomes (Liebig, 1988). This

further research is also critical because it is not enough

for the TDI/TDC to thrive and do well at home if other

family members are harmed or neglected (Wong, 1991).

As pediatric nurses we are trained to care for the

whole patient and his/her family. Our research into home

care of the technology-dependent child will not only focus

on the child, but also on the parents’ and siblings’ needs.

As the research progresses, an attempt should be made to

develop theory, so fact can be distinguished from pseudo

fact (Ellis, 1968). From a theoretical basis appropriate

interventions could be developed and tested. This would

allow for the direct and safe application of discovered

interventions to be used in practice.

It is for the above reasons this descriptive

exploratory study was undertaken. After many years of

caring for premature infants and assisting in the discharge

planning of TDI's, the realization that my knowledge stopped

at the point of discharge became very apparent. The

literature review undertaken to try and gain understanding
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of the phenomenon of home care of the TDI/TDC identified the

fact that research in this area was limited. Thus in an

effort to fill in some of the gaps in current research

twenty mothers of TDIs were interviewed in their homes.

The next chapter will provide an overview of the

available research on technology-dependent infants/children

and home care. Following chapters will provide a

description of this research project and its outcomes.
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CHAPTER 2

The Experiences of Mothering in Unusual Circumstances

Mothering as defined by Ruff (1990) is: "verbal and

non-verbal actions that indicate a mother’s sensitivity to

her infant’s cues, ability to alleviate distress, and the

ability to foster cognitive, social and emotional growth"

(pg. 55). Kaplan (1986) defined mothering as a more general

term used to describe the early care children receive from

an interested caregiver. It is not necessary for the

caregiver to be the biological mother. Wilson (1978)

believed mothers provided warmth and nurturant care to a

dependent child.

All three of the above definitions describe intuitive,

supportive, and anticipatory behaviors a mother would have

toward her child. These behaviors occur naturally under the

ideal circumstances of a normal, desired, uncomplicated

pregnancy and delivery. A mother would draw on her

experiences of being nurtured and supported as a child

(Wilson, 1978). "Mothering" behaviors would then flow from

a mother’s past experiences.

It is easy to identify positive maternal behaviors and

activities. They are those behaviors performed by a mother

in response to her baby’s/child’s needs and cues. Some of

the behaviors are the provision of a safe and nurturant home

environment. Others happen when the mother identifies the

child’s emotional needs and attempts to meet them.

Sometimes the mother may base her response on cues from
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her child that are not well defined. Because of the bond

between mother and child the mother’s responses

appropriately meet the child’s needs. Some believe these

behaviors will lead to a child that develops into a well

adjusted, productive adult (Ruff, 1990).

The experiences of mothering in unusual circumstances

will be described. There are many situations that could be

defined as unusual. The research areas to be presented are

the experience of caring for a technology-dependent child in

the home, and the experience of mothering a child with

chronic illness conditions. As with Burke and Roberts

(1990), I found research which focused on chronically ill

and/or technology-dependent children and their mothers

limited. Therefore the literature review was expanded to

view research focusing on both parents or families, not just

mothers. What was also discovered with this expansion was

that many research article titles listed families or parents

as the research subject but the mother often was the person

completing the research protocol.

When a child needs to go home with medical technology

it is usually an event unanticipated at the time of

conception and delivery. Not only does the mother have to

learn to respond appropriately to her baby’s cues, she must

also learn to respond to medical technology that assists in

the child’s survival. Caring for a child who is using

medical technology increases the responsibilities and the

number of cues to which a mother must learn to react.
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Mothering a child living with a chronic illness also

necessitates increased maternal knowledge. First the mother

must learn to respond appropriately to her baby’s signals.

If the child has a chronic illness, the mother must identify

signs and symptoms related to her child’s illness. Along

with identification of the illness, appropriate responses to

treat the illness must be learned and performed. If the

mother does not learn how to react to her child’s symptoms

of illness, the child’s well-being may be jeopardized.

In addition, a trend to limit hospitalization of

children and to provide home care for technology-dependent

children has been present since the 1960’s and has led to

increasing numbers of children being sent home with medical

technology. Some of the support for this trend came from

research performed by Bowlby (1969) and Robertson (1958).

Both researchers identified hospitalization as a cause for

the expression of "separation anxiety" in children. They

hypothesized that prolonged separation produced the

following three stages of separation: (a) protest, (b)

despair, and (c) detachment. The escalating responses to

separation are not permanent. But the level of response is

dependent on the length and type of separation the

infant/child has from the family (Kaplan, 1986).

Experiences in providing care for technology-dependent

children and the research on children’s growth and

development support the attitude of my colleagues that it is

"better" for the child to be cared for in the home. When
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asking nurses and doctors, "better for whom"? the response

is usually "for the child and the parents". But this

response is not based on research.

The performance of this literature review had a dual

purpose. The first was to identify research which focused

on the home care of chronically ill and disabled children,

home care of infants and children with medical technology,

and their families’ experiences when providing home care for

these children. The second goal was to determine if having

a technology-dependent child in the home was "better" for

the mother. The results of studies identified will be

presented in the areas of family experiences with home

technology, the experience of mothering a child at home on

technology or with chronic illness conditions, and stress,

coping and social support.

Family Experiences with Home Technology

Black, Hersher, and Steinschneider (1978) conducted a

retrospective, descriptive study on the impact apnea

monitors had on family life. Data were collected using a

twenty-nine item questionnaire. Eighteen interviews were

taped, analyzed and used to develop the questionnaire.

Each parent was asked to answer the questionnaire

separately. Questionnaires were returned by 31 mothers and

27 fathers, yielding data on thirty-two children.

Findings indicated that having a child in the home on

an apnea monitor was an isolating experience; increased

fatigue and tension were felt, and mothers were the persons
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most affected. There were also problems with the monitor

itself. For example the alarm level was too low to be heard

throughout the house. Other problems included: (a) no way

of detecting an electrical current failure; (b) breakage of

lead wires; and/or (c) difficulty with electrode placement.

Furthermore, there was no backup power source and the false

alarm rate was inordinately high. Based on the results of

this study, three recommendations were made. They were to

provide families with professional counseling services,

qualified baby-sitters, and opportunities for meetings with

other parents. Further research is needed before the

efficacy of these recommendations can be determined.

This is an important study, in that it is based on the

increasing numbers of patients sent home on apnea

monitoring. A theoretical perspective is not presented, nor

is a description of data analysis. The data analysis

information would explain how the repeated measures were

handled. Even though the couples were requested to fill-out

the questionnaire separately, no indication is presented

that the couples followed directions. The authors

acknowledge the lack of control cases as a limitation of the

study. Of course, a descriptive study of this type may not

need control cases.

Scharer and Dixon (1989) devised a semi-structured

interview guide for their study of families with ventilator

dependent children. Screening by use of pre-established

criteria was performed to determine the ten families to be
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interviewed. Interview data were analyzed using content

analytic techniques. Content validity of the interview

guide was assured by giving the parents an opportunity to

comment on any areas that were not covered by the

questionnaire. The interview guide was then refined based

on parental responses. Reliability was assured by having

parents, not interviewed, who met the criteria read the

results of the study. Subsequent agreement of the not

interviewed, reading parents with the study results

supported the reliability of the interview guide. The

categories of barriers, resources, and parenting emerged

from the data. These identified categories can be

investigated in future research to explain family management

of chronic illness and disability. If the above categories

were to remain salient in future research efforts, they

could lead to the generation of a set of theoretical

propositions. If the theoretical propositions are

integrated into a framework that accounts for the phenomenon

of families caring for ventilator-dependent children a

grounded theory would be developed.

Cain, Kelly, and Shannon (1980) studied the feelings,

perceptions, and reactions to stresses, as well as the

satisfactions parents had while their child was on

electronic monitoring. Data were collected through

structured interviews. The theoretical basis for this study

was the stress and adaptation model. The sample was

recruited from the patient population enrolled in a support
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program provided by the Children’s Services at Massachusetts

General Hospital. The unstated purpose of the study was to

determine the effectiveness of the hospital’s support

systems. The results indicate that the support system

helped to alleviate some of the stress families felt.

Leonard, Brust, and Nelson (1993) performed a study

which looked at parental distress when caring for a

medically fragile child at home. Fifty-seven families were

recruited from the states of Iowa and Minnesota. All of

these families were caring for children in their homes who

would have been hospitalized or institutionalized without

home care availability.

No clear theoretical base was identified for this

study. The authors did present the fact that previous

studies have found, "parents with chronically ill children

experience psychological distress, therefore parents with

medically fragile children may be at greater risk for

psychological distress" (pg. 22). They also presented as a

further rationale for the study that "parents’ psychological

status is crucial to home care’s success" (pg. 23).

Although quantitative measures and tests were used, this

study is truly a descriptive study rather than experimental

or quasi-experimental.

For the study purposes a convenience sample of families

was used without a control group or presentation of

interventions. The study used the Brief Symptom Inventory

(BSI) to measure the dependent variable of psychological
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distress each parent was feeling. The BSI is a 53-item

inventory where individuals rate levels of discomfort

experienced in the previous seven days.

The first independent variable was the functional level

of the child. The Functional Level Score was determined

based on a form developed by a Minnesota agency. It was a

fourteen item list focusing on activities of daily living,

ranked from 1 (independent) to 5 (dependent).

This form was completed by either a public health

nurse, a case manager, or a mother. A subset of these forms

was later completed by a masters-level trained nurse

unfamiliar with the children. A Pearson’s correlation

coefficient of 0.83 between the two sets of forms attests to

interrator reliability. The Functional Level Form was

created to assess the dependency level of adults in long

term care settings. Thus the dependency rating may be a

function of the child’s age and not the disability. The

authors felt a determination of illness severity could be

gained when the results of this test and the other measures

were combined.

The second independent variable of "Technological

Dependence" was based on the groups identified by the Office

of Technology Assessment (pg. 24). "Diagnosis" was the

third independent variable and was based on the most

affected bodily system. There was no indication of how this

determination was made. The final independent variable was

calculated "Home Care Hours".
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A questionnaire was used to gather the data on family

demographics, the child’s medical condition, and the nursing

care hours. This information allowed for the determination

of diagnosis, home care hours, and technological dependence.

Least-squares multiple linear regression was used for data

analysis. Mothers and fathers were analyzed separately

because their global BSI scores were not independent.

Findings indicated that 59% of the mothers and 67% of

the fathers had distress symptoms which indicated a need for

psychiatric interventions. These percentages are quite high

and especially noteworthy is the fact that 75% of all the

families had at least one parent in need of psychiatric

intervention. This is the first citing of these types of

findings in the literature. Further research is needed to

see if the results are consistent.

The mothers’ and fathers’ distress were associated with

increased family responsibilities of various kinds. The

conclusion of this study, "that health professionals should

advocate for families with medically fragile children by

increasing appropriate support services" (pg. 29), is

premature. More studies need to be performed to determine

what are the appropriate support services the families need.

Wasserman’s (1984) study on the impact of

monitoring in the home was prospective and included 14

families. The study was supported by the Pediatric

Pulmonary Laboratory (PPL) at Massachusetts General

Hospital which has an established support program.
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Data were collected over five years through a psychiatric

interview process.

Wasserman recommended the use of a "monitoring team" to

provide support to the families with children at home on

apnea monitors. Only two members of this team were

identified, the psychiatrist and a social worker. The

investigator stated that all families in the PPL were

referred to community visiting nurses but did not indicate

whether nurses were part of the "monitoring team".

This study identified four phases the parents

experienced while their child was on apnea monitoring at

home. The phases were doubt/acceptance,

dependence/frustration, discontinuance, and late effects (p.

3.25). Several elements comprised each of the phases.

The first phase of doubt/acceptance comprised

difficulty sleeping, close watching of the monitor for

potential failure, and close observation of the infant to

assure continued breathing. During the second phase of

dependence/frustration the parents "uniformly reported

frustration and irritability related to the demands of

monitoring and the limitations placed on them" (p. 325). In

addition the mothers felt isolated due to the responsibility

of monitoring. The third phase of discontinuance had 7 of

the families stopping monitoring immediately upon the

recommendation of the PPL. The remaining seven stopped

monitoring over a period of 1 week to 5 months. There

appeared to be no relationship between how rapidly
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monitoring was discontinued and the severity of the apnea

during monitoring. Finally the fourth phase, late effects,

identified 8 families who felt closer as a result of the

monitoring experience while 5 marriages ended in divorce.

In addition all of the families found monitoring to be a

financial burden which for some of the families persisted

after the monitoring was discontinued.

The focus of the study was on the psychological

responses parents and siblings had to apnea monitoring in

the home. This study needs to be replicated using a larger

sample to see if the effects and psychological problems

presented are consistently seen in the same numbers as

reported.

Ruben, et al. (1982) conducted a retrospective

study of home care of pediatric tracheostomy patients.

The children and families who participated were part of a

home care program established at the Albert Einstein College

of Medicine. Ruben stated, "The management of these infants

and children requires the coordination of several health

providers, including the pediatric otorhinologist,

pediatrician, inpatient and outpatient nursing services, and

social workers" (p. 633). The study findings supported the

idea that children with tracheostomies can be successfully

cared for in the home.

Leonard, Brust, and Sielaff (1991) conducted a quasi

experimental study with 31 families. The purpose was to

determine the number of nursing hours a TDC received and to
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identify what factors were the basis for the hours of

nursing care. The dependent variable was the average daily

care hours and the four independent variables were: (a)

Severity of medical condition, (b) family’s ability to care

for the child, (c) availability of community services, and

(d) funding sources.

The study methods were clearly delineated. The 31

families involved in the study were comprised of the

following: 15 families receiving funding from the Minnesota

model waiver program and 16 families receiving funding from

other sources (i.e. private insurance, HMO's). Data was

gathered through structured interviews. The information on

nursing hours, the dependent variable, was manipulated by

dividing the total nursing received by the number of days in

that month to provide a standardized average for each

family’s daily use.

The independent variable, severity of medical

condition, was determined by assessing the level of

technology the child used and the child’s prognosis. The

prognosis was assigned by case managers and dichotomized as

either having hope or not having hope for improvement (p.

240). The authors hypothesized the more severe the child’s

condition the more nursing hours the family would receive.

The families’ ability to care for the child was based

on how many parents were present in the home, mothers

employment outside of the home, number of siblings, income

level, and educational level. It was hypothesized the more
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demands placed on a family (i.e. single parent, siblings,

mother’s employment outside the home) more nursing hours

would be received.

The third variable of community services was based on

whether the child lived in a rural or urban community. The

authors suggested that a rural setting would have access to

fewer nurses, therefore a decrease in nursing hours would be

Seen .

Finally the fourth variable, funding sources, was based

on third-party payers (Medicaid, HMOs, private insurance).

It was hypothesized that most third-party payers are under

budgetary constraints so that nursing care hours would be

limited. But because of the Medicaid model waiver program’s

ability to provide for services not normally funded (i.e.

environmental modifications), it was anticipated that

patients on this program would receive increased nursing

Care hours.

Analysis was performed using t-test or chi-square to

compare the independent variables with high (13-24, n=16) or

low (0-12, n=15) nursing hours. The two variables of

higher-income families (P = 0.009) and ventilator assisted

children (P = 0.03) achieved significance at P = 0.05 when

comparing high nursing hours to low nursing hours.

Further analysis was performed using multiple

regression techniques to determine the association between

the dependent and independent variables. Three independent

variables were identified as being significantly different
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from 0 at the P × 0.05 level. There was a decrease in

nursing hours seen with two-parent families, lower-income

families, and families with younger children.

Findings from this study indicated that home care hours

were determined by family factors rather than medical

factors. Furthermore, two-parent families received fewer

nursing hours and the mother’s employment status was not an

influence. This seemed related to the expectation that both

parents would provide care for the child. Families with

younger TDC’s received fewer nursing hours. This finding

may be due to two influences. One influence was the

assumption the smaller size of the younger child makes

providing care easier. The other influence is society’s

continued bias that mothers are expected to stay home and

care for young children.

Finally, increased nursing hours were received by

families with high income levels. Part of the increased

number of nursing hours may be directly related to the

family’s ability to pay for any increased services the

family felt they needed. The other reason an increase in

nursing hours were seen may be due to the family’s higher

level of education and sophistication. With higher

education may come the self-confidence, knowledge, and

ability to challenge the medical and funding systems to

obtain what is needed from these sources.

The findings from this study contribute to the practice

of nursing’s body of knowledge on home care of TDC's. It



36

identified areas that should be considered for further study

and raised some ethical questions, such as whether it is

appropriate for the provision of nursing care hours in the

home to be influenced by family factors instead of the

child's medical needs. Basing decisions on medical needs,

with consideration given to family factors, would be a more

objective basis on which to provide nursing care hours.

Thomas et al. (1992) conducted a structured interview

study of caregivers, providing care for persons requiring

ventilatory support (VS). The stated purpose for the study

was "to explore the needs of family members involved in home

care of persons receiving VS" (p. 180).

The study participants were a convenience sample

obtained through contacting four durable medical equipment

(DME) companies. The 44 participants were responsible for

providing day-to-day care for a person receiving ventilatory

support. The two variables studied were functional ability

of the ventilator-supported person and caregiver needs. The

functional ability was assessed with a tool developed by the

investigators. The functional abilities identified were:

(a) communication, (b) ambulation, and (c) activities of

daily living. The VS person’s mental status was also

determined. The instrument has a Cronbach’s Alpha of 0.91.

A 77-item questionnaire to determine caregiver needs

was developed from a literature review. Content validity

was established by using the participants from the needs

tool development survey, in conjunction with two nurse
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educators and a clinical nurse specialist. A pilot study

was conducted using four caregivers who did not participate

in the final study. Test-retest reliability of the needs

tool was 0.7 with 83% agreement from time 1 to time 2.

Even though this study focused on adult patients the

results are salient for the identification of home

caregivers’ needs. Many of the needs identified matched

those discovered in the Wingate and Lackey (1989) study.

This supports the supposition that the needs of in-home

caregivers are similar between those providing care for

cancer patients and those providing care for adult patients

receiving ventilatory support. With further research it may

also be found the same needs are present for both adults and

children.

Wingate and Lackey (1989) conducted a descriptive

exploratory study by interviewing thirty-three participants.

The purpose of the study was to determine the "need (s)" non

institutionalized patients with cancer would have. Also the

study investigated what "needs" caregivers for these same

cancer patients would have. The convenience sample of

individuals were divided into three groups of 10 patients, 9

nurses, and 14 caregivers.

All subjects received "Garretson’s Object Content

Test". This is an unstructured, self-administered paper and

pencil test. There are twenty numbered blanks on each form

and one appropriate question. The cancer patient received

the following questions: "What are my needs as a cancer
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patient?"; "What are the needs of the person caring for

me?". The caregiver received these questions: "What are

the needs of the cancer patient?"; "What are my needs as the

person caring for a cancer patient?" Finally the nurse

received the following questions: "What are the needs of

the noninstitutionalized cancer patient?"; "What are the

needs of the person caring for the cancer patient?" Along

with the test a demographic data sheet was sent through the

mail, which they were asked to complete and return. After

the mailing, telephone contact was made to arrange a home

visit for retrieval of the materials.

Content analysis was performed to consolidate the 622

responses generated. The responses were further divided

into 7 patient care need categories and 8 caregiver need

categories. The categories are presented in Table II.

No effort was made by these researchers to quantify the

importance of the needs of the three groups. Nor was there

always congruence between the three groups’ assessment of

the needs of the patient or the caregiver. The role of

rurse, caregiver or patient affected which needs were

identified as being present in the other two categories.

The term "need" is also not defined, so it may not have

rmeant the same thing to each of the respondents.

This study identified and begins to define the term

*"need" and what it means for families caring for cancer

Eatients at home. It also delimited variables that could be

classified as needs. Future studies would be useful to
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determine if the needs identified by this study are

consistent across all primary care givers for cancer

patients and to see if the same or similar needs would be

identified for other types of patients cared for at home.



Table 1

Patient Need Categories & Care-Giver Categories

Patient Needs

Number of Responses Percent

Psychological 156 43. 6

Physical 88 24.6

Information 37 10. 3

Legal/financial 20 5. 6

Household management 18 5

Spiritual 17 4. 7

Other 22 6.2

Total 358 100

Care-Giver Needs

Number of Responses Percent

Psychological 78 29. 5

Household management 49 18.6

Information 47 17.8

Respite 33 12.5

Legal/financial 22 8. 3

Spiritual 11 4.2

Physical 10 3. 8

Other 14 5. 3

Total 264 100
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Stevens (1990) conducted an exploratory study for the

purpose of comparing what fathers and mothers considered

stressful about caring for an infant on cardio-respiratory

monitoring. The study also elicited what strategies the

mothers and fathers used for coping with the monitoring

experience.

The study used a nineteen-item semi-structured

interview guide and nineteen-item questionnaire, which used

identical questions as the guide, developed for the study.

The questionnaire was given only to the fathers who were

unable to be present for the in home interviews.

Development of the questionnaire/interview guide was

accomplished through consultation with Dr. Barbara Leonard,

School of Public Health, University of Minnesota and a

literature review of families coping with medically fragile

children in their homes. Content validity was reportedly

achieved by using two experts in the area of family coping

and two parents of a monitored infant.

Content analysis was performed on the transcribed

interviews by the investigator. The results identified five

stressors and ten coping strategies. The five stressors

were identified as: (a) persistent gravity of the situation;

(b) fear of own incompetency to assume "medical/nursing"

care; (c) inadequate respite care; (d) constant fatigue; and

(e) social isolation. The ten coping strategies were

further divided into emotion-focused and problem-focused

coping strategies with social support as the tenth strategy
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used. Emotion-focused coping strategies were distancing,

vigilance, acceptance, affective responses, prayer and faith

in God, and positive self-talk. Problem-focused coping

strategies were problem solving, information seeking, and

controlling the child’s care.

Fathers and mothers used each other for social support

in most cases. In addition mothers found health care

providers and female relatives more supportive than fathers

found them to be. Aside from the support fathers found from

their spouses, more fathers than mothers found social

support from friends and co-workers.

This exploratory study using stress and coping as its

theoretical base provided five stressors and ten coping

strategies which could potentially be translated into

concepts. These concepts could be further used for the

development of a theoretical base from which nursing

practices could be developed for the provision of care for

technology-dependent infants and children when at home.

Fleming et al. (1994) conducted an exploratory quasi

experimental study. The purpose of the study was to gain a

better understanding of the impact children requiring highly

technical care at home have on their families. The study

investigated 848 children and their families. The children

were divided into two "strata" (p. 8). "Strata A"

encompassed children who were dependent on a medical device

for survival. This group was further divided based on the

Office of Technology’s (1987) groupings. These groupings
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are: (a) group I = children dependent on ventilator support

at least part of each day; (b) group II = children requiring

prolonged intravenous support for nutrition or medications;

and (c) group III = children dependent on other medical

devices to support respiration or nutrition. "Strata B"

involved children who were dependent on other medical

devices which replaced or supported bodily functions (i.e.

apnea monitors, renal dialysis, colostomies, etc.).

The study used telephone interviews to gather data in

thirteen cities. The sample selection process was divided

into three stages in an attempt to overcome biases. Once

the list of potential subjects was compiled a packet

describing the study was sent with a return address

postcard. Caregivers interested in participating in the

study were asked to return the postcard with their name,

telephone number and child’s type of dependency included.

The final stage of the selection process occurred when

approximately 40 participants per "strata" (p. 8) per region

were selected.

The caregivers were contacted by telephone to arrange

an interview time. At the time of the interview, a guide

which had been previously pilot tested, was used in

conjunction with two published scales. The scales used were

the "Impact on Family Scales" and the "Center for

IEpidemiological Studies Depression Scale (CESD).

The "Impact on Family Scale" focuses on the four

<■ imensions in family life of finance, social/familial,
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mastery, and personal strain. It was designed to measure

what affect a child with a chronic condition has on its

family. Analysis of the data in 209 cases suggest the scale

is gathering data on the construct it is designed to

I■ leaSUlre.

The CESD is a 20-item scale developed to assess

symptoms of depression that have occurred over the previous

seven days. The frequency of each symptom is also

determined to achieve a summary score ranging from 0 to 60.

Reliability for this measure was reported at an alpha of

- 85.

The third variable investigated was the child’s level

of development. This was based on the caregiver’s opinion

or, if available, the opinion of a health professional. The

question posed was whether the child was as developmentally

advanced as other children in the same age group.

The "Impact on Family" scale was analyzed using one-way

ANOVA F tests. The results showed the means varied for

financial burden, family/social impact, and personal strains

(p = .0001). Fisher’s least significant difference

procedure was used to further analyze these results.

In the area of financial burden, Fisher’s procedure

found the means for families with vital function (VF)

children (10.3) and ventilator dependent (VD) children

(10.8) were significantly smaller than the means for

families with children on supportive devices (SD) (11.5) and

intravenous support (IV) (11.8). In the area of family
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social impact, the mean for families of VF dependent

children (21.6) was significantly smaller than the mean for

families of VD children (24.1), the mean for families of SD

children (24.8), and the mean for families of IV children

(25.0). Finally in the area of personal strains, the mean

for families of VF dependent children (15.7) was

significantly smaller than means of families with VD

children (17.2), SD children (17.6), and/or IV children

(17.8).

The results of this study found that children who were

ventilator-assisted/dependent or were on intravenous therapy

had a negative impact on the family both socially and

personally. They also created a financial burden for their

families. Children whose vital functions were being

monitored, while they did not seem to cause a burden on the

family were the least likely to be at the appropriate

developmental level.

One of the conclusions presented by the investigators

to explain the decreased development seen in children on

supportive devices is that they are deprived of intellectual

stimulation. While this may be true the child’s actual

diagnosis and prognosis may also be a factor. It was not

clear whether other mitigating circumstances could have

played a part in the child’s overall development.

An additional conclusion for this study was the fact

that ventilator-assisted/dependent children and those with

intravenous support impacted the families the most. This
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result may be due to the fact that equipment for these

children is expensive and often their mobility is limited.

One suggestion presented by the investigators to help

alleviate some of the personal strain felt by the parents

would be the provision of affordable respite services.

These services would allow families time away from the

constant vigilance these children often require.

This study presented a wealth of information that can

be used when discharge planning for TDC's and TDI’s. But it

does need to be repeated using a different population. The

majority of the participants were white and middle-class.

The results for financial burden and depression might be

different in a population that lacks the support of private

insurance or may be more isolated from the social world.

The previous studies have investigated the affect

caring for a technology-dependent person at home has on the

patient’s family. Some investigators have found the mother

to be the person most affected by having a TDC or TDI at

home (Black, Hersher, & Steinschneider, 1978). Therefore

literature which focuses on the mother’s experiences when

providing home care will be presented next.

Maternal Experiences Caring for Children with Chronic

Illness or Home Technology

DiMaggio and Sheetz (1983) conducted a concept analysis

to discover common "concerns" mothers had while taking care

of a child on home apnea monitoring. The investigators

developed two research tools, an open-ended questionnaire
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and a checklist of concerns classified according to four

categories. The categories are the following: (a)

alteration of lifestyle to accommodate a new member, (b)

using a monitor and understanding cardiopulmonary

resuscitation, (c) learning to care for and establishing a

relationship with the infant, (d) the mother’s physiological

restoration.

The research questionnaires were not tested for

validity and reliability. Additionally the sample size of

29 mothers may have been too small to facilitate

generalizability. Nevertheless, the identified concerns

match Black, Hersher and Steinschneider’s (1978) with the

addition of the following: (a) demands of other children,

(b) emotional tension, (c) time for personal needs, (d)

feeding issues, and (e) the ability to perform CPR. No

theoretical rationale for this study was presented.

Wills (1983) conducted a descriptive exploratory study

based on the question, "What are the concerns and needs of

the mother caring for an infant with a tracheostomy during

the first 7 months following discharge from the hospital to

home?" (p. 92) The semi-structured interview with eight

mothers lasts between one and one-half hours to two and

one-half hours. Wills elicited 267 concerns and needs that

were divided into two major categories, biological and

psycho-social concerns. The biological concerns encompassed

physiological functions of both the baby and other family
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members. Psychosocial concerns related to emotional and

behavioral responses of the infant and other family members.

Aside from the issues raised that were specific to care

of a tracheostomy tube, the concerns expressed were similar

to those delineated in both the Dimaggio and Sheetz (1983)

and the Black, Hersher and Steinschneider (1978) studies.

There was no report of efforts made to test the

questionnaire for validity or reliability. There was no

indication of a performed pilot study, nor of the findings

being presented to the mothers interviewed for validation of

the researcher’s understanding. How the results were

analyzed is unclear and no theoretical focus for question

development is explicated. The investigator does indicate

that the small sample size hampered generalizability and

that the study should be replicated.

Nuttall (1988) conducted a study of maternal responses

to home apnea monitoring. Seventy-four mothers were

interviewed using a thirty-eight item semi-structured

Parental Experiences Interview Guide (PEI). This tool was

developed specifically for the study. The mothers included

in the sample were 96% Caucasian, with 82% of the sample

being Mormon and the mean level of education 13 years.

Establishment of interrator reliability at 90% was through

analysis of 15 videotaped interviews and agreement on

content analyses of the 74 transcribed interviews. The

purpose was presented within the first three paragraphs of

the article and was to describe types of "upset" mothers
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experienced when caring for an infant on apnea monitoring.

Nine categories were developed to describe the areas of

maternal "upset" reported. The areas were the following:

(a) management of technical aspects of monitoring, (b)

effects on the family, (c) support, (d) stress, (e) feelings

about monitoring, (f) concerns for the infant, (g)

suggestions for other parents, (h) unresolved problems, and

(i) unhelpfulness of health professionals.

Every facet in this study was clearly delineated, so it

can easily be replicated. One of the threats to external

validity was the retrospective nature of the interviews.

The mothers were interviewed after their child was no longer

being monitored, so their responses were of remembered

experiences and feelings rather than actual. Also only

mothers who care for infants on apnea monitors were

interviewed. This study should be repeated for mothers who

have children with other high-tech equipment in their homes

and are of other ethnic, educational, and religious

backgrounds. Replication of the study with a more inclusive

sample would increase generalizability. A prospective study

would provide information from the parents while the

feelings and concerns are current.

The previous three studies focused specifically on the

mother, her concerns, and experiences when caring for a TDC

or TDI. The results of each study were similar though

different terminology was used. For example Nuttall (1988)

used the term "upset", while DiMaggio and Sheetz (1983) and
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Wills (1983) used the term "concerns". A further study

would be helpful to clearly define the meanings of the words

used so it could be determined if in fact the results are

the same.

Stress, Coping and Social Support

When a mother gives birth to an infant who is not what

had been anticipated, a myriad of feelings will be

experienced. These feelings may include shock, grief,

disbelief, anger, guilt, sadness, and anxiety (Cooper, 1991;

Johnson, 1979). The normal mother-infant bonding may be

delayed due to the infant being removed to another hospital

(Johnson, 1979). When the child becomes medically ready to

go home, the emotional life of the parents may remain a

roller-coaster ride of stress levels (Feinberg, 1985).

Ray and Ritchie (1993) performed a quasi-experimental

study to "examine parental coping with varying degrees of

caregiving burden" (pg. 217). Twenty-nine primary

caregivers for children ranging in age from three months to

sixteen years were used in this study. All but one of the

study participants were the mothers of the children and all

of the children were at home with some form of medical

technology. It is unclear who the twenty-ninth caregiver

Was .

The theoretical framework of coping for this research

was clearly identified as being based on the works of

Lazarus and Folkman (pg. 217). The study sample was

obtained from a target population who had apparently agreed
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to the release of their telephone number to the research

team. It is unclear who comprised this population. Equally

unclear is what inclusion criteria was used by the home care

coordinator to identify potential study subjects. Once a

list was compiled one of the authors randomly telephoned

parents on the list to solicit their participation in the

study.

Semistructured home interviews lasting up to 3-1/2

hours were performed. The interviews were audio-taped and

transcribed for analysis. The parents were also asked to

complete three standardized tools to elicit the following

factors: (a) level of burden, (b) duration of care, (c)

perceived stressfulness, and (d) coping.

The Coping-Health Inventory for Parents (CHIP) is a

list of forty-five coping strategies specific to caring for

a chronically ill child. The parents select which of the

strategies they use and then rate them for their helpfulness

on a scale of 0 to 3. The CHIP is further divided into

three subscales derived through factor analysis. The first

sub-scale encompasses family integration, cooperation, and

optimism. It has an alpha coefficient of .79. The second

sub-scale has an alpha coefficient of .79 also and

encompasses social support, esteem, and stability. The

final sub-scale has an alpha coefficient of .71 and

encompasses the areas of medical communication and

consultation.
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The Clinician’s Overall Burden Index (COBI) was used to

define the differences between the child’s illness care and

well care. The weightings on the COBI were developed using

104 health care professionals. The alpha coefficient for

this tools is . 70. Finally an unsegmented visual analogue

scale was used to determine the parents’ perceptions of

stress for the current week.

Data analysis was performed using Pearson’s correlation

coefficient and regression analyses. Content analysis was

performed on the transcribed interviews. The results of

this study found that "intermittent predictable breaks in

caregiving may facilitate coping and decrease stressfulness"

(pg. 224). These results reinforce the findings of Leonard,

Brust, and Nelson (1993). The studies presented provide

valuable information, but they focus on pre-set theories and

may be missing some of the mothers’ actual experiences of

caring for TDC's and TDI’s at home.

Geary (1989) conducted a longitudinal, exploratory,

triangulation study ". . . to describe patterns and changes in

social supports in a stressed population and to determine

the influence of monitoring on the lives of the individuals

in the sample" (p. 120). Two questions were to be answered

by this study. The first was to describe the experience of

mothers monitoring apneic infants. The second question was

to identify the changes in social supports over time.

A convenience sample of 20 mothers were identified for

this study. All of the mothers were enrolled in a monitor



--



53

teaching program and were being followed by the program’s

staff. In addition each had a full term infant being

monitored, were caucasian, native English speakers with at

least an eight grade education, and had no children who died

of sudden infant death syndrome (SIDS).

To elicit experiences the mothers had while monitoring

their child each was interviewed a total of three times by

the investigator using an open-ended guide developed for the

study. The mothers also completed the Inventory of Socially

Supportive Behaviors (ISSB) before all three interviews and

the Norbeck Social Support Questionnaire (NSSQ) before the

first two interviews to ascertain levels of social support.

The mothers involved in the study had infants who were

hospitalized while participating in a monitor teaching

program. Unclear from the information provided are the ages

of the infants at the time of discharge, how long they had

been hospitalized, and/or the reason for cardio-respiratory

monitoring. Each one of those factors could have an effect

on the mothers’ feelings of stress and what type of social

support was available to them.

An open-ended interview guide was developed for this

study by the investigator based on prior experience with

similar patients. Content validity was provided by unnamed

"subject matter experts" (pp. 120). The interview guide was

also pilot tested by three women for face validity and

adequacy. Who the women were and whether they had monitored

infants was not identified. The initial hospital interviews
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were all conducted face-to-face and audio-taped. Interviews

at two weeks and two months were also audio-taped and

conducted face-to-face for five of the mothers. The rest

were conducted over the telephone. The author states there

was no difference in the quality of information gained by

the two methods. How the determination of "no difference"

was made isn’t indicated.

Content analysis was used to identify ten coping themes

in the interview data. Reliability was provided by using an

independent rater. Agreement between the investigator and

the independent rater on the themes identified ranged from

80% to 90%. The ten themes identified were: (a) discussions

with others, (b) resolve, (c) possible death of the baby,

(d) defining the experience, (e) health of the baby, (f)

questioning why this happened to them, (g) demands and

changes resulting from the monitoring experience, (h)

fitting the monitor into their lives, (i) managing the

monitoring experience, and (j) time perspectives.

Social support was measured by the ISSB and the NSSQ.

It was found that support came mainly from family relatives.

Eighty percent of the mothers identified one female relative

who was an "ally" (pp. 121) in the care of the child. The

ISSB provided a global measure of how frequently the mother

felt she received social support from the people in her

network. This measure had a test-retest correlation of

r (69) = 0.882. The NSSQ measured social support the mother
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believed was potentially available to her. This measure had

a test-retest reliability ranging from 0.85 to 0.93.

The investigator reported that at two weeks post

hospitalization half of the mothers had stable or increased

ISSB scores and this number decreased to 43% at two months

post-hospitalization. They hypothesized the reason for the

decrease is that the mother was spending most of her energy

coping with caring for the monitored child and that she did

not have the additional energy needed to communicate

effectively with her support network. The mothers who

received the most support had smaller networks with a

greater percentage of family members. The smaller more

intimate networks possibly allowed the family members to see

what the mother’s support needs were, rather than relying on

her verbal requests.

This study had some very interesting results. The

identification of specific stressors and the coping

strategies mothers use when caring for monitored infants

could help guide nursing practice. This information could

help nurses develop discharge plans to address specific

problems the mothers will face when taking a monitored

infant home. This study does need to be repeated with not

only an increased number of mothers in the study but a wider

variety of ethnic and economic diversity which would help to

assure the generalizability of the findings.

Phillips (1991) performed a descriptive study which

focused on discovering if "chronic sorrow" was present in
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three mothers caring for children with different types of

chronic illness. Chronic sorrow was described by Olshansky

(1966) as an emotional response that remains with the

parents throughout the life of the child.

The stated purpose of the study was, "for further

validation of chronic sorrow in mothers of disabled

children" (Phillips, 1991 pg. 111). A convenience sample of

three mothers caring for children ages one, four, and seven

was selected. The chronic illnesses observed were: (a) one

child severely affected by a near-drowning experience, (b)

one with multiple congenital abnormalities, and (c) one with

pseudo-obstruction.

Participant observation and informal interviews were

used to gather data. The researcher visited the mothers in

their homes two hours a week for six weeks. The types of

questions asked during the interviews were presented. Data

analysis was performed using the "notation system of

Schatzman and Strauss (1973)" (pg. 116).

Phillips (1991) presented as the results of this study

that chronic sorrow was not present in all mothers of

chronically ill or disabled children. For chronic sorrow to

occur the mother must feel a sense of hopelessness regarding

the child’s progress, cure, or normalcy (pg. 117). Time is

also an important factor. The mother has to come to a

realization of the permanence of the condition. A mother

who does not believe her child’s condition is permanent will

never feel hopeless. In addition, denial can prohibit the
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awareness that leads to development of the phenomenon of

chronic sorrow.

The theoretical basis for this study of chronic sorrow

was based on the research of Olshansky (1962); Damrosch &

Perry (1989); Wikler, Wasow, & Hatfield (1983); Fraley

(1986); Young (1987) and Buschmann (1988). The additional

focus of definition and measurement was stated (pg. 115).

How Ms. Phillips arrived at her conclusions of : (a) Time

being a crucial factor in the development of chronic sorrow,

(b) certainty and permanence of the condition, and (c)

denial precluding the development of chronic sorrow, were

unclear. The mothers interviewed had been caring for their

children’s chronic illnesses anywhere from one to seven

years. There was no indication at what point chronic sorrow

became present. A similar problem is seen regarding her

conclusions about certainty, permanence and denial. If the

children whose mothers were interviewed had more closely

resembled each other in types of illness, length of illness,

and prognosis the conclusions would have been better

supported.

More research needs to be performed in the area

focusing on the experiences of mothers caring for

technology-dependent children at home as well as children

with chronic illnesses. There are increasing numbers of

studies to be found in the literature now. But most of them

stem from preset theories such as stress and coping. While

this information is important and beneficial, it does not
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get knowledge from the mothers without a preset theoretical

focus and/or possible bias. More qualitative research needs

to be performed so a better understanding of the phenomenon

of caring for a TDC at home can be gained. Also as

previously mentioned, the question of how mothering is

provided in these unusual circumstances needs to be studied.

The number of children at home with chronic illness as

well as technology-dependent children is increasing (OTA,

1987). For nurses to provide effective care and support to

mothers with these children at home more research needs to

be done. At this point the nursing profession still does

not know enough about these mothers’ lives. The outcome of

increased research would provide a beginning theoretical

base. The development of a theoretical base would lead to

identification of nursing interventions that could be

tested. The interventions discovered and tested would lead

to more consistent and effective care for mothers in unusual

mothering situations.
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CHAPTER 3

Technology-Dependent Children and Their Mothers: A Grounded

Theory Approach for Understanding

Methodology

The transferring of medical technology to the home is a

very new phenomenon. Research into the area of home care

for the technology-dependent infant (TDI) is limited. This

limitation would suggest the use of qualitative research

methods to better understand the phenomenon of caring for a

TDI in the home. Qualitative methods produce descriptions

of the phenomenon under study that are deeply rooted in the

phenomenon. The qualitative tradition found in nursing

science can most easily be traced back to sociological and

anthropological beginnings with their focus on cultural and

social realities as experienced by the people. Data are

collected while the researcher is in the setting as the

phenomenon occurs. This experience is referred to as being

"in the field". The resultant data are richly saturated

with pertinent information that might not have been

discovered in the more formal setting of a laboratory.

Nurse researchers have found two types of data gained

with qualitative research methods useful. The first type of

data is an explication of the health/illness experience from

the patient’s perspective. This information provides the

nurse with a clearer understanding of the patient’s view

point, because the patient’s own thoughts and words are

used. Enhanced knowledge allows the nurse to assist the
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patient with care needs in a more sensitive manner. The

patient-sensitive care occurs because it is based on needs

identified by the patient.

The second type of data are the conceptualizations

gained using qualitative research methods. Use of the

identified concepts and constructs will allow for the

development of nursing theories (Aamodt, 1983). The

resultant theories will be most useful when guiding

development of patient care interventions. The

interventions developed and tested would be derived directly

from the patient perspective.

Using qualitative research methods for studying home

care of the TDI will provide valuable data to increase the

body of nursing knowledge. With the focus on mothers who

provide care for their technology-dependent infant in the

home, information gained will be well grounded in the

mothers’ experiences. Knowledge of this kind can lead to

the development of interventions more in-line with the

mothers’ perceived needs. This is a move away from the

current practice of discharge coordinators and insurance

companies dictating what support, if any, a mother will

receive (Leonard, Brust, & Sielaff, 1991). It is assumed

the above decisions are based on the company

representatives’ past experiences and not on the mother’s

experiences and needs.

This chapter will describe the constant comparative

analysis techniques utilized in grounded theory research.
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In addition, how these techniques were put into practice as

well as how participants were inducted into this study will

be described.

There are many qualitative methods which could be used

to study mothers caring for TDI’s in their homes. The

choice of method should be based on the desired outcome

(Stern, 1994; Strauss & Corbin, 1994). The constant

comparative methods used in grounded theory were chosen

because it requires direct contact with the participants.

This contact was essential so a more thorough description of

the mothers’ experiences could be presented. In addition

many authors feel this method matches the profession of

nursing’s unique focus of providing humanistic and holistic

care (Atkinson & Hammersley, 1994; Benner & Wrubel, 1988;

Bowers, 1988; Chenitz & Swanson, 1986; Holstein & Gubrium,

1994; Oiler, 1986; Omery, 1983; Swanson-Kauffman &

Schonwald, 1988).

Grounded Theory and Constant Comparative Methods

The methodology for grounded theory research was

developed by Barney Glaser and Anselm Strauss in the 1960’s

(Glaser & Strauss, 1967; Strauss, 1991; Strauss & Corbin,

1991). The purpose was to allow for the development of

theory that was supported by data obtained through

qualitative research methods. Quantitative research methods

select a theory and then search for data that supports or

refutes the theory (Chenitz & Swanson, 1986; Habermann

Little, 1991; Strauss & Corbin, 1991). Grounded Theory is a
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systematic research approach that answers the question of

what is happening within the phenomenon and generates the

theory based on that answer (Habermann-Little, 1991; Lackey,

1991; Lackey, 1992; Murdaugh, 1989; Stern, 1987; Strauss &

Corbin, 1991).

Unlike other qualitative research methods, grounded

theory was developed specifically for theory generation

(Murdaugh, 1989; Strauss, 1991; Strauss & Corbin, 1991;

Strauss & Corbin, 1994; Wilson & Hutchinson, 1991). In

addition, when performing grounded theory research, a

researcher may use a literature review before the research

is undertaken, to identify gaps and variables that need

further study (Lackey, 1992). It is important to remember

that the literature review is not for theory identification,

but provides a direction in which to focus. More frequently

the literature review occurs after the researcher has

entered the field to clarify and refine developing ideas

(Charmaz, 1990; Simms, 1980; Strauss & Corbin, 1991). The

resultant theory emerges from the data rather than the data

being made to fit an existing theory.

The purpose of this research was to provide a rich

description of mothers’ experiences caring for TDIs at home.

To this end the constant comparative method of analysis

(Strauss & Corbin, 1994) used in grounded theory research

was felt to be the most useful. Continuous analysis allowed

this researcher to change and formulate new questions in an

effort to gain complete understanding. When the new
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question(s) were asked, the responses provided by the

participants increased the richness of the data gathered.

This process leads to a richness of concept development and

relationships known as "conceptual density" (Strauss &

Corbin, 1994).

The constant comparative method was utilized from the

very beginning of the research process. Field notes were

made regarding any of my experiences, such as gaining entree

to the research informants, environmental descriptions, etc.

These are notes I made and maintained throughout the whole

experience. All information was considered data and used in

analysis. Aside from the interviews of the informants,

field notes provided additional data for analysis.

I also performed Memoing. This was done to keep track

of ideas and thoughts during the analysis process. The

memos related to ways of viewing or interpreting the data.

Keeping memos made following the progression of the data

analysis easier. Memos also allowed for the return to

previously raised thoughts and ideas that might have been

lost if not documented in memos. This information was also

used to trigger alternate directions to be studied. By

continuing to pursue the answers to the many questions

raised and using the memos as a mapping system the resultant

description will be most complete.

Coding, another step in the process, identifies ideas

that are the same, but expressed by the participants in

different ways. An effort was made to determine if the
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individual codes found were related in such a way that they

could be considered as part of the same family. When the

individual codes were considered to be part of the same

family, then they were used to define a more abstract

descriptor, the concept. A family of concepts could be

considered to be a construct and the blend of several

constructs which describe a phenomenon are the basis of a

theory.

One other step used in constant comparative analysis

process which helps to assure the developed theory is

completely based in the phenomenon is participant

validation. When new ideas or themes emerge, the researcher

returns to the field asking questions to verify and clarify

her/his understanding. In some circumstances the researcher

may return to the field to try to dispute the findings

(negative cases). This process of analyzing data, returning

to the field for confirmation, and then reanalyzing the data

continues until theoretical saturation is accomplished.

Saturation occurs when each time the researcher returns to

the field to gather more data, the data obtained produces

the same information. This is the point when all identified

themes and codes fit within previously established

constructs. These constructs are the basis of a theory.

It is important to note that though the above steps are

listed in an order, they are not performed in a linear

fashion. The investigator moves back and forth among the

processes until theoretical saturation is accomplished.



65

Since the purpose of this research study was to gain

understanding and not to produce theory, theoretical

saturation was not sought.

As a descriptive exploratory study using grounded

theory techniques of constant comparative analysis, data

collection involved semi-structured interviews, field notes,

and questionnaires. Mothers caring for technology-dependent

infants in their homes were interviewed a minimum of two

times.

Population and Sample

This study used a convenience sample of twenty

participants. The mothers all were caring for a TDI in

their home. Eighteen mothers were biological, two were

foster mothers, and all were English speaking. Clients were

recruited from local nursing registries providing care for

the infants and several hospitals around the San Francisco

Bay Area through snowball techniques.

Design

Contact was made with Nursing registries and the

appropriate clinics at UCSF, who provide services for TDIs.

They were provided with information about the study and

asked to provide a list of client names and phone numbers

fitting the criteria. Client names provided were contacted

by phone and given a description of the study.

For the mothers who agreed to participate, an

appointment for a home visit to perform the interviews and

observations was arranged. At the time of the home visit a
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consent form (see appendix A) and demographic form (see

appendix B) were provided for the mother to complete.

Data was collected from mothers caring for a TDI (s) in

their home a minimum of two times by interviews at least a

month apart. Interviews were audiotaped for later

transcription and conducted using a semistructured interview

guide (see appendix C) developed specifically for this

study. The interview guide was to provide a focus, but free

expression from the mothers was encouraged. The interviews

lasted thirty to ninety minutes.

Demographics

Maternal.

A convenience sample of twenty mothers was interviewed

for this study. The mothers ranged in age from 23 to 54

years old with a mean age of 32 years. Two of the mothers

were providing care for infants in the foster care system.

These infants were not their biological off-spring, nor were

the infants available for adoption. All others were caring

for their own biological infants. Seventeen of the mothers

were married (85%) and living with their husbands (see Table

III). Two mothers lived with boyfriends who were the

fathers of the children. One lived with an aunt and

indicated the father was not involved. Eighteen of the

mothers lived in single family homes (90%). Of the two who

did not, one lived in a duplex and the other in a trailer

park. Thirteen of the mothers (65%) did not work outside of



i.

*



68

Maternal Demographics

Table 2

ID # Mother’s Marital Work Outside Medical
Age State of Home Insurance

1101 34 Married NO Private

1102 27 Married Full-time Private

1103 32 Married Full-time Private

1104 30 Married Part-time Private

1105 27 Married Part-time Medi-cal

1106 32 Married Full-time Private

1107 27 Married NO Medi-cal

1108 41 Married No Private

1109 33 Married No Medi-cal

1110 29 Married No Medi-cal

1111 29 Married NO Private

1112 47 Married NO Private

1113 27 Married Full-time Military
1114 54 Married NO Medi-cal

1115 29 Married NO Private

1116 26 Single NO Medi-cal

1117 28 Married Full-time Private

1118 23 Married NO Medi-cal

1119 31 Single NO Private

1120 Single NO Medi-cal

* = Foster Mother
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Family.

Economically two families (10%) earned under $8,000 a

year, six families (30%) earned between $16,000 and $32,000

a year, five families (25%) earned between $32,001 and

$64,000 a year, four families (20%) earned between $64,001

and $94,000 a year, the remaining three families (15%)

earned over $94,000 a year (see Table IV). For medical care

eleven families (55%) had private insurance policies, one

family (5%) had military insurance, and eight families (40%)

had Medi-Cal (see Table III).

Infant.

There are a total of twenty-five infants enrolled in

the study (see Table V). There are five sets of same sex

twins, one male and four females. There are also two sets

of both sex twins where only the female required medical

technology in the home. There are a total of nine (45%)

females and eleven (55%) males requiring medical technology

cared for by their mothers at home. The ages of the infants

range from 1 month to 35 months at the time of the first

interview. All of the infants enrolled in the study were

the youngest in their families.
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Infant Demographics

Table 4

ID # # of # of Sex Age of Age of
Children Children Infant Infant
in Home in Study Interview Interview

H 1 2

1101. k 3 2 F 2 mo. 14 mo.

1102 k 3 2 M 1 mo. 14 mo.

1103 k 2 2 F 2 mo. 16 mo.

110.4 k 2 2 F 4 mo. 16 mo.

1105 k 2 2 F 4 mo. 21 mo.

1106 k 2 1 F 3 mO. 9 mo.

1107 2 1 F 15 mo. 16 mo.

1108 2 1 M 24 mo. 25 mo.

1109 3 1. M 13 mO. 15 mo.

1110 k 2 1 F 23 mO. 33 mO.

1111 2 1 M 24 mo. 29 mo.

1112 5 1 M 25 mo. 35 mo.

1113 4 1 M 5 mo. 6 mo.

1114 3 1 M 17 mo. 18 mo.

1115 2 1 M 10 mo. 19 mo.

1116 4 1 F 10 mo.

1117 3 1 F 1 mo. 2 mo.

1118 3 1 M 6 mo.

1119 2 1 M 2 mo.

1120 3 1 M 4 mo. 8 mo.

* = Twins
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The infants involved in the study have a variety of

diagnoses as reported by their mothers (see Table VI).

Eleven (55%) were reported to have been born premature, six

(30%) were reported to have Respiratory Distress Syndrome

(RDS), and thirteen (65%) were reported to have more than a

single diagnosis. For a definition of the diagnoses see

Appendix D. Accompanying the multiple diagnoses of the

infants in this study was a variety of medical equipment or

technology. For a definition of the medical equipment or

technology see Appendix E. Sixteen (80%) of the infants

required apnea/bradycardia monitors. Ten (50%) infants

required one form of medical equipment/technology in the

home. Three (15%) required two forms of medical

equipment/technology and the remaining seven (35%) required

three forms of medical equipment/technology in the home (see

table VII).

A brief description of each mother interviewed and the

number used to identify her follows. Included is a

description of the infant(s) for which the mother is caring:

1101 This is a thirty-four year old mother who identifies

herself as Caucasian with Native American and German

heritage. The family constellation includes twin two

month-old girls (study participants), a three-year-old

son, and the husband. They all live in a single family

home. The mother does not work outside the home. The

twin girls were diagnosed with Respiratory Distress

Syndrome (RDS), bradycardia, and apnea.
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Medical Diagnosis
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ID # RDS i : PDA i
.

IVH i
P

FAS

:

TEF NEC i

1101

1102

1103

1104

1105

1106

1107

1108

1109

1110

1111

1112

1113

1114

1115

1116

1117

1118

1119

1120
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1102

1103

1104

This is a twenty-seven year old mother who identifies

herself as Caucasian with Italian, Irish, and German

heritage. The family constellation includes twin one

month-old boys (study participants), an eighteen-month

old son, the husband and a live in baby-sitter who

cares for the eighteen-month-old son. They all live in

a single family home. The mother works outside the

home full-time. The twin boys were diagnosed with

prematurity.

This is a thirty-two year old mother who identifies

herself as Caucasian with a mixed heritage. The family

constellation includes twin two-month-old girls (study

participants), and the husband. They all live in a

single family home. The mother works outside the home

full-time. The twins were diagnosed with RDS, a Patent

Ductus Arteriosus (PDA), prematurity, reflux, apnea and

bradycardia.

This is a thirty year old mother who identifies herself

as Caucasian with Portuguese heritage. The family

constellation includes twin four-month-old girls (study

participants) and the husband. They live in a single

family home. The mother works outside the home part

time. This mother had a double uterus and was pregnant

in both. The first twin was born eight days in advance

of the second infant. The first twin was premature and

had a grade three Intraventricular Hemorrhage (IVH).

The second twin was premature and had reflux.
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1105

1106

1107

1108

This is a twenty-seven year old mother who identifies

herself as Caucasian with Italian, Irish, Norwegian,

and English heritage. The family constellation

includes twin four-month-old girls (study participants)

and the husband. They live in a single family home.

The mother works outside the home full-time. These

infants were born prematurely with RDS and bradycardia.

This is a thirty-two year old mother who identifies

herself as Caucasian with American heritage. The

family constellation includes four-month-old twins (one

boy, one girl). The female is the study participant.

Also included is the husband. The family lives in a

single family home. The mother does not work outside

the home. The infant girl was born premature and

diagnosed with bradycardia while eating.

This is a twenty-seven year old mother who is from

India with an Indian heritage. The family

constellation includes a fifteen-month-old female

infant (study participant), a four-year-old sister, and

the husband. This family lives in a town-house which

is part of campus housing provided for students at the

University of California in San Francisco. The mother

does not work outside of the home. This infant was

born with probable Costello’s Syndrome and severe

tracheomalacia.

This is a forty-one year old mother who identifies

herself as Caucasian with English and Portuguese
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1109

heritage. The family constellation includes a 24 month

old male infant (study participant), a four and one

half year old sister, and the husband. This family

lives in a two-story single family home in a suburban

city of an eastern Bay Area county. This study infant

was born with a tracheal esophageal fistula (TEF),

esophageal atresia, broncho-pulmonary dysplasia (BPD),

a grade three IVH, and prematurity. During his

hospitalization he also developed a feeding aversion,

decreased motility of the esophagus, and developmental

delays.

This is a thirty-three year old mother who identifies

herself as Mexican-American with a Hispanic heritage.

The family constellation includes a thirteen-month-old

male infant (study participant), a twenty-four month

old male infant, a four-year-old female, and the

husband. The family lives in a one story single family

home in an eastern Contra Costa County city. The study

participant was born term but developed necrotizing

enterocolitis (NEC) which necessitated the removal of a

portion of his small bowel.
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1110

1111

1112

This is a twenty-nine year old mother who identifies

herself as Caucasian with an American and Irish

heritage. The family constellation includes a 36 month

old female infant (study participant), her twin

brother, and the father. This family lives in a two

story single family home in an eastern Contra Costa

county city. The female was born with a TEF. During

her hospitalization she developed paralyzed vocal cords

and cerebral palsy (CP).

This is a twenty-nine year old mother who identifies

herself as Caucasian with Indian heritage (from India).

The family constellation includes a 24 month old male

infant (study participant), his five-year-old sister,

and the father. This family lives in a one story

single family home in a south Alameda County suburb.

The infant was born with a heart condition, kidney

dysfunction, and feeding difficulties.

This is a forty-seven year old foster mother who

identifies herself as Caucasian with Irish and Native

American heritage. The family constellation includes a

25 month old African-American male infant (study

participant). There are four additional children in

this family ranging in ages from eight-years-old to

three-months-old. Two of the children are the mother’s

natural children and the other three are foster

children. The family lives in a two story single

family home in a southern Alameda County city. The
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1113

1114

1115

male infant was born with Fetal Alcohol Syndrome (FAS)

and developed sub-glottal tracheal stenosis.

This is a twenty-seven year old mother who identifies

herself as Asian-American with Guamanian or Cianorro

heritage. The family constellation includes a five

month-old male infant (study participant), 24 month old

and four-year-old brothers. Also two grandparents and

the father live in the one story single family home

located in a southern Alameda County city. This male

infant was born premature

This is a fifty-four year old foster mother who

identifies herself as Caucasian. The family

constellation includes a seventeen-month-old Caucasian

male infant (study participant). The remaining family

members are two other foster children nineteen-months

and thirty-six-months-old as well as the husband. They

all live in a one level single family home. This

infant is having difficulties with apnea and reflux.

This is a twenty-nine year old mother who identifies

herself as Caucasian with German and Irish heritage.

The family constellation includes a ten-month-old male

infant (study participant), a four-year-old female, and

the husband. They all live in a small community in

northern California. This was a term infant who

developed a neuroblastoma. He currently requires a

Broviac catheter for chemotherapy.
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1116 This is a twenty-six year old mother who identifies

herself as African-American with a mixed heritage. The

family constellation includes a ten-month female infant

(study participant), her three sisters ranging in age

between 23 months and eight-years-old, and an aunt.

The infant was diagnosed with apnea and reflux.

1117 This is a twenty-eight year old mother who identifies

herself as Mexican. The family constellation includes

a two-month female infant (study participant), ten

year-old and five-year-old siblings, and the father.

This infant was born premature and has bradycardia

related to the premature birth.

1118 This is a twenty-three year old mother who identifies

herself as African-American. The family constellation

includes a six-month-male infant (study participant),

the husband and two other siblings ages three-years and

twenty-four-months-old. This infant has an ileostomy

in place.

1119 This is a thirty-one year old single mother who

identifies herself as African-American and Native

American. The family constellation includes a two

month-old male infant (study participant), a twenty

one-month old sibling, and the boyfriend. This family

lives in a duplex in an East Bay city. This infant was

born prematurely.

1120 This is a single mother living in a trailer park in

northern Bay Area city. The family constellation
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includes the study participant, two siblings and the

father of the study participant. They live together in

a two bed room trailer with a small living room and

kitchen. This infant was born premature. He

subsequently required a tracheostomy. Because of

feeding difficulties he also needed a naso-gastrostomy

tube.

Data Analysis

Constant comparative analysis techniques found in

grounded theory methodology were used for data collection

and analysis. With this methodology’s focus all information

is considered to be data. This ongoing method of data

collection and analysis guided the development of interview

questions and sample selection.

The steps used for analysis of the interview data were

open coding, axial coding, selective coding, core category

identification, and theoretical sampling. This process of

data analysis continued until a dense description of the

phenomenon of mothers caring for TDI’s in their homes was

obtained.
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CHAPTER 4

Results

Several code words were identified using the constant

comparative analysis techniques. The code words will be

presented in the three major categories of mothering, care

giving, and adaptation. Each major category is defined by

using several code words that are descriptive components of

the major category. The definition of the code words is

based on mothers’ use of the words in the interviews.

Example descriptors from the mothers’ interviews will also

be presented to further clarify how the words were used by

the mothers. How the code words and sub-codes work together

to describe mothering a TDI will be presented later in the

discussion chapter.

Mothering

Mothering is the relationship between a woman and an

infant where the woman feels a sense of responsibility, a

desire to protect the infant (advocacy), and an emotional

connection (bonding). These are the three code words that

best describe the major category of mothering.

One of the reinforcing activities that supports the

relationship between mother and baby is the woman providing

care for her infant. As the mother increasingly becomes the

person to supply her baby’s needs she begins to feel

responsible for her baby.

Responsibility: The feeling or belief a mother has that she

is the one who has to take care of the needs of her infant.
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The mother develops feelings that the infant is not only

dependent on her but belongs to her.

Mother’s responses

1102 So it’s just responsibility, is what it comes down
to. You bring 'em into this world and you’re
responsible for them.

1102 Your whole life is basically not for you anymore,
I mean, it is, but your kids are first, especially
when they’re newborns like this.

1104 At home I don’t feel comfortable leaving them
anymore because I know that I’m the one that
they’ve come to depend on.

1119 You know how when you put your own wishes and
wants and whatever else aside to . . . being
selfless, that’s what it is.

As the mother continues to feel a sense of

responsibility she also develops a need to protect her

infant. The need to protect her baby is what leads to a

mother’s ability to advocate for her baby.

vocacy: The desire a mother has to protect her infant.

The mother will not allow others to say or do anything

she feels is harmful to her infant. She will continue to

seek answers or try to get medical care she feels her infant

needs. She may continue to try to pursue and satisfy what

she perceives as her infant’s need in the face of repeated

refusals.

Mother’s responses

1102 Then a few people say like they’re like little
elves. And I say, "No, they’re little babies,
they’re not elves".

1109 Even in the hospital, when I talked to the nurses,
and like the first time he came home, they said,
there’s no way he’ll drink a bottle. He’s gonna
have to be on this tube. . . . but I said oh, no,
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this boy’ll drink a bottle, watch. And the first
day I brought him home, he started drinking the
bottle.

1113 . . . that’s when I went to go see him (the
pediatrician), and I put my foot down, 'cause it
was the third visit, and it’s been going on too
long already, seven days and he’s (her infant)
still suffering, can’t breathe, ... I wanted to see
another doctor. Finally they fit me in to see a
pulmonologist. . . when he heard the baby he said,
"no, this baby went too long suffering like this."

1120 At first I felt like I wished I'd kind of stayed
at home because they were just looking at me like
oh my God. They looked at me weird and then they
were looking at him like oh, the poor thing. And
I kinda got annoyed. I guess that would be the
best way to put it, because like I told 'em, you
know, he’s not sick. He just needs a little extra
help. You know, they understood after I explained
it, but even as I left, you know, they still had
that look in their eyes like, oh, poor sick baby.

Over time the woman and infant learn to respond to each

other in objective and subjective ways so that a bond is

forged which is expected to be permanent. This leads to the

code word Bonding.

Bonding: The emotional connection that occurs between a

woman and her infant.

This connection is fostered by the touch, sight,

smells, and sounds which occur between the woman and her

baby. The development of this connection can be inhibited

or delayed by outside factors which cause a separation

between the woman and her infant.

Within the code word bonding there are three sub-codes

which can impact the mothers’ bonding experience. The three

codes are objective response, intuition, and barriers. Each

of these sub-codes will be described next.
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Obiective response: The observable behaviors of

cuddling, stroking, feeding, diaper changing, etc. that the

mother performs for her baby.

These activities are usually in response to a cue from

the baby that is recognized by the mother. These cues may

be readily

smiling.

recognized such as crying, cooing, grimacing, and

The cues may also be so subtle that the mother may

respond without knowing why or to what she is responding.

Mother’s responses

1102

1104

1109

1117

. . . nurturing and comforting and being their
friend and taking care of them, being a mom. . .

... they’re skin to skin and you have that eye to
eye contact, to me that’s like the bonding. Right
when you just know that there’s a connection
there.

... I like dancing around with 'em and watching
their Disney movies with 'em.

Taking care of a child, loving it, bonding with
it, bonding is what really comes to my mind with
mothering.

Intuition: Feelings that a mother may have about a

situation or about the health of her infant.

The mother often cannot explain why or how she has the

feelings she is experiencing, but she will act on her

feelings until the problem is resolved.

Mother’s responses

1101

1105

. . . a mother can actually come in and calm a
situation. . . with her voice, or just by holding
* em.

I just think that there’s like a bond, that they
know and I know we have . . . almost a spiritual
thing, a spiritual bond. . . . It’s just a strong
love, a concern.
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1109

1114

He wasn’t running a fever. I couldn’t see
anything. I could see it in his eyes, he didn’t
look like himself. . . . by the time I got him to
Children’s from here, he had a 105 temperature.
He was delirious.

. . . that’s where you get the emotion . . . it’s
something that builds. It’s not like you bring
home a baby, oh, this is an adorable baby and you
suddenly are attached to it. It’s a growing
thing, the kids grow on you.

Barriers: These are obstacles which from the mother’s

perspective keep her from being as close to her baby as she

would like.

Barriers can occur in many forms. One of the commonly

expressed forms is that of the hospital experience and

visitation rules the mother must follow which limit the

amount of time or access the mother has with her baby.

Another barrier is the one in the home environment where the

mother must perform certain house hold tasks which again

limit the amount of time the mother can spend with her baby.

Mothers responses

1101

1104

1108

1116

... I don’t have the time to sit and hold them all
day, and mother them, and nurture them, and cuddle
with them. ... that time is really limited.

You don’t get to be a mom of a preemie (when
they’re in the hospital) . . . you don’t get to go
in there and hold 'em and tell 'em that
everything’s gonna be okay . . .

A lot of the nurses, especially at first, I was
not comfortable with because I felt like they were
being too mothering, they were taking my place as
a mother, they got to feed him, I would have to go
in and ask if I could feed him.

. . . * cause I wasn’t able to sit there and hold her
all the time or play with her because she had to
be on the monitor, and the monitor had to be
plugged into the wall. So mostly she would just
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lay in the crib or I’d bring the crib out here and
she’d just lay in the crib.

The women in this study identified three major

categories as being salient to their being able to mother

their infants. By using the mothers’ own words and thoughts

these categories have been described. How these categories

work together to explain the accomplishment of mothering a

technology-dependent infant will be discussed later in the

paper.

But it is important at this time to point out that

these mothers over time viewed behaviors related to the

technology of their infants’ as part of their mothering

behaviors. This surprising discovery will also be discussed

more fully later. Next the codes related to care giving

will be presented.

Care Giving

To best understand care giving there is both the act of

care giving and the person who is a care giver. These two

subcategories will be explained using the mothers’ own

words. The act of care giving will be presented first.

Care giver will be presented second with the three

identified sub-code words which help to explain the

subcategory.

The Act of Care Giving

The act of care giving can occur in a variety of

locations such as hospitals, day care centers, schools, and

the home. As the term applies to infants, and in particular

technology-dependent infants it includes those behaviors
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which support the well being, growth, and development of the

infant. The activities range from diaper changing and

bottle feeding to dressing changes and tracheostomy

suctioning.

Mother’s response

1103 . . . making sure that the environment is nurturing
and safe, and you’re just taking care of the
person’s needs, everything, totally, the food, the
clothing, the environment, all of that

1104 I just feel like they got care giving in the
hospital and I was there visiting in a kind of
care giving fashion.

1106 Care giving to me is more maybe the same things as
mothering, same job as far as changing and feeding
'em without maybe caring what they become in the
future, or maybe more of a clinical word.

1109 Well, I guess that comes along with the cooking
and the bathing and drying 'em after and gettin'
their pajamas ready and making sure that they have
everything that they need.

are Gi

The care giver is a person or persons who provides care

for another person. As described by the mothers of this

study the care giver could be anyone including the infant’s

mother that provided the above mentioned care activities.

There were three sub-code words which when defined by using

the mothers’ own words best describe a care giver. The

three identified sub-code words were time, emotion, and

person.

Time: This is one of the factors which affect the

relationship developed between the infant and their care

giver.
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One of the properties of time is duration. The

duration of the relationship between infant and care giver

can vary from short, to long, to permanent. When the

relationship is expected to be permanent a mothering

relationship tends to develop. The other property of time

seen in this research was that of contact. The amount of

contact a care giver could have with an infant varied from

occasional, to frequent, to constant. When the care giver

had constant contact with the infant this also led to the

development of mothering behaviors.

Mother’s responses

1104

1106

1108

1118

. . . you go in, you put time in, and meet the
babies’ needs, but that’s not any kind of
mothering or bonding and that’s kind of what it
was like in the hospital.

But basically they were there, there were three
different shifts and the people had 'em from
whatever time to whatever time, and that was more
care taking.

. . . and care givers will come and go. And the
extra affection that he gets from the care givers
is good for him and for me, because it helps both
of us.

... if it’s just a care giver and the baby's
crying, the care giver may feed 'em and give 'em a
bottle and put 'em right back down. The mother’s
gonna hold 'em, talk to 'em, coo with 'em, make
sure, make him feel that he’s loved and not think
that she may be spoiling him.

Emotion: This is a feeling that is present when a

person approaches a care giving task.

The words used most frequently by the mothers were love

and bonding. The mothers indicated the presence and

strength of the above feelings as what made mothering
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different from care giving. It is important to remember

that others may also have these feelings for the baby but

the intensity is greater for the mother.

Mother’s responses

1109 . . . there’s a whole different feeling in caring for
one that’s your own as opposed to caring for one
that’s not your child.

1112 ... there have always been those families that were
known to give good care, but there was something
missing. The emotions are missing.

1115 I think in care giving you can get away with not
having all the emotional attachments. You can
detach yourself and just take care of their
immediate physical needs.

1117 Someone who doesn’t really love you, but let’s say
has a really good heart and has some feelings
towards you, some compassion, they like you, so
therefore, they’re there for you, but they don’t
really have that love for you.

Person: The people involved in the TDI’s life who

provide care in a variety of ways.

People who were identified by the mothers of this study

as care givers were varied. Some mothers considered

themselves care givers. Included with the mothers were the

father, nurses, grandparents, foster parents, nannies, baby

sitters, and aunts. The mothers who felt they were also

care givers indicated that while a mother could be a care

giver, a care giver was not always a mother.

Mother’s responses

1101 I think anybody can be a care giver.

1102 Care giving is maybe a baby sitter or grandma and
grandpa coming to care for the baby and do the
normal changing, feeding, I mean still loving inna
kind of way but not mothering.
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1107 Care givers are good and I admire them. It’s a
great thing they’re doing but it’s not the same as
a mother, what a mother gives to her child.

1110 But once she became very ill, and we had the
nursing care, at that point there was a
difference, ... between the word care giver and
mother, because then I was just her mother, and
the nurses were her care givers.

Care giving encompasses the act of providing care to a

technology-dependent infant and the person who provides that

care. The act of care giving is individualized for each

infant. The amount and type of care is dependent on the

baby’s technological needs. Who the care givers are is also

determined by the infants’ technological needs. What

distinguishes the mother from other care givers is the

relationship she has with her baby.

The relationship the mother has with her baby is

considered to be permanent in duration and her contact with

her baby is constant. The relationship she develops with

her infant is one of love and responsibility. A bond is

developed.

Even though a bond may develop between the baby and

other care givers this bond is not as strong as the one

between mother and child. Based on the study results the

factors which affect the relationship between the baby and

other care givers is the duration of the care giving and the

amount of contact. In the case of the mother duration is

permanent and contact is constant. In the case of all other

care givers duration varies from short to long and contact

can be from occasional to frequent. Further discussion of
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these properties will be presented later. Finally the code

of adaptation will be presented.

Adaptation

Adaptation is an action, behavior, or alteration in

established routine (s) each mother and/or family has to

undertake to accommodate the introduction of the TDI and

their medical equipment or technology into the home. In

support of this definition of adaptation there were five

code words gleaned from the mothers’ interviews. The five

code words identified the conditions and experiences which

led to the mothers’ adaptation. The code words discovered

were fear, trust, control, change, and isolation. Each of

the code words is defined based on how the mothers used the

words during the interviews. Excerpts from the mothers’

interviews to further clarify the code words will also be

presented.

Fear: A sense of anxiety about having the medical equipment

and/or the infant in the home.

Fear is an emotional response the mothers had to the

prospect of taking their technology-dependent infant home.

The anxiety and stress the mothers felt was intense when the

infant(s) was (were ) first discharged home. The level of

fear would then diminish the longer the infant was cared for

at home.

Mothers’ responses

1104 At first it was scary. As much as I wanted 'em to
come home, I was terrified. Especially Janet, who
was coming home with oxygen. Not for canula or
anything, just the blow-by with the feedings
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'cause she was having a lot of reflux. So in the
hospital she would be feeding and then she would
just be blue. Didn’t cough, didn’t anything, just
a real good case of reflux, and I just imagined
this child turning blue at home and I thought oh
my god, you know, so I was real nervous, but just
once you got through the first couple days it was
Okay.

1106 But we have gotten used to it. So you know now
when you pick her up, just be careful of it, and
we don’t panic when it goes off anymore 'cause we
know. You can look and know when she’s having a
brady, so we’re here and go, that’s not real, and
she’s sitting - she wouldn’t have a brady right
there. She only has 'em when she eats. So if it
goes off in the middle of the night now I don’t
panic. I go, oh gee, she’s twisting around, she’s
rolling all over her bed, and I go in and fix it.
But it’s annoying that it has to happen.

1116 At first I was scared. And then I depended on her
(the public health nurse) to come, and when she
said she wasn’t coming anymore, I was like oh God.
I was really scared. But I dealt with it the best
way that I could. It’s just a scary feeling, when
she was smaller, every time the monitor went off
it was scary.

1117 It was scary. For some reason it was very scary
to me. I was hoping that I wouldn’t have a use
for it (an apnea monitor). I asked for it for
reassurance only, and when it started working,
obviously I didn’t need the machine to tell me she
was having apnea episodes or bradys. I could see
when she was blue and she couldn’t breathe. But
it was scary, because I kept thinking, why am I
having her be on the monitor. She should be at
the hospital. She shouldn’t be here with me. But
at the same time, it was reassuring to me, because
there would be times when I would have to go to
the shower and there was no one there with me, and
I would leave the door open to the bathroom to try
to hear the beep if it would go off. But I have
mixed emotions.

Trust: The ability for a mother to believe she can provide

whatever home care her TDI may need.

The feeling of trust involves the ability for the

mother to believe the technology at home with her baby will
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perform appropriately to protect her baby from harm. Also

she must be able to have confidence in both her ability and

the ability of the nurses entering her home to care for and

protect her baby.

Mother’s responses

1102 But I’d say overall it’s kind of like a good . . .
it makes you calm, it makes you more calm to have
the monitors and to know that they’re breathing
and doing everything they should do.

1103 It’s not been really very bad. Their episodes
aren’t a lot. It’s good that they have it. I
makes you feel, I think, a lot more secure when
they’re sleeping that there’s not a problem.

1108 It was really nice for me to see that there was
somebody there who could give him that nice sense
of warmth and security and a nice hug, and wake up
in the morning.

Control : Control is the ability of the mother to feel as

though she has a say in what is happening to her infant.

The mother determines when, where, and how care will be

provided to her infant. Often the mother does not feel this

control is gained until the technology-dependent infant has

been taken home.

Mother’s responses

1108 . . . so I had a job where I had lots of control
over everything. And so being the mom of a kid
like Alexander, who’s very complicated medically,
and challenging to his doctors, it’s like there’s
no answers, there’s no - nobody really knows
exactly what to do or what’s gonna happen, what
kind of outcome it’s gonna be, so it’s been really
challenging personally, to have to let go of a lot
of control over the situation and go with it and
make decisions along the way.

1109 I was offered services where a nurse could come
and watch him for a certain amount of hours a day
and I didn’t really feel like I wanted that, and
once he was out of the hospital, even less, I felt
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Change:

like I’d been around too many nurses, around the
hospital, around all of that. He was home and I
felt really comfortable with all the machines and
taking care of him myself. Even changing his
little bag on his belly. We were fast at it, even
my husband, so no, I felt more like, nurses stay
away, just let me do what I have to do here
myself.

I found myself without a night nurse. I did nine
days and nine nights with no nursing. And then
once they finally found somebody to come in, at
that point I was not in the mood to have anybody
tell me how to do things. Because there wasn’t
anything anybody could have told me at that point
with a child newly out of the hospital, and the
first baby that we had that was a trach, and at
that point there was nothing anybody could have
said to me in terms of how you should do things.
... we have to come to some kind of agreement
about who’s in charge. And I think with a lot of
us, too, if we just have a couple of weeks to be
in charge, you just can’t come in in charge that
day. You have to let us give it to you.

Activities or environmental alterations made within

the home so the TDI can be cared for at home.

This is the adjustment each mother and family had to

make to accommodate the TDI and the medical technology in

their homes. At times work schedules were affected as well

as where the families can go when traveling with their TDI.

Mother’s responses

1101

1102

1103

You learn to survive on very little sleep. It’s
mad chaos. . . sometimes it can be really nice like
right now when it’s just me and the twins. And
when my son’s home it can be . . . all hell can break
loose.

. . . * cause this is where we sleep, we haven’t slept
in our bed since they’ve been home. * cause this
is the warmest room in the house. Back in our
room it’s really cold. It’s been hard.

... I can remember the lady from the monitor
company, oh it’s really small, it comes in a
little carrying case. You can swing it over your
shoulder and go to the grocery store. She brings
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1108

the thing up, it’s this big, it’s like swing’ a
VCR over my shoulder and goin’ to the grocery
store. I mean, I’m not gonna do that. I’ll go to
the grocery store by myself and let my husband sit
here. That’s what we’ll end up doing.

For instance, we went on our first vacation about
three weeks ago, the four of us, the first time
since before I was pregnant 'cause I had a
difficult pregnancy with him. And getting a
vacation arranged for most families would be
getting your clothes washed and just all that kind
of stuff, but for us it was getting him checked
out with three or four doctors. He had to have
oxygen on the plane coming and going, so setting
up oxygen on the airline, getting a doctor to send
a letter to the airline to authorize it. We could
only go to an area where there was a pediatric
medical center, in case something happened, so
that we would be close enough to medical,
specifically pediatric medical, so our priority in
planning our vacation had to revolve really around
Alexander’s needs, and we all like the beach and
so we ended up going to Hawaii, which was great,
and it was really nice too. It was a nice
vacation. But it’s a different kind of -
everything in life is different.

Isolation: The inability whether perceived or real for the

mother to participate in activities outside of the home.

Isolation can either be actual or perceptual. The

severity of her infant’s illness and/or the accompanying

medical equipment may restrict the mother’s ability to move

easily around the home. The restrictions on mobility extend

to outside the home and may even be more profound.

Mother’s responses

1101

1106

It used to be really neat... but then . . . now it’s
getting to be a nuisance. . . and I just. ... I don’t
even make eye contact with people anymore. Going
through the mall or going to the store, * cause I
know they’ll stop. So I try and put blinders on,
and just. . . cause I’m just so tired of getting
questioned.

I’m very stationary. It’s not like - if I need
something, I don’t just run out and get it. And
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with her (twin 2), too, if we’re in this room,
we’re pretty much in this room. Like with him
(twin 1) when he was home, if we wanted to go sit
in the living room, we’d just pick him up and take
him into the living room. With her you don’t.
Because you have to unplug the monitor, go find a
place to plug it in over there, so we tend to be
either in here or in their nursery. We don’t tend
to move around the house a lot anymore, and we
don’t really jump in the car and go grocery
shopping. We tend to wait till one of us is home
and the other one can run out, that kind of thing.

1107 I can do anything for her as long as I know that
she’ll be okay. I don’t care how much I have to
get up or I don’t get to sleep or I’m exhausted,
I’m tired, I don’t care. But I don’t get the time
to go out or meet people. I’m just with her. And
I don’t do anything. I just want to be with her
and give my best to her. When she’s awake, I’m
awake. I want the best for her.

1109 It’s a little difficult when you want to walk
around the house. He’s really confined to this
one spot and you couldn’t really go to the grocery
store or anything very easily, so that made it a
little difficult, but the fact that he was on for
three hours at a time and then off for an hour, we
would just have to make a mad dash for any errands
that we’d have to do.

In this results section of the data analysis the

potential categories of Mothering, Care Giving, and

Adaptation have been presented. Within each of these major

categories the code words which comprise and explain the

major categories have been described using the mother’s own

words. How these interact to explain the experience of

mothering a technology-dependent infant at home will be

presented next in the discussion chapter.
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CHAPTER 5

Discussion

During this analysis the three major categories were

identified of care giving, adaptation, and mothering. The

code words that help to explain the three major categories

will be presented. How the code words and the major

categories interact with each other to explain how mothering

is accomplished when caring for a technology-dependent

infant will be described. In each of the following sections

I will review the major findings and then relate each of

these findings to contemporary literature. Unanticipated

discoveries will also be presented. Finally I will describe

the significance of the findings for research, practice, and

policy.

The over-riding factor for the accomplishment of

mothering is time. The more time the woman has to provide

care to an infant the more strongly the care giver role is

reinforced in her. As the woman continues to provide

consistent, successful care to an infant whom she feels will

remain with her permanently the better she is able to adapt

to the variety of experiences she faces when caring for a

TDI in her home. During this entire process a bond that was

started is reinforced and the woman begins to feel a sense

of responsibility, and the need to advocate for her infant.

As the woman continues to experience the care giving

role she is able to adapt and develop techniques to address

the issues that arise during this care process. Continued
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exposure of the woman to the TDI leads to the development of

the emotions that many women identify as those of mothering.

For the purpose of this discussion the major categories

will be presented in the order of care giving, adaptation,

and mothering. This is not to indicate that the order of

the major categories are stagnant, because these are very

dynamic relationships which can occur in a spectrum of ways

from singly, to concurrently, to any combination in between.

As the mother passes through these experiences they

reinforce each other, so that ultimately mothering is

accomplished under the unusual circumstance of caring for a

technology-dependent infant at home.

Care Giving

Care giving is a major category which comprises the

subcategories of "the act of care giving" and the "care

giver". The "act of care giving" as previously stated

encompasses a variety of activities. In the case of the

twenty mothers in this study, aside from the anticipated

acts of care giving such as breast feeding their infant,

changing diapers, and washing clothes, additional acts are

needed. The additional acts required are those necessitated

by the medical technology which protects and/or supports the

infant (Appendix E).

For the mothers involved in this study the first step

toward accomplishing mothering is when they are allowed to

feel like the mother of their infant. This feeling is first
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accomplished when the mother is allowed to provide some

form of care for her infant.

The act of care qiving.

Care giving can be described as any task performed for

an infant. The location of where the tasks are performed

helps to define the type of care provided and the care

giver. As previously mentioned care giving can be provided

in a variety of locations. For the purpose of this

discussion the focus will be centered on those tasks which

occur either in the hospital or in the home.

When in the hospital most of the care for the infant is

provided by the nurse. The tasks the nurse performs depend

upon the health of the infant. They vary from the expected

infant requirements of diaper changes and feedings, to

suctioning of endotracheal tubes and the starting of

intravenous lines. Because the nurse is the hospital’s

designated care giver for the infant, a mother in the

hospital setting may have difficulty developing a

relationship with her infant.

Once the mother is allowed to do more for her infant,

within the constraints of the hospital’s rules, she often

will begin to develop the sense that she is responsible for

her infant’s health and well being. Over time as the infant

becomes healthier and the mother is allowed to perform more

tasks for her infant the relationship between mother and

infant solidifies.
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It is when the infant is in the hospital or when

hospital routines, technology, and personnel are taken home

that the care provided for the infant is divisible into care

giving and mothering. As participant 1104 states,

"Care giving. That’s kind of what they got in the
hospital and what I probably . . . that’s a good word, I
just feel like they got care giving in the hospital and
I was there visiting in a kind of care giving fashion,
but it’s not mothering, it’s not bonding, it’s not . . .
I mean, you go in, you put your time in, and meet the
babies’ needs, but that’s not any kind of mothering or
bonding and that’s kind of what it was like in the
hospital."

Even when the infant is taken home it may take time for the

mother to feel as though she is the responsible person for

her infant, as stated by participant 1108,

". . . it takes a real different kind of an attitude to
have somebody taking care of your baby in your home 24
hours a day, because it’s easy to say, it’s easy to
step back and say, okay, they’re here, I’m just gonna
let them do everything. I’m gonna check in, check out,
and just not be a part of it. And it’s also easy to
feel very jealous. A lot of the nurses, especially at
first, I was not comfortable with because I felt like
they were being too mothering, they were taking my
place as a mother, they got to feed him, I would have
to go in and ask if I could feed him. It’s their job
to feed him and give him his meds and give him a bath,
change his bed, and do absolutely 100 percent of his
care."

With the passage of time and as the mother assumes

increasing levels of responsibility, the acts of care giving

merge into the acts of mothering and are not seen as

separate. An example of this is best presented by this

exchange between the interviewer and participant 1109,

I: . . . before I talked to you about the difference
between mothering and care giving. When you had to
insert that feeding tube, did you feel that was more of
a care giving activity?
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R: NO.

I: You felt like it was a mothering activity?

R: Yeah, it was just another mother activity that
occurred with that particular child. Yeah, that
doesn’t change. He’s just a different boy, a different
situation.

I: So even the tasks that are harder or sort of
uncomfortable for him, you still feel you’re mothering
him.

R: Oh yeah. Not if I was doing it for someone else, I
don’t think, another person, but with my son, it just
felt like part of mothering.

What has been determined is that over time the acts of

care giving can merge with the acts of mothering so they are

no longer distinguishable as separate acts for the mothers

in this study population. Since the acts can be merged it

is important to identify the properties which delimit the

various types of care givers. These properties will be

presented next.

The care giver.

Based on the presented definition of a care giver being

a person who cares for another person, anyone can be a care

giver. Factors which determine the care giver’s role with

the infant are based on the amount of time the person spends

with the infant, the relationship of the person to the

infant, and the emotional attachment between the person and

infant.

When the above parameters were used, four types of care

givers were identified. These four types were the mother,

the grandparents (close biological relatives), the foster

mother/nanny, and the peripheral care giver (i.e. the nurse,
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day care provider, intermittent baby-sitter, etc.) The

differences between these four care givers will be

presented.

Mothers are care givers but care givers are not

necessarily mothers. The mother’s role is considered to be

permanent in duration and her contact with her infant is

constant. The relationship she develops with her infant is

one of love and responsibility. This is the bond between

mother and baby so many mothers talk about. It is important

to remember that the mother does not have to be biological.

The next type of care giver is the grandparents. The

difference between the role of the grandparent and that of

the parent, aside from that of chronology, is that of the

anticipated relationship. Though permanent, the

grandparents’ roles, and their contact with the infant may

vary from occasional to frequent. This relationship, though

loving, is not the same as that of the mother’s.

The foster mother and/or nanny may have constant

contact with the infant but this contact may be of either

short or long duration. It is not permanent. The

attachment felt for the infant is always tempered with the

knowledge that the relationship will end (they are not

ultimately responsible for the infant. )

The nurse’s role is one of care giver. The contact

varies from occasional to frequent and the duration is

either short or long. The relationship is not a permanent

one. The nurse may develop an attachment but it is made
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Table 7

Words used to describe the category of Care Giving

Care Giving

Care Giver

Tasks performed by another for infant

Person who provides care to infant

Persons who are care givers

General Properties

Duration

mother
father
In Ullr SeS

grandmother
grandfather
foster parent
nanny
baby sitter
aunt

Type of Duration

Permanent
Permanent
Intermittent
Inter - Perm
Inter - Perm
Long - Inter
Long - Inter
Intermittent
Inter - Perm

Possible Dimensions

short
(of relationship)

Types
(of care giver)

Contact
(amount of )

Baby sitter

occasional

long permanent

Nanny Mother

frequent COnstant º

}
}
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Care Giving in the Literature

The terms care giving and care giver are used in the

literature to refer to anyone providing care to another

person. The term mother and care giver have been used

interchangeably throughout the literature as well. I think

this is a mistake. The words should not be used

interchangeably because the mothers do not view their role

as one that is interchangeable with the role of a care

giver.

Nurses who provide care for TDI’s both in the hospital

and in their homes should understand how mothers view

themselves. This knowledge will help improve communication

between mothers and nurses. By being able to communicate

more effectively with the mothers whose children they are

providing care for, nurses will be able to provide improved

Support.

Apparently the researchers in other studies did not ask

the mothers whether they viewed themselves as care givers or

mothers, since the terms were used interchangeably (Fleming

et al., 1994; Ray & Ritchie, 1993; Whitaker, 1995). For

nurses who are providing care and support to mothers of

TDI’s it seems important for them to understand the mother’s

perspective. This knowledge can only be gained by asking

the mothers for this information.

Unexpected Discoveries

The most surprising discovery while interviewing the

mothers for this study was their ability to perform
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medically technical procedures for their infant and to *//
perceive the behaviors as mothering. This discovery is O).
important because in discussing these findings with fellow ■ º
colleagues we had all assumed the mothers separated medical

care giving behaviors from those of mothering. The fact

that mothers do not distinguish between the activities could

impact the type of support provided for the mothers. For

example, rather than focus on giving the mother respite from
º

direct infant care activities, it might be more beneficial

to provide housekeeping support. In this way the woman can

give her energy to mothering and not have it drained by

doing laundry, cleaning, and/or grocery shopping, while a

*

nurse performs what the mother perceives as her mothering

tasks. Further research in this area would help to support - º
or refute this suggestion. | (-

As time passes and the mother continues to provide care -

for her infant she gains confidence in her abilities. She
º

becomes the person most knowledgeable about her baby and

his/her needs. Before the mother can reach this level of º
expertise she must incorporate the infant into her home. }
The transition of the TDI into the home environment often º
requires many adjustments for both the mother and the rest

-

of her family. Thus adaptation is the next major category

identified.

Adaptation º
As previously stated, "Adaptation is an action, vº

behavior, or alteration in established routine(s) each *//
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mother and/or family has to undertake to accommodate the

introduction of the TDI and their medical equipment or

technology into the home." In order for the mother to adapt

she must work through the five codes of fear, trust,

control, change, and isolation.

One of the first tasks for the mother is to overcome

the sense of fear she has about taking her TDI home. Fear

was expressed in many ways by these mothers such as the

statement made by participant 1119:

"At first I was very nervous. I mean, the medical
equipment didn’t matter, but I was still nervous
because he was so sick, but now I got him home and I
felt very comfortable after the second day. I just
kind of felt confident that he wasn’t gonna have
another episode of that."

The mothers’ ability to move beyond their fears was most

affected by time and experience. As the mothers spent more

time with their infants they gained confidence that they

could meet their infants’ needs, or that the technology and

medical personnel in their homes were performing as they

should. This is when the mothers gained a sense of trust.

Often before the mother could bring her TDI home

adjustments or changes needed to be made within the home

environment. Some of the changes were as major as adapting

an entire room, such as the living-room or dining-room, for

the use of the baby, the medical equipment and the nurse.

At other times the change affected work schedules where the

mother would either not return to work or when possible

worked at home or part-time. One way the care was divided

between two parents is expressed by participant 1120,
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"We’ve got a kind of a like an arrangement. I’m here
all day with him and that, so usually when it comes to
dinner time I’m makin’ it late and the kids usually
have sandwiches you know about an hour after they get
home from school to tide 'em over. Then dad comes in,
usually 7:00, 7:30, sits down for a few minutes, goes
in and takes a shower, gets over here, flicks on the TV
and he (the baby) goes out of my arms into his (the
father) arms. And he feeds him, suctions, you know,
does everything that he needs to do, trying to make
him (the baby) comfortable and everything, just will
hold him and talk to him and he loves to look at his
dad while I do dinner, and then afterwards, you go
ahead and I feed him and then I take the baby and B.
and the kids are eating, and if he’s quiet then I can
lay him down,"

Some of the changes the mothers had to adjust to caused

them to feel a sense of isolation. The isolation generally

related to the difficulty of transporting both child and

equipment such as expressed by participant 1117,

"Maybe if she didn’t have it, I would take her out
more. But because she has it, I don’t too much. I
tried it the other day. I had to go give a payment at
one of the department stores and I was there I think
five minutes, just gave my payment, the monitor was
just feeling too heavy on my shoulder, and I said,
forget this. It’s not even worth it. I paid and then
I got out of there. I usually browse. I go take my
payment in and then I usually browse the store for
about 20 minutes. I couldn’t even deal with 20 minutes
that day because the monitor felt really heavy, and I
had her on one of those Kangaroo carriers, and even
with that I couldn’t handle it too much."

Another way mothers felt isolated was when they were unable

to leave their infant for prolonged periods of time even

when supportive care was available as per participant 1107,

R: She stays home. She goes sometimes to San Jose,
where my parents are. Sometimes she goes to their
house and we can just go, but I can’t take her
shopping, she can throw up and this and that, she needs
suctioning. It’s impossible. I don’t take her. But
most of the time I do go out, it’s not that I never go
out, but it’s not the same. If I go out and it has
been two hours, I feel like I need to go back, I need
to go back and see how she is. The more I get later,
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the more I get anxious and I get more irritated and I
just want to go home and see her.

Some mothers are able to assimilate the TDI more easily into

their lives than others. As time passes and the mothers

gain experience with their TDIs a sense of trust develops

that they can provide the care and support their infant

needs. With the sense of trust comes the ability for the

mothers to take control of their infants’ care.

When the mothers feel in control of the situation they

are experiencing they begin to trust that they will succeed

in caring for their TDI. Eventually the mothers come to

believe they are the ones who know their infant the best.

As the mothers grow in confidence and ability their

adaptation to caring for a TDI in their home is successful.

With the continuing successes the women are more easily able

to mother their TDI.

Adaptation in the Literature

In reviewing the research literature many similarities

were discovered between my research results and those of

other investigators. Although the other researchers did not

label their findings with the category of adaptation I feel

the published results would fit within this category.

Aday & Wegener (1988), Aradine (1980), Dimaggio &

Sheetz (1983), Hazlett (1989), Lawrence (1984), and Nuttall

(1988) all identified fear as an emotion mothers experienced

when taking a TDI home for the first time. With time and

experience the mothers overcame their fears and gained a
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sense of trust that they could take care of their child

appropriately.

The categories of trust and control identified in this

study were not found in other research literature. These

are areas that should be further studied to determine how

critical they are to the mother’s ability to adapt to having

a TDI in her home.

Change was identified in the research of Aday & Wegener

(1988), Andrews & Nielson (1988), Hazlett (1989), and Nuttal

(1988). A disruption in family life was one description of

changed found by Nuttall (1988). But change could be as

dramatic as the renovation of a house described by Andrews &

Nielson (1988). The types of change mothers had to adapt to

varied but the need for change was always present.

Isolation was an additional category found frequently

in the literature. Fleming et al. (1994), reported the

impact of the TDI on the mother’s sense of isolation was

dependent on the type of technology the infant required,

while Ray & Ritchie reported the restriction of usual family

activities as an area of increased stress for the mothers.

nexpect iscoveries

The mothers’ adaptability, creativity, and versatility

was an unexpected finding in this study population. The

mothers creatively found ways to incorporate their TDI into

the family routines. At times this meant working

alternating shifts with the father so that one parent was

always in the home. In other instances the mother would
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dedicate an entire room to the child (ie: a dining-room) to

accommodate specialized equipment and nursing staff. This

was always done and expressed in a positive and matter of

fact way.

Before performing the interviews, sending a child home

on an apnea monitor had seemed to me, to be a simple

straight- forward task. But the mother’s need to learn

about the equipment, learn how to perform CPR on her infant,

move a foreign piece of equipment into the home in a way

that other siblings would not be harmed or cause harm, made

this a very daunting tasks. Each one of the mothers

interviewed in this study overcame her fears, developed

trust, gained a sense of control, made the necessary

changes, and worked through her feelings of isolation to

successfully adapt to caring for her TDI at home.

As previously stated, as the mother continues to

provide successful care in her home to her TDI, she will

gain confidence in her ability to meet her infant’s needs.

With this success comes an increase in the mother’s ability

to mother her TDI at home.

Mothering

Mothering involves the combination of code words

bonding, responsibility, and advocacy. Bonding is achieved

as the mother spends increasing amounts of time with her

TDI. As the bond between mother and baby strengthens, the

mother develops a sense of responsibility and with

responsibility comes the desire to advocate for her infant.
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Bonding. Bonding is a combination of objective

responses and subjective responses (intuition) flowing

between mother and baby. These responses have a multitude

of triggers. Some of the triggers are as obvious as the

baby crying or as subtle as a change in expression. The

mother’s words describe these responses, as with

participant 1107:

"I don’t know but she prefers me. Because I give her,
I understand her pain. I just do things in a more
gentle way than the others."

There are also barriers to the mothers’ ability to bond

with her baby. Some of the barriers are artificial such as

the rules established by many hospitals. These rules limit

access of the mother to the baby. Because of the infant’s

illness the mother may not be permitted to hold her baby and

access is determined by the nurse caring for the baby. An

example of this is expressed by participant 1104:

"You don’t get to be a mom of a preemie . . . you don’t
get to go in there and hold 'em and tell 'em that
everything’s gonna be okay . . . you’re so busy in panic
mode that it doesn’t become, oh, I’m gonna take ... I’m
not gonna be the one to take care of this baby, I’ve
gotta rely on somebody else to take care of the baby.
So the bonding process is a lot slower and you still
love 'em like you would a new mom but everything else
is just completely different."

As the baby’s health improves the mother has more

access to her baby. With the increased contact the bond

between mother and baby can be forged. Also as the TDI is

prepared to be discharged home the mother learns to provide

increasing levels of care. With the mother’s increasing

involvement comes an increased sense of responsibility.
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Responsibility. The sense of responsibility continues

to grow in the mother. There are multiple responsibilities

the mother must assume. Some of those are the routine ones

of food and shelter. For TDIs the others are related to

infants’ medical needs. These responsibilities may

encompass anything from attaching electrodes for an apnea

monitor, to dressing changes for a central I. V. access line,

to suctioning a tracheostomy. With the continued experience

of caring for her TDI the mother becomes an expert. With

this expertise comes the mother’s desire to advocate for her

infant.

Advocacy. For some of the mothers the ability to

advocate comes easily; for others it takes time. Either way

each of the mothers in this study expressed the need to

protect her TDI, such as in the words of participant 1108:

"I was more just standing back and give all the
authority and control over to the nurses and doctors.
They delivered the baby, I was just too emotional. I
had had no experience at all with the medical
community, and I just thought, they know everything,
they know what they’re doing here, and then as time
went on, that vision that I had slowly got chipped away
until the point where I knew as much about John as his
doctors did really. I didn’t know sometimes the next
course of treatment like they would. I would know his
condition."

Once the mother moves to the ability to advocate for

her TDI she is able to provide the care her baby needs with

confidence. With her increased sense of confidence

regarding her baby’s care needs, the mother is more willing

to advocate for her TDI even when medical personnel

disagree.

:
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Mothering in the Literature

The topic of mothering technology-dependent infants at

home has not been recently researched or reported in

contemporary literature. Most of the current focus has been

on parental coping when caring for a TDI at home (Fleming et

al., 1994; Hazlett, 1989; Ray & Richie, 1993; Teague et al.,

1993) or the efficacy of home care for TDIs (Fields, et al.,

1991; Leonard, et al., 1991; Parette, 1993; Stein & Jessop,

1984).

Therefore this descriptive exploratory was undertaken

to fill this gap. The goal was also to gain the knowledge

from the mothers’ own perspective, thus allowing for a more

accurate view of the mothers’ experiences.

Unexpected Discoveries

I approached this research with an open mind and had no

expectations of what I would discover. The strength, humor,

creativity, and growth of each of these mothers was both

impressive and humbling to me. Their ability to overcome

many obstacles was inspirational. Each of these mothers was

able to accomplish mothering a TDI under unusual

circumstances with grace and dignity.

When the mother is able to adapt to the care giving

needs of her TDI and merge those with mothering she is able

to accomplish mothering a TDI. This research was performed

to gain understanding about the experiences of mothers

caring for a TDI at home. Some of the results reinforced



116

previous research findings in this area while others added

to the information.

What is significant about the findings in this study is

that the results came directly from the mothers rather than

based on theoretical assumptions which could have skewed the

mothers’ meanings. This type of information provides for

increased clarity and understanding of what the mothers are

experiencing when caring for a TDI at home. Armed with this

type of knowledge nurses can develop interventions that will

be beneficial for the TDIs and their mothers.

Research and Practice

This research identified the potential categories of

Mothering, Care Giving, and Adjustment. There are many

nursing interventions that could possibly be used to provide

support for the mothers of TDIs. Some of the interventions

suggested by this research are: a) flexible respite hours,

b) encouraging a more active maternal role in the hospital

setting, c) home nurses who encourage and support the mother

in developing her role at home.

Further research is needed to determine what

interventions nurses can provide to best support the mothers

caring for TDIs at home. One of the interventions suggested

for testing in this study is flexible respite care hours.

These would allow the mother to perform tasks that she

cannot do with her TDI such as grocery shopping, laundry, or

visiting the doctor for her own health. The focus of

support currently provided for these mothers seems to be
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directed toward the infants’ needs exclusively. More

research should be directed toward discovering the mothers’

specific needs. With increased research focusing on the

mothers’ perspectives the most appropriate forms of support

can be provided for mothers of TDIs.

Policy

It is anticipated the results from further research

focusing on mothers of TDIs will support a change in the way

health care and support is provided for these families. One

area that needs to be reviewed is how nursing care is

provided to these families. A conversation I had with a

clinical nurse specialist (CNS) about how nursing care hours

were allocated comes to mind. I shared with her how some of

the mothers I had interviewed would have preferred a day

nurse instead of a night nurse. The CNS informed me that

most insurance companies would only allow a night nurse.

According to the CNS the insurance companies would only

allow a night nurse so that the mother could sleep, but also

so the mother would not be able to work outside the home.

By this action the insurance companies and their policies

control a portion of the mother’s life, not allowing the

mother to request support that would be most beneficial for

her.

The current trend toward medical care cost containment,

while a necessary goal, seems to be guided more by financial

consideration and less based on research or need. What a

family can expect in the way of health insurance support is
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based on the type of health policy the family has, so that

while some families will be provided all the support they

need others will receive minimal support. With continued

research into what mothers of TDIs need it is hoped that

policies will be developed to assure all mothers will

receive adequate support.
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CHAPTER 6

Recommendations and Conclusions

As presented earlier, the following three authors have

provided their definition of mothering: Wilson (1978),

Kaplan (1986), and Ruff (1990). A combination of these

three definitions would be a woman who through her verbal

and non-verbal actions responds in such a way toward an

infant that the infant is able to grow in a positive

direction cognitively, socially, and emotionally.

The women in this study are able to mother in many

unusual and often challenging circumstances. What is

salient is that the circumstance did not determine whether

or not mothering was accomplished. In each case, when given

enough time and support, the woman was able to develop a

bond, gain a sense of responsibility, and to become an

advocate for her infant. Thus the woman was able to mother

her TDI.

This research and several other studies reviewed

suggest several areas for future research. In addition,

policies for health care and ideas for nursing practice were

identified. These recommendations are presented here.

Areas for Future Research

There are several areas identified for further

research. In the area of Care Giving, respite care needs to

be further investigated. In the area of Adaptation, the

concepts of trust and control need to be further studied.

These three areas will be presented next.
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Respite Care

This research supports the fact that mothers of TDIs

need some form of respite care on a regular basis. The

currently available respite care is provided based on the

type of insurance each mother has, and what philanthropic

and/or government agencies can provide. In addition if the

mother has a personal support system, she may obtain respite

through using friends and family. Access to each of these

forms of support is often determined by the mother’s ability

to aggressively pursue the support she needs.

Research is needed to delineate what types of respite

care are needed by the mothers. Once the variety of

possible respite needs are determined, the most appropriate

ones can be provided to the mother. Additional research

will be needed to evaluate the respite interventions and the

type of funding that will best provide them. By providing

the most appropriate respite to each mother, I anticipate

that this will allow each woman to more successfully

accomplish mothering her TDI.

Trust

By trust I mean the mother having confidence in her

ability to provide care for her TDI. How trust is gained

needs to be more fully investigated. My research identified

the variable of time as being necessary for the mother to

develop trust. With sufficient amounts of time the mother

will be able to develop her sense of trust. I believe there

are other variables that could be identified with further
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research. Some of these variables might be related to the

mother’s age, the type of support available to her, or a

multitude of other factors yet to be discovered.

Discovering other variables to the development of trust

in mothers of TDIs will provide an important knowledge base.

This knowledge base will lead to the development of

interventions that can better support the mother gaining a

sense of trust. When the mother has a strong sense of

trust, her ability to mother her TDI will improve.

Control

As the mother’s trust level increases, she begins to

assume more responsibility for her infant’s care, thus she

takes control. Control is defined as the mother determining

when, how, and where care for her TDI will be provided. It

is not clear what leads to the development of a sense of

control in the mothers of TDIs. This is an area where

further research is needed. Once research determines how

control is developed, interventions could be identified and

tested. Thus nurses could more knowledgeably help to foster

a TDI’s mother as she develops her sense of control.

Research into the above areas will help to develop

measures that can provide improved support for the mothers

caring for TDIs. This support will enhance the care these

mothers and their families are currently receiving, which

should lead to improved outcomes for the TDIs.
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Policies for Health Care

Health care and the provision of it are in a constant

state of change. One of the areas identified for policy

improvement relates to consistency in supportive care

provision. Types and amounts of supportive care are often

determined by the family’s insurance and socio-economic

levels. This is associated with supportive care for TDIs

and their mothers which is often inconsistent, fragmented,

and difficult to obtain.

Society is embracing the idea of consolidating many

areas of our lives. One example is the fact that banking

can now be performed in super-markets. Consolidation of

support services would be helpful to the mothers of TDIs.

One idea that could be investigated would be the

development of a centralized resource center. The mother or

perhaps a hospital discharge planner would contact the

resource center. The mother would then be provided with one

person who would be her case manager. The responsibility of

this case manager would be to monitor the TDI’s ever

changing needs and to make appropriate recommendations to

the mother and referrals to other resources as needed. The

resource center could maintain a database of all possible

support systems. Thus the case manager and mother could

determine which services are most appropriate for the mother

Of the TDI to access.

By having this type of service available, the mother

would be able to contact one person who would have knowledge
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of all available resources. This would provide for support

services which would be more consistently available to all

mothers. This type of intervention could also help to

eliminate some of the fragmentation of services mothers

talked about.

Policies need to be developed so that each mother gets

the support she needs in a consistent manner. Currently

there is community support to meet the needs of most of the

TDIs and their mothers. It is accessing the support that is

the challenge. This is one idea which might help to improve

how mothers gain access to the support they need.

Nursing Practice

There are many ways nurses can support the mothers of

TDIs. One of the areas for nurses to focus is on their own

attitude. Finding ways to encourage the mother to develop

confidence in her ability to care for her TDI is very

important. This step requires nurses both in the hospital

and in the homes who can make unbiased assessments of their

client’s needs. The nurses must also be able to provide

support in a way that is non-judgmental and allows the

family to develop to their maximum ability.

Another area where nurses can improve practice would be

for them to be active in the development of a centralized

support center. As previously mentioned, a resource of this

sort could help many mothers gain access to the support they

need. Also having the support services centralized would

make it easier to study patterns of usage. This information
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would help to determine which services are most needed by

mothers of TDIs. Once this information is obtained,

policies could be developed to assure all mothers of TDIs

get the support they need.

Conclusion

Sending infants and children home on medical technology

has become an increasing trend within the medical community.

It has been shown that mothers can use very sophisticated

medical equipment, and infants with complex diagnoses can be

cared for safely in the home. It has also been shown that

these children tend to benefit from being in a home

environment. With the current emphasis on health care cost

containment this is a trend that will continue.

Once the child is discharged home to parental care the

responsibility of the hospital ends. What happens to these

children and their families in the home is being more

frequently studied. Further research is needed to identify

what mothers need in the way of supportive care when they

are at home with their TDC. This knowledge would provide

information to alter the current practice of supportive care

being assigned, based on what a hospital nurse, home health

care nurse, or insurance company believes is necessary.

Frequently, support that may be provided for the TDC is

determined pre-discharge by hospital discharge coordinators.

The schedules and times for the support are set based on

institutional standards rather than on a mother’s actual

needs. An example of this is the provision of a night nurse
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to care for the child so the mother can sleep. Is the

mother given the option to have a day nurse instead, so that

she can do her grocery shopping? Or is she given the option

to choose flexible hours that would better provide for her

personal needs? In my experience the answer to both of

these questions is no.

The research literature supports the fact that caring

for a chronically ill or technology-dependent child in the

home is stressful and causes parental distress (Cain, Kelly,

& Shannon, 1980; Fleming, et al., 1994; Leonard, Brust, &

Nelson, 1993; Phillips, 1991; Ray & Ritchie, 1993; Stevens,

1990). In addition feelings of isolation, increased

fatigue, and increased tension were identified as being

experienced by parents caring for a TDI or TDC in their home

(Black, Hersher, & Steinschneider, 1978; Scharer & Dixon,

1989; Wasserman, 1984). There are many strategies suggested

in the literature which could be tested to try to find the

ones that best decrease parental stress and distress. Some

of those strategies are: (a) use of a monitoring team; (b)

support services specific to the home technology; (c)

support groups; and (d) respite care (Cain, Kelly, &

Shannon, 1980; Fleming et al., 1994; Leonard, Brust, &

Nelson, 1993; Wasserman, 1984).

Research into the effectiveness of the above strategies

would help to assure that mothers are receiving the type of

support they need. This was a descriptive exploratory study

to determine how mothering is accomplished while caring for
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a TDI at home. Further studies should be undertaken to

identify any other categories. As categories are identified

and saturated the development of a grounded theory could be

developed which would be useful to guide the practice of

nurses in this unique and expanding area.
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Appendixes

Appendix A

Consent Form

UNIVERSITY OF CALIFORNIA, SAN FRANCISCO

CONSENT FOR MY BABY AND I TO BE RESEARCH SUBJECTS

A. PURPOSE AND BACKGROUND

Linda Woody-Wood MSN, RN, who is a graduate student at
the UCSF School of Nursing, is conducting a study to
understand the experiences of mothers caring for
infants at home with medical technology. I have been
asked to participate in this study because I have a
baby/child at home on medical technology.

B. PROCEDURES

If I agree to be in the study, the following will
OCCUlr:

1. I will be interviewed at monthly intervals at
least twice.

2. Audiotapes will be made of these interviews.

The interviews will take place in my home or at another
designated place that is convenient for me and the
interviewer. The interview and the completion of the
questionnaires will take about 90 to 120 minutes.

C. RISKS/DISCOMFORTS

1. Some of the questions may make me feel
uncomfortable or upset, but I am free to
decline to answer any questions I don’t wish
to or to stop the interview at any time.

2. As a result of answering these questions
there is a possible loss of my privacy. Study
records will be kept as confidential as
possible. No individual identities will be
used in any reports or publications resulting
from the study. Study information will be
coded and kept in locked files at all times.
Only study personnel will have access to the
files and audiotapes. After the study has
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been completed and all data has been
analyzed, the tapes will be destroyed.

BENEFITS

1. There will be no direct benefit to me from
participating in this study.

2. The anticipated benefit of this study is that
nurses will learn more about the experiences
and needs of mothers of technology-dependent
children.

ALTERNATIVES

I am free to choose not to participate in this
study.

COSTS

There will be no cost to me as a result of taking
part in this study.

REIMBURSEMENT

I will not be reimbursed for my participation in
this study.

QUESTIONS

1. I have talked talked with Linda Woody-Wood
and have had my questions answered. If I
have any further questions about the study, I
may call Dr. Martinson at (415) 476-4558.

2. If I have any questions or comments about
participation in this study, I should first
talk with the investigator. If, for some
reason, I do not wish to do this, I may
contact the Committee on Human Research which
is concerned with the protection of
volunteers in research projects. I may reach

Mothering TDI’s at Home
UCSF School of Nursing
November 17, 1995



1 4 3

I.

the Committee office between 8:00 AM and 5:00
PM, Monday through Friday, by calling (415)
476–1814, or by writing to the Committee on
Human Research, Suite 11, Laurel Heights
Campus, Box 0616, University of California,
San Francisco, CA 94143

I have been given a copy of this consent to keep.

PARTICIPATION IN RESEARCH IS VOLUNTARY. I am free
to decline to be in this study or to withdraw from
it at any point. My decision as to whether or not
to participate in this study will not effect my
baby’s medical care.

Date Subject’s Signature

Person Obtaining Consent

Mothering TDI’s at Home
UCSF school of Nursing
November 17, 1995
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Appendix B

Demographic Form

DEMOGRAPHIC QUESTIONNAIRE

ID Code — Date

I would like
answer these questions to the best of your ability.

1.

2.

What is your age?

What is your marital status?

1. [ ] single, never married
2. [ ] married
3. [ ] divorced or separated
4. [ ] widowed

How many pregnancies have you had?
-

How may other children do you have?
-

What is the age of each of the other children?
Please list the ages of the children from
youngest to oldest. Start with the youngest
child first.

How many people live here?

Tell me about the other people who live here.

How does your family pay for health care?

... [ ] private insurance or HMO

some information about your background. Please

a

b. [ ] MediCare, MediCal or other government program

Mothering TDI’s at Home
UcsF school of Nursing
November 17, 1995
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10.

11.

12.

13.

14.

c. [ ] family pays all costs
d. [ ] other

Are you employed? — Yes — No

If yes, what kind of work do yo do?

a . main job full-time

— part-time

Where you employed during your pregnancy?

— Yes — No

What was your families income for one year? (check one)

Under $8,000
-

$32,001 to $40,000 $64,001 to $72,000—
$8,0001 to $16,000— $40,000 to $48,000 $72,001 to $80,000—
$16,001 to $21,000— $48,001 to $56,000 $80,001 to $88,000—
$21,001 to $32,000— $56,001 to $64,000— $88,001 to $94,000—

Over $94,000—

How much formal education have you had?

Write the exact number of years

If you had to select from the following choices, how would
you describe yourself?

1. [ ] Afro-American or Black
2. [ ] Caucasian or White (non-Hispanic)
3. [ ] Asian-American
4. [ ] Mexican-American
5. [ ] Native American
6. [ ] other

What is your cultural heritage or background?

Mothering TDI’s at Home

UCSF School of Nursing

November 17, 1995
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15. In what country were you born?

INFORMATION ABOUT YOUR BABY

16. How old is your baby today?

Date of Birth

17. Baby’s sex? — boy — girl

18. What was your baby’s diagnosis while in the hospital?

19. What do you think is your baby’s problem now?

20. Would you tell me about this problem?

21. What medical equipment/supplies does your baby use?

Mothering TDI’s at Home

UCSF School of Nursing

November 17, 1995
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Appendix C

INITIAL INTERVIEW GUIDE

Questions

1. What is it like to have baby’s name

at home?

2. Is there something/someone that would make

being the mother of baby’s name

easier?

If yes. . . a. Can you give me an example?

Who helps you with your baby?

What would you tell other mothers to help

them handle a similar experience to yours.

What comes to mind when I say the word

mothering.

a • Can you give me an example?

What comes to mind when I say the words

caregiving.

a . Can you give me an example?

Do you feel there is a difference between

caring for your baby and mothering your baby?

If yes. . . a. Can you describe the two

b. Can you give me an example

c. Tell me how you would do that

Mothering TDI’s at Home

UCSF School of Nursing

November 17, 1995
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Appendix D

Definitions of Infant Diagnoses

Apnea - the absence of respiratory efforts for more than 15

Seconds.

Bradycardia - the slowing of the heart rate to less than 100

beats per minute.

Cardiac Defect - there are many heart defects, the mother

was not specific.

Cerebral Palsy - "A nonprogressive paralysis resulting from

developmental defects in brain or trauma at birth"

("Tabor's", 1993).

OS O’s In - This is a syndrome that is not often

seen. Based on the mothers definition it is one determined

by how the infant develops. The syndrome leads to dwarfism

and retardation.

Fetal Alcohol Syndrome (FAS) - This is a complex of neonatal

defects seen in infants who’s mothers drank alcohol during

the pregnancy. The infant may have facial-cranial defects,

retardation, and other problems.

Ileostomy - A surgical procedure which brings a portion of

the bowel to the skin surface for elimination purposes.

Intraventricular Hemorrhage - Bleeding in the ventricles of

the brain.

Necrotizing Enterocolitis (NEC) - This is a process where

the bowel develops necrotic areas due to periods of neonatal

hypoxia.
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Neuroblastoma - "A malignant hemorrhagic tumor composed

principally of cells resembling neuroblast that give rise to

cells of the sympathetic system, esp. adrenal medulla.

Occurs chiefly in infants and children. Primary sites are

in the mediastinal and retro-peritoneal regions" (Tabors,

1993; pp. 1298).

Patent Ductus Arteriosus - An opening between the pulmonary

artery and the aorta, present at birth, which usually closes

shortly after birth. In this case it does not close.

Premature - An infant born less than thirty-seven weeks

gestation.

Reflux - When gastric contents reflux up the esophagus.

This can cause pain, discomfort, and puts the baby at risk

for aspiration.

Respiratory Distress Syndrome - Generally seen in premature

infants. This is a sever inability of the respiratory

system to function.

Tracheoesophageal Fistula - A congenital anomaly where there

is a connection between the trachea and esophagus that must

be surgically repaired. If the defect is sever enough the

repair may require multiple operations, or not be possible

at all.
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Appendix E

Medical Equipment and Technology Defined

Apnea/Bradycardia Monitor

A machine attached to the baby by adhesive pads and

electrode wires, that continuously monitors breathing and/or

heart rate. The baby may require the monitor to be attached

at all times, or only during sleep periods. The monitors

alarm when the baby is apneic (stops breathing), or the heart

rate slows below a pre-set level. The same alarm will sound

if the electrodes are not working properly. Whatever the

cause for the alarm, the baby must be checked immediately

incase resuscitation is required.

Gastrostomy. Button

A device surgically placed on the surface of the

abdomen, which provides a passage way for a gastrostomy tube

(feeding tube) to pass directly into the stomach. This

device allows for the supplemental feeding of children who

cannot supply their nutritional needs with oral intake

alone.

Gastrostomy Tube

A catheter surgically inserted into the stomach through

the abdominal wall. This tube allows for the supplemental

feeding of children.

IMED PUMP

An infusion pump, used to provide intravenous fluids

and medications. This pump is usually used in conjunction

with some type of surgically placed line for venous access.
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Kangaroo Pump

An infusion pump used for the delivery of formula

through a gastrostomy tube.

Nasogastric Tube

A small tubing inserted through the nose into the

stomach. This tubing allows for the provision of

supplemental feedings to the infant.

Oxygen Tanks and Tubing

The type of equipment varies depending on the child’s

needs. For children on continuous oxygen, a back-up supply

must always be available.

Suction Machines and Tubing

This equipment is used to remove secretions from the

moth, nose and tracheostomies of babies. Some children

cannot keep their airways clear of thick secretions or they

have difficulty swallowing. The mothers can remove the

secretions by using the suction equipment. This type of

maintenance is important to keep the baby from suffocating

or choking.

Tracheostomy Tubes

This tubing is surgically inserted to provide a passage

from the surface of the throat directly into the trachea.

Some children, for a multitude of reasons, are unable to

keep their airway open or require a ventilator to breath.

The tracheostomy tube maintains an open airway and allows

for the attachment of a ventilator to the baby.

!

--2.s





152

Appendix F

Care Activities Associated with Medical Technology

Apnea/Bradycardia

Monitor:

Gastrostomy Button :

Gastrostomy Tube:

Kangaroo Pump :

• Respond to alarms real/false

• Change electrodes or monitor strap

• Limited movement away from monitor

(lead wires 6 ft. long)

• Carry monitor when away from home

(monitor weight + 10 pounds)

• Dress baby so that clothing fits over

electrodes or strap

• Keep spare electrodes and lead wires

available

• Monitor apnea/bradycardia machine for

malfunctions

• Use is similar to the gastrostomy tube,

except the button is surgically place in

the abdominal wall. The feeding tube is

inserted intermittently.

• Monitor insertion site for irritation

and signs of infection

• Keep baby from pulling gastrostomy out

• Provide feedings through tube

• Set-up feeding and tubing to be used

with pump

• Monitor feeding so that tubing does not

become disconnected

• Order extra tubing so that a back-up is
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Nasoqastric Tube:

OxVCIen :

Tracheostomy:

always available

• Monitor pump for malfunctions

• Reinsert tube if it becomes dislodged

• Tape tubing so that it is secure

• Keep baby from pulling the nasogastric

tube Out

• Provide feedings through N. G. tubing

• Assess N. G. tube placement before each

feeding

• Wash tubing to keep free of pathogens

• Maintain a supply of backup equipment

• Monitor liter flow

• Check tanks and order when needed

• Assess infant to determine if he/she is

getting enough oxygen

• Suction the tracheostomy to clear

secretions

• Give aerosol treatments

• Change tracheostomy ties and/or the

tube

• Maintain backup supplies
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