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The Lord God formed Man from the dust of the earth. God blew into his nostrils the

breath of life, and Man became a living being.
Genesis 2:7
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Dedicated to
my children, Cortney and Forrest,
and

my sister, Ellen Trace
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ABSTRACT

Face to Face with Breathlessness:
An Interpretive Study of Low Income Families’ Management Practices

of Infants and Toddlers with Severe Persistent Asthma

by

Karel Koenig

Despite new understanding of disease pathology, and new, more effective
medicines and delivery systems, asthma morbidity continues to rise among
infants and toddlers, especially in low income and ethnically diverse families.
Long-held, widespread belief persists that home management failure explains
high rates of morbidity. However, the experience, understandings, and
caregiving skills of parents are largely unexamined. This interpretive
investigation examined how low income Latino and African-American parents of
children hospitalized for asthma or reactive airway disease understood and
managed asthma in their 12 month to 4 year-old children with severe persistent
asthma. Eleven families participated in three home interviews that focused on
narratives of care, and from two to five home observations of family interaction

during a 3 to 5 month period.
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Families coped with caregiving responsibility, family stressors, and
multiple daily hassles related to poverty. Although asthma immersed parents
and children in world defining fear, parents relied less on professional providers
than on themselves in making assessments and taking steps to access care.

Four distinct patterns of self-agency for managing asthma were found.

Parents with determined self-agency managed asthma with the goal of self-

sufficiency. Feeling overwhelmed when symptom:s flared into crisis, parents
practicing discontinuous self-agency relinquished care to professionals. Parents
who practiced flexible self-agency devised varied strategies to treat crises and
access care, while sharing responsibility with professionals whom they did not
fully trust. Two single mothers practiced self-agency disrupted by more critical life
concerns. Asthma management was important only during, and immediately
following, crisis.

Frightened for their child’s life during severe breathing crisis, parents
experienced hospital management as additionally traumatizing for their child.
Since most felt their daily management practices were disrespected and
misunderstood by crisis care providers, parents dreaded future hospitalizations
and worked to avoid emergency visits.

Findings point to a need for professionals to join with parents to improve
asthma care. National Institutes Guidelines regarding early treatment and
referral for specialist care were not followed for children in this study.

Cathwrmc A Chrsla
Catherine A. Chesla, RN, DNSc
Associate Professor, Department of Family Health Care Nursing
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CHAPTER 1

Asthma Morbidity in Infants and Toddlers

The Problem of Asthma Morbidity in Children Under Four Years Old
In the United States, children who are live in poverty and are younger than

four years old are hospitalized for asthma more often than any other age group
(Wissow, Gittelsohn, Szklo, Starfield & Mussman, 1988; Gergen & Weiss, 1990).
Asthma in this age group is associated more often with upper respiratory
infection than in other age groups (Morgan & Martinez, 1992; Cypcar, Stark &
Lemanske, 1992). However, reasons for the high rate of hospitalization and the
reasons why parents seek emergency care are not well researched. A statewide
Maryland study associated poverty and African-American race with higher
hospitalization rates due to asthma in children aged 1 to 19, an association either
partially or entirely explained by poverty alone (Wissow et al., 1988). In Fresno
County, California, where this study was carried out, children are 46% Latino,
14% Asian, 6% African American, and 0.7% Native American, comprising a
population of 67% from racial ‘minorities’. Children in Fresno County are also
poorer than children in 55 of California’s other 57 counties (Children Now, 1998).
Moreover, national statistics indicate that mortality from asthma in Fresno
County among five to 34 year olds are among highest in the nation (P<.0025)

(Weiss & Wagener, 1990). No national statistics are available on hospitalization

and mortality due to asthma among Latino children who live in poverty and are

under five years old.
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2
Specific environmental factors play a role in the exacerbation of asthma and

are thought to explain some of the association of asthma morbidity and mortality

with ethnicity, poverty, and living in Western urban societies (Lang & Polansky,
1994; Platts-Mills & Carter, 1997). Dust mites, cats, and cockroaches have all
been found to trigger asthma (Rosensteich et al., 1997). The association of
maternal cigarette smoking with wheezing, respiratory symptoms, lower
respiratory tract illness, and hospitalization in exposed infants is also well
documented (Morgan & Martinez, 1992; Ernst, Demissie, Joseph, Locher &
Becklake, 1995). It is suspected that increased numbers of emergency room visits
and deaths from lung and heart diseases are due to high levels of airborne micro-
particles (less than 1/25,000 of an inch). These come from a variety of sources
including coal-fired power plants, auto exhaust, wood burning stoves, and
fertilizers. Fresno, California, is rated as having the third worst rate of
particulate pollution in the United States by the Natural Resources Defense
Council (The Fresno Bee, 1996). Little is directly known about how poor air
quality might impact asthma management. Specifically, although several studies
have looked at overall parental attitudes toward school aged children with
asthma (see below, p. 21), no studies address the effects of increasing
symptomatic episodes in infants and toddlers on parenting practices and
attitudes or on parents asthma caring practices.
The economic impact on health care systems due to childhood asthma is
great. In the United States during the five year period, 1983 - 1987, children
under 18 years accounted for 34.6% of hospital admissions due to asthma and
24% of the $1 billion cost (Weiss, Gergen, & Hodgson, 1992). Children’s
emergency visits for asthma were 47.8% of total visits for asthma while a total of

N
\

Q2

5\

r UBR

v :fl\ 1\\ -

- — s



$330.4 million was spent on the inpatient hospital and emergency care of
children with asthma (Weiss et. al., 1992). Hospitalizations of children under
four years old due to asthma continued to increase from 1992 to 1995 at Valley
Children's Hospital, Fresno, California, amounting to from 49.5% to 52% of all
admissions and length of stay due to asthma among children under 20 years old
(San Joaquin Valley Health Consortium, 1996).

The availability of new, improved medications and in-home nebulizers has
greatly improved management of asthma in the last 15 to 20 years. In addition, a
better understanding of the crucial role of airway inflammation in asthma has led
to improved management through wide use of steroid therapy. That
hospitalizations have increased in all age groups, and especially in children
under four years, despite the development of improved therapies frustrates
researchers and providers alike (Bloomberg & Strunk, 1992; Stein, Canny, Bohn,
Reisman & Levison, 1989). Preventing symptoms, addressing crises early and at
home should theoretically reduce the need for emergency services and

hospitalization.

Researchers have focused on the need to alter parental management practices
in order to remedy asthma morbidity among children under 5 (Wilson, Mitchell
& Rolnick, 1993). This emphasis reflects the assumption that emergency room
use and hospitalization are the markers of asthma severity. Hospitalization and
the need for emergency services are seen as a failure of management marked by
underuse of inhaled and oral steroids, and failure to rely on written management

guidelines when they are given (Friday, Khine, Lin & Cliguiri, 1997; Lieu et al.,
1997; Warman, Silver, McCourt & Stein, 1999). Recent studies have emphasized

the important role of caregivers, both specialists and primary care providers, and
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4
the inadequacies of health care system services for children with asthma who live

in poverty (Friday, Khine, Lin & Cliguiri, 1997; Warman, Silver, McCourt &
Stein, 1999).

Updated Guidelines for the Diagnosis and Management of Asthma (National
Institutes of Health (NIH), 1997) spell out more than did the original guidelines
(NTH, 1991) the components of asthma education and home management.
Emphasis includes the need for providers to: establish and maintain a
partnership with patients; address patients' fears; understand their current use
of medications; elicit information about particular triggers and how to control
them; discuss quality of life; learn about problems encountered with medication
use; and work to re-educate about the proper use of inhalers. In addition,
friendly, direct, and reassuring communication in the patient's primary language
is emphasized as are attention to cultural beliefs and guidance regarding
alternative health care practices. Nevertheless, no specific guidelines are given
for the education of parents of children under four years who cannot cooperate
in their own symptom identification and medication administration, and whose
symptoms manifest differently than do those of adults. In addition, although in
a pilot study of this project about the experience of living with asthma in
children under four with severe persistent asthma, all parents described that they
most dreaded the hospitalization of their children, the impact of prior
experiences of hospitalization on the assessment and management of asthma
crisis is not considered in the literature or in NIH guidelines.

thma Symptoms and their Management
Asthma is reversible airway inflammation, obstruction, and hyperresponsiveness

dependent on genetic predisposition and triggered by infectious agents,
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allergens, irritants, and /or emotional stressors (Mrazek, 1992; United States

Department of Health and Human Services {HHS}, 1991). Asthma is invisible,
unpredictable, and crisis prone (Becker et al., 1993). A feeling of panic typically
accompanies the inability to breathe adequately (Mrazek, Anderson & Strunk,
1982). School-aged children describe feeling nervous, angry, scared, and afraid
of dying (Carrieri, Kieckhefer, Janson-Bjerklie & Souza, 1991). In children five
years old and younger, the experience of difficult breathing, often with persistent
coughing, is usually triggered by infection, accompanied by fever and congestion
(Behrman et al., 1992; Wilson et al., 1993). Several oral and/or inhaled
medications in combined regimens can prevent wheeze and cough (Stempel &
Szefler, 1992).

Iliness severity in asthma covers a wide range of symptoms, management
issues and outcome risks. In its mildest form, asthma symptoms are little more
than an easily managed infrequent nuisance, and the risk for adverse sequelae is
low. Children are defined as having severe persistent asthma when they: 1)
require continuous medications; 2) experience frequent episodes of distress; and
3) are at risk for chronically compromised lung function, limitation of activity,
severe episodic distress, hospitalization, and death (Gutstadt et al., 1989; HHS,
1997; Behrman, et al., 1992; Bloomberg & Strunk, 1992; Weiss et al., 1992; Stempel
& Szefler, 1992). Progression of symptoms, increasingly compromised
pulmonary function, and hospitalizations define short-term asthmatic crisis
(MacLean, Perrin, Gortmaker & Pierre, 1992; Perrin, MacLean & Perrin, 1989).

Since it is in the home and often during the night when episodes of dyspnea
are likely to occur, parents are on the frontline of everyday, routine management

of childhood asthma (Stempel & Szefler, 1992). Whether or not they do well
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6
carries significant consequences for the child's immediate health and his/her

longevity (Creer, Stein, Rappaport & Lewis, 1992; Stempel & Szefler, 1992;
Wilson et al., 1993). Besides medications, protection from precipitant causes such
as infection, strenuous exercise, heightened emotions, and allergens, comprise
the daily management necessary to control symptoms (Creer et al., 1992; HHS,
1991, HHS 1997).

Parents must decide, often without the help of immediately available
professional advice, when to employ formal health care directives to avoid
triggers, assess crises, and manage night routines. Parents define the parameters
of exposure to known allergens and infections when children are young.
Decisions about whether or not there are pets or smokers in the home, or contact
with other children who may have infectious illnesses are made by parents
(Stempel & Szefler, 1992). In addition, since anxiety exacerbates the feeling of
breathlessness and leads to a vicious cycle of escalating illness, parental
management includes remaining calm in crisis and calming the child
(Staudenmeyer, 1982; HHS, 1991; Wee Wheezers, American Lung Association,

1996).

When home medications are not alleviating symptoms, parents decide when,
and whether to access help. Failure to recognize impending crises and failure to
appropriately treat increasing breathlessness accounts for most morbidity and
mortality (Stempel & Szefler, 1992). Accessing care unnecessarily or the failure
to access care appropriately also increases the cost of caring for children with
asthma (Bloomberg & Strunk, 1992; Strunk, 1989; Stempel & Szefler, 1992). Even
with more recent studies that ascribe some responsibility for failures in asthma

care to providers and the health care system, the widespread belief that parents

N



can prevent unnecessary morbidity and mortality by early recognition of
distress, effective initial management of crises, and appropriate access of
emergency care remains (Lieu et al., 1997; Stempel & Redding, 1992; Wilson et
al., 1993).

The expectation that parents should be able to assess symptom severity is
crucial to established ways of managing symptoms. However, even physicians
have difficulty assessing symptom severity without the aide of measures of
pulmonary function or blood oxygen saturation (Stein, et al., 1989; Stempel &
Redding, 1992). Older children and adults can verbalize their distress and are
able to cooperate with in-home peak flow testing of pulmonary function. The
peak flow meter is a simple hand-held device. Three breaths of maximum
exertion provide an objective measure of pulmonary status. Children under the
age of 6 are not usually able to mange the device effectively enough to provide
adequate assessment of pulmonary status (Yoss & McMullins, 1995). Even with
peak flow monitoring, good control of symptoms may not be achieved and
severely distressed breathing may not be accurately assessed (Shimm &
Williams, 1980; Janson-Bjerklie, Ferketich & Benner, 1993). A pilot study of 6 to
18 year old children with moderate to severe asthma found that a significant
number of parents and children did not perceive compromised breathing until
peak flow levels were less than 50% of normal (Yoss & McMullins, 1995).
Management guidelines call for alternative management strategies to begin
when peak flow levels are 80% of normal (HHS, 1991; HHS 1997).

In infants and toddlers the early markers of distress are more subtle and/or
non-specific: decreased activity; increased work of breathing; tachypnea; and
cough (Stempel & Redding, 1992). Severe distress is marked by nasal flaring,
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8
intercostal and subcostal retractions, neck straining, and inflated chest (Wee

Wheezers, 1996). There are no clear criteria for just what clinical signs and
symptoms short of severe distress signal the need for emergency care and
whether or not these may differ among children. In addition, since children
under 4 years old cannot cooperate very well with peak flow meter testing, how
symptoms correlate with levels of pulmonary function is not known. Literature

attributes to parents the failure of effectively assessing distress and appropriately

initiating responses (Wilson et al., 1993). —
Summary With home management for asthma as the focal point in the crisis £Y‘
of care of young children with asthma, providers, asthma educators, and t:.,“:f:

researchers struggle for effective ways to enhance symptom control and reduce

LIBR

the need for hospitalization. Parents clearly function in various ways in the

translation of management demands into everyday caring practices. This study
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seeks to discover the background understandings and practices which underlie

and organize how parents evaluate symptoms, assess severity, manage
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compromised breathing in young children, and take the step of accessing
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emergency care that could result in hospitalization. The children of interest are
those with the most severe symptoms and the greatest risk for immediate poor

outcomes.

Management Programs

Many clinicians and researchers have created and tested the effectiveness of
asthma management programs designed to improve symptom management. In
this section I will review some of those programs and discuss their success in

helping the families and children who live with asthma.
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Ninety-two children, ages not specified, with mild, moderate, and severe

asthma completed an education program with their parents (Hinde-Alexander &
Cropp, 1984). Severity was scored according to potency and frequency of
medications, number of wheezing episodes, number of hospital admissions and
emergency visits, and number of school absences in last 12 months. SES was not
discussed. In a six week program, participants were taught warning signs of
asthma, triggers, preventative treatment, and what to do in the event of an acute
attack. Knowledge of asthma among parents and children significantly
improved after the program over pre-program knowledge. Children were also
included in an activity program of games, swimming, calisthenics, and relaxation
training. After three months, parents' and children's attitudes toward asthma
improved significantly. Each month, for one year, eight variables were
measured. At the end of one year children had significantly increased activity
levels, and significantly decreased health care visits and school absences. There
were no significant decreases in the need for medications, or emergency or
hospital visits. In addition, there were no significant increases in school activities
(Hindi-Alexander & Cropp, 1984).

Since there were no control groups the effectiveness of the educational and
activity components of the intervention cannot be assessed. It is disappointing
that the program had no significant effect on hospitalizations or frequency of
emergency care and that disease severity was not reassessed at the end of the
study period. Nevertheless, the significant findings post-intervention and at one
year indicate that improved manageability of asthma resulted.

A group of 19 children with mild to severe asthma, aged 6-14, were matched

with a control group by sex, age, severity of disease (criteria were not given), and
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10
season of worst asthma. The children and their parents participated in a four

week asthma education program (Whitman, West, Brough & Welch, 1985).
Parents (or children) in both groups kept daily medication and symptom diaries,
and parents assessed symptom severity weekly. After three months children in
both groups, asthma and control, showed a significant decrease in number of
acute episodes. The study group's knowledge of asthma and management and
management skills improved significantly after the study. This difference was
maintained after three months. Criteria by which parents assessed symptom
severity were not given. As part of the same investigation Whitman et al. (1985)
studied the effects of a three week educational intervention with 21 children with
asthma aged 2 to 5 years. After three months, episodes of acute asthma had
decreased significantly in the preschoolers. Knowledge and skills were not
tested nor was there a control group. SES was not reported for either study.
Parents did not assess that severity decreased significantly in older or younger
children with asthma or in controls (Whitman et al., 1985). Overall, the results of
this study confirm the value of keeping a daily log with or without educational
intervention. Objective measures of pulmonary function in the older children
would have enhanced the findings. However, in 1985, peak flow meters were
not in widespread use.

Another study that evaluated a program designed to promote improved self
management of asthma involved 18 children, aged 8 to 12, and their parents (Tal,
Gil-Spielberg, Antonovsky, Tal & Moaz, 1990). An aged matched control group
continued regular care at the clinic from which they and the study participants
were recruited. The theoretical premise underlying the study was that asthma

management depends on interactive cooperation between the family and health
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care providers rather than on the traditional notion that successful management

follows from strict compliance to management directives. Six weekly sessions
combined education and family communication skills training. Both parents
participated. Evaluation interviews with parents and children to obtain data on
medications, hospitalizations, school absences, who takes responsibility for daily
care, who makes decisions about school absences, and how often the child
remembered to take medications were held at baseline, three months, and 12
months. The significant findings include that both parents and children reported
taking more responsibility for asthma care even after one year. Reliable reports
from families and from hospital records about numbers of hospitalizations and
emergency visits could not be obtained. Thus, an assessment of study
participation on those important variables could not be shown (Tal et al., 1990).

This study emphasized family communication, specifically about asthma and
its management with the goal of increasing child self care. Significant findings
support the efficacy of the intervention on this account. Uniquenesses of the
research plan were that: 1) both parents participated with the child in an
intervention which emphasized family communication; 2) family and ‘'medical’
systems were seen to interact in mutually respectful ways to achieve optimum
care; and 3) professionals and the family designed a plan for decision making
during acute asthma episodes. In this study conducted in Israel, SES and ethnic
background were not reported and single parent families did not participate. It
is, thereby, not directly applicable to more ethnically and sociologically diverse
populations.

Ninety-five children, 47 in a study group and 28 in the control group, who

had a mean age 9.5 years, were compared after a year long asthma management
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intervention (Hughes, McLeod, Garner & Goldbloom, 1991). Asthma severity at

intake was assessed by frequency of asthma crises. Clinical assessments and
individualized management programs were set up along with extensive

education from a nurse coordinator about prevention and management strategies
for study group children. Children then attended the clinic at three month
intervals during which the physician and nurse coordinator provided
individualized instruction for management. The nurse coordinator made a home
visit once in each six month interval during the first year for the purpose of
assessing the home environment and educating the family about environmental
triggers. Controls were similarly assessed and given management instruction at
the first visit. They continued to attend the clinic throughout the study period
but did not necessarily see the same physician. They had no further visits with
the nurse coordinator. Four criteria of asthma severity, lung function, school
attendance, emergency care, and hospitalization, were assessed for all children at
three month intervals until 12 months and again 12 months later. The study took
place in Nova Scotia. No SES was reported (Hughes et al, 1991).

After one year children participating in the intervention took more
responsibility for asthma. However, since management was assessed by their
parents, this result may be skewed by social desirability. Peak expiratory flow
was significantly improved in treatment group children at the 12 month
assessment but the effect was not sustained to the follow up one year later.
Numbers of hospitalizations and length of hospitalization were not significantly
different.

The intervention did not result in many significant changes. Especially

disappointing to the authors were the following findings: 1) no reduction in
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exposure to second hand smoke or pets in the home during the study; 2) no

change in the number of post intervention visits by study children; 3) no change
in numbers of asthma crises; and 4) no significant differences between study and
control children at the 12 month post-intervention follow-up on any of the four
severity criteria (Hughes et al., 1991). The major differences in this study and the
study by Tal et al. (1990), were that despite individualized care no family
interventions took place and the intervention was designed to distribute
information. There was no stated importance of understanding the families
circumstances and input. In addition, care was not designed to facilitate
communication among family members or between providers and the children
or their families. Nurse interventions were for assessment of the home
environment and educational intervention.

In the Netherlands, a multidisciplinary education protocol for physicians and
parents of children from birth to 4 years old was developed from a parental
educational needs assessment of preschoolers who have asthma. The protocol
was tested in a six month study with follow up at 1 year (Mesters, Meertens, Kok
& Parcel, 1994). General practitioners (GPs) provided the protocol for parents,
n=33 who were compared to controls, n=30 who received initial evaluation then
the protocol six months later, and controls, n=18, who did not participate in the
intervention. Researchers stated that participating parents had mostly middle or
low levels of education. Ethnicity and income levels were not given. There were
no significant demographic differences between study families and controls.

The treatment group had significantly more knowledge about asthma, level
of self-efficacy expectations, and frequency of performing self-management
behaviors (for instance, taking medicines as scheduled) than the first control
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group as measured at six months. In addition, protocol group parents indicated
significantly more interest in asthma self-management at six months.

Significance on both knowledge and self management measures was not
sustained at 12 month follow up, however. Numbers of non-emergency and
emergency visits decreased significantly more in the treatment group than in the
second control group at the 12 month follow up. A decrease in hospital
admissions did not reach significance in comparison with the second control
group. Asthma severity as assessed by the GPs (who were not blinded to the
study groups) decreased significantly in treatment group children compared to
the second control group (Mesters et al., 1994).

This study of preschoolers with asthma and their parents is important
primarily due to the fact that protocols were established according to needs
assessment from the parents. Results showed significant differences on several
management parameters and in the directly related use of medical services. The
study would have been improved by assessing severity according to a standard
set of physiologic criteria. Follow up past 12 months would also have been
valuable. Since the children are young, effects of early management self-efficacy
on later illness parameters would be very valuable. No discussion was given
about how self management was conceived for very young children or whether
management behaviors were only for the parents. Neither was there a stated

concern for how parental management practices were or were not
accommodated to promote self-efficacy and self-esteem in the child.

Summary The management interventions reviewed above all demonstrated
at least significant short term improvement in knowledge of asthma when it was

measured. In addition, the studies showed significant improvement in severity,
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attitudes toward asthma, self management skills, activity levels, and numbers of

acute episodes. However, results are not consistent across studies. Not all
variables were measured in every study, nor were similar variables measured by
the same criteria. Most importantly, the assessment of severity and self
management were confounded by lack of objective measures and impartiality of
those making the assessments.

In addition, most significant parameters did not hold up over the long term.
Exceptions are increased activity level, decreased school absences (Hinde-
Alexander & Cropp, 1984), increased child self responsibility for management
(Tal et al., 1990), and decreases in numbers of emergency and non-emergency
visits in preschoolers (Mesters et al., 1994). Interestingly, in addition to
education about asthma and asthma management, these studies all included an
interpersonal aspect of intervention: activities (Hinde-Alexander & Cropp, 1984);
family communication (Tal et al., 1990); and involvement of the patient's
physician in the intervention (Mesters et al., 1994). Additionally, one
intervention developed its materials with the input of parents (Mesters et al.,
1994) and another emphasized the mutual influence of family and medical
system (Tal et al., 1990). However, the effects of none of these personal
communication and relationship characteristics was assessed. Therefore, several
issues stand out when these studies are taken as a whole. First, whether parental
input and participation, or the professional support that the interventions
provided, contributed to short term outcomes, or made the difference in long
term outcomes cannot be assessed. Second, many of the significant associations
may have resulted in part due to improvement in symptoms that would have

taken place over time with or without intervention. Such an effect could
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contribute to increases in children's activity levels and in decreases in school

absences. Decreases in acute episodes in children 2 to 5 and in their emergency
and non emergency care Vvisits also might be due to natural improvement of
symptoms overtime. Two other observations are relevant. First, most
interventions do not include children under four years old. Second, the two
investigations in which young children participated did not show significant
decreases in hospitalizations as a result of planned intervention. Thus, although
knowledge of asthma and management skills is an essential component of
interventions, just what effective management programs for families and
children with asthma also require is not established, especially when children are
younger than 4.
Nursing Research
In studying the viewpoint of parents whose children under 4 years live with
chronic illness, nurse researchers have found that illness management is complex
rather than straightforward, and evolutionary rather than fixed (Cohen, 1995;
Deatrick, Knafl & Walsh, 1988; Knafl & Deatrick; 1986; Knafl & Deatrick, 1987).
Ray & Ritchie (1993) studied 29 families of chronically ill children from 3

months to 16 years where parents provided continuous, daily medical-technical
care. Parents reported that in managing the burden of daily care, strengthening
their family relationships was more helpful than consulting with health
professionals. Among children hospitalized with disabilities nurses used
grounded theory to discover how parents felt themselves "[eJmerging as the
disabled child's 'central person' " (Perkins, 1993, p. 2). Gradual increments in

knowledge and involvement led parents to the role of highly skilled caregivers
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and the self-acknowledged "essential link, bringing together all others involved"

in their children's care (p. 7).

Nurse researchers have also found that effective caregiving and management
result when parents' ability to recognize symptoms in their children is valued by
professional caregivers and forms the basis of intervention. In a study of acutely
ill infants nurses found that parents' sensitivity to illness clues was valuable in
the care of infants (Selekman & Malloy, 1995). They warned against discounting
the credibility of parents' assessments when parents are uneducated, anxious,
communicate poorly, or hold unfamiliar cultural beliefs.

A similar attitude toward parents' experiences with children's asthma was the
basis for a nurse-managed hospital intervention. In the study of asthma in
children under 5 years, nurse researchers in Scotland developed an in-patient
asthma teaching intervention around an individualized discussion with parents
of the events leading to the asthma crisis that precipitated hospitalization.
Symptoms parents recalled as their child's crisis developed formed the
background of education regarding management of subsequent crises. Children
were from 2 to 14 years with 41.7% under age 5. During the 2 to 14 months
following intervention, children in all age groups whose parents had participated
experienced significantly reduced re-admission for asthma crisis compared to
controls (Madge, McColl & Paton, 1997). Since randomization was carefully
planned and reported in detail, the important risk of selection bias was reduced.
All participants admitted for asthma were chosen on a random basis but only on
Mondays and Fridays when the asthma nurse was available. However, children
in the intervention and treatment groups matched with each other and with all

children admitted for their first asthma admission during the study year on the
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basis of age, length of hospital stay, number of previous admissions, median

days of follow up and treatment modalities. In addition, although these Scottish
authors do not include specific ethnicity or income statistics, all three groups
matched on "deprivation score," a score that the authors indicate was based on
postal code.

Nurses have also reported the experience of parents in living with asthma in
their older children. Consistent with the findings that when provided written
management plans, parents of children with asthma do not think to use them in
crisis, and that in hypothetical experimental situations parents would not refer to
written plans in crisis (Warman et al., 1999), Kast (1999) found that formal
educational information about asthma was disregarded by the mother of a 10
year old boy with mild-persistent asthma. His mother, who was hindered by
poor reading and math skills, felt overwhelmed by the detailed management
plan given her and worried that inhaled steroids might harm his vision. Kast
modified her education to provide simple, concise instructions and to address

James' mother's concern about the possible dangers of inhaled steroids. As a

result James had experienced a period of nearly one year of improved symptoms.

Kast stated "every patient does not need to know all we know about asthma." (p.
6).

Horner (1997) used grounded theory to describe the enormous influence of
the prediagnostic period on mothers of school-aged children with asthma.
Although the age of all children in the prediagnosis period is not identified, some
children were between 30 and 60 months when diagnosed with asthma.

Ethnicity, sex, and poverty level were not reported. Mothers described feeling
frightened, helpless, and frustrated as they cared for recurrent episodes of illness
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that seemed never to end. In addition, sleepless nights wearied mothers as they

watched their children struggle to breathe. Parents found that when physicians
did not identify their child's symptoms as asthma and did not provide
instructions about symptom relief that proved effective, mothers sought relief
through chiropractic care, over-the-counter medications, and home remedies.
Horner reports that the 12 mothers in this study found relief from the high
uncertainty of the prediagnosis period when diagnosis brought the change of a
more effective treatment plan.

Two nurse investigators used grounded theory in a study of 2 to 13 year old
children with asthma, mean age 6.9 years with 30 families participating (Jerrett &
Costello, 1996). Ethnicity, sex, poverty level, and asthma severity were not
identified. The nurses found that parents' first encounters with symptoms left
them uncertain and vulnerable. As they became more experienced and involved
in seeking solutions for symptom control parents learned to modify their
management intervention. Eventually asthma management became integrated
into family life even though uncertainty about recurrence and the possibility of
threats to parents' sense of control over the illness persisted. Without
elaborating, the authors point out that parents could move successfully to the
place of feeling in control of asthma due to a supportive and accessible health
care system.

Summary These nurse conducted studies all contribute to the literature by
emphasizing the importance of the parents' perspective when children under 4
years old are chronically ill. Whether it was studying the influence of family
factors, designing an intervention from the starting place of a family's experience,

modifying an intervention to account for a family's special needs, exploring the
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experience of living with an undiagnosed chronic illness, or explaining the

family experience of controlling symptoms, each researcher told the story of
illness management on the background assumption that successful illness
outcomes depend on understanding what parents already do. Those studies of
parents of children with asthma describe an experience that is confusing,
frightening, tremendously stressful, and lonely, especially during the early stages
of illness onset.

In studies of children 4 and under with severe persistent asthma, just how to

o
reverse high morbidity remains obscure. However, two characteristics of asthma ;:;;,;4
caregiving in children stand out as likely important to consider in planning ;;E::
better strategies for the management of infants and toddlers with asthma. First, '\::
besides the delivery of knowledge about asthma, adapting interventions to %
individual parent and family needs has shown positive results. Second, studies _--l
find that parents who have experience and knowledge about their children's ..
asthma rarely follow professional prescribed management instructions. Third, Q‘ ¢ ?
parents described that caring for their children with asthma was a lonely and : f‘;)
emotional caregiving burden. Finally, social circumstances, personal resources, e

and understandings of medications all influence parents’ ways of following
professionally prescribed management instructions.

Research in children younger than 2 years, who live in poverty and whose
ethnicity may leave them socially disadvantaged, is extremely limited. Itis
noteworthy that children under two years with severe persistent asthma have
almost always been studied as part of a larger group of children whose ages
range from 2-13 years. Specifically, families found to be most at risk of having
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their children admitted to the hospital for asthma, that is, ethnically diverse, low

income families with children under 4 years of age, have not been investigated.

Families share with professionals the goal of promoting and facilitating
optimal well being of infants and toddlers with severe persistent asthma. In
addition, families are intimately aware of daily demands asthma makes on them
and their children. Thus, they are uniquely positioned to understand the
distinctions that make living with asthma successful or problematic. Although
some research, and especially that conducted by nurses, has seriously and
empathically considered parents' perspectives, much of the literature leads one
to view their perspective with some suspicion as family functioning has

historically been associated with asthma morbidity.

Perceptions of Children with Asthma and Their Families

Both parents and providers take up the understanding of asthma as an illness
within a shared cultural milieu of personal, social, and medical meanings
(Kleinman, 1988). This study is based on two assumptions. First, in addition to
understanding asthma as a disease defined by pathophysiological processes,
living with and managing asthma involves understanding the meanings ascribed
toit. Second, in investigating the experience of families whose children have
asthma, it is necessary to consider how the professional medical community
perceives asthma. Since the two perspectives, that is, of families and of
professionals, are different, each will impact asthma management in distinct
ways. These distinctions are expected to have overarching and ongoing

importance for the families who are dependent on professionals for education,
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medical management, emergency services, and hospital care. In this section, I

will discuss the meanings attributed to children with asthma and their parents as
documented in western medical literature. A review of the literature finds that
the perceptions of children with asthma, their parents, and the families of
children with asthma have long been negative and laden with descriptions of
emotional pathology.

Children with Asthma Historically, asthma in childhood has been viewed
as a condition that evolves within psychologically disturbed relationships.
Children were assumed to have fixed personality traits: overanxiety; lack of
self-confidence; and a deep-seated dependency on their mothers. Historically
the stigma of having asthma was carried in the terms "asthmatic children” and
"asthmatics,” terms that will be avoided in this project since they not only
connote stigma but also leave persons with asthma primarily defined by their
illness.

An early comparison study of children with asthma and children with cardiac
disease found that in both groups some children exhibit similar psychological
symptoms, and suggested that protracted illness especially in early childhood
may account for dependency, anxiety, and low self-esteem (Neuhaus, 1967). In
comparing children with asthma to children with cystic fibrosis and children
who were not ill, Williams (1975) found that in an experimental situation,
children with asthma performed significantly less well compared to other
children if their mothers were not present and involved. Williams concluded
that in the extreme maladjustment associated with heightened severity of
symptoms, children exhibited "regressive dependency, ... a desire in the child to
re-establish a close physical union with the mother, similar to that which existed

.
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prior to birth, physically protected, enclosed, with complete passive dependence.”

(p- 199). [Italics are mine.]

One study associated children's difficult temperament with asthma.
Although temperament is usually considered a stable biological trait which
characterizes each individual, many differences exist in definitions of
temperament. The question of whether or not temperament is immutable is an
especially complex one on which theorists have varying opinions (Goldsmith et
al., 1987). They generally agree that temperament is not a set of specific
behaviors but an underlying pattern or tendency to behave in characteristic
ways. In addition, theorists consider temperament, though not entirely
immutable, to be founded in individual biological differences which are
characteristic of each individual and continuous throughout the life of that
individual (Goldsmith et al., 1987).

Parents of 3 to 7 year olds with moderate and mild asthma, n=12, identified
significantly more difficult "temperaments" in their children with asthma than in
healthy children or children with cystic fibrosis (Kim, Ferrara & Chess, 1980).
Parents perceived children with asthma as being less adaptive, having lower
intensity of reaction, "lower mood value,"” and lower persistence. The authors
acknowledged the unanswered question of whether or not child characteristics
precede or follow diagnosis with asthma. Yet labeling the significant child
behaviors as "temperamental characteristics" implies the association of asthma in
childhood with established behavioral patterns, negatively defined. Further, the
notion of illness specific temperament infers that such negative behaviors can be
found in any child with asthma.
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The implication persists that asthma in childhood and characteristically

maladjusted behaviors are inextricably bound. Carson and Schauer (1992)
describe other difficult behaviors documented in the literature as associated with
childhood asthma: immaturity, lack of self-confidence, restlessness,
overanxiousness, bossiness, timidity, sadness and withdrawal, impulsiveness
and lack of anger control, critical attitudes toward others, stubbornness and
insistence on having their own way. Their own recent work of midwestern
Caucasian children aged 8-13 with asthma, 75% of whose parents were middle to
high income, confirms the association between asthma and undesirable
behaviors as perceived by their parents. Compared to normed samples of
healthy children, the children with asthma, n=41, were assessed by their mothers
as less adaptable, less acceptable, less reinforcing to the mother, and more
demanding and moody on the Parenting Stress Index (PSI) and the Mother-Child
Relationship Evaluation (MCRE) (Carson & Schauer, 1992).

Parents of Children with Asthma Mothers of 8 to 13 year old children with
asthma studied by Carson and Schauer (1992) were found to be rejecting
overprotective, and overindulgent. According to several recent correlational
studies, relationships between parents and their children with asthma are
conflicted. German mothers and fathers had more critical attitudes and more
negative communications with their school aged children with asthma than did
parents of healthy controls (Hermanns, Florin, Dietrich, Rieger & Hahlweg, 1989;
Schobinger, Florin, Zimmer, Lindemann & Winter, 1992).

In a prospective Norwegian study, Askildsen, Watten, & Faleide (1993)
studied the attitudes of parents of 161 never symptomatic six month old children

at immunological risk for allergy (criteria referenced). When the children were 7



25
to 9 years old those who developed asthma were compared to the others. The

investigators concluded that the mothers of children who developed asthma
exhibited a "marked tendency to regulate, 'shape’ and even invade the child" and
that this tendency was a "subtle, preconscious strategy aiming at making the
child dependent on them," but that it might also "reflect a strong personal
motivation to protect and care for their child based on perceived needs of the
child" (p.96).

One study records a more positive profile of parents of children with asthma.
While concluding that asthma brought more everyday stress to parents of 37
children aged 3 to 5 with asthma, a study in England found the parents'’
discipline strategies did not differ from those of the parents of healthy controls
(Eiser, Eiser, Town & Tripp, 1991). These parents reported ratings not
significantly different from controls regarding their children's enjoyment of life
and their interactions with other children.

Families and Children with Asthma Many studies of families of school aged
children have found associations between family dysfunction and asthma
morbidity, severity of symptoms, and death (Gustafsson, Kjellman, Ludvigsson
& Cederblad, 1987; Strunk, Fukhuhara, LaBreque & Mrazek, 1988; Mascia, 1989;
Strunk, 1989). In 1988 Boxer, Carson, and Miller reported that clinical
psychologists and social workers assessed that 48% of children with asthma
suffered parental neglect of their medical, physical, and emotional needs. The

researchers described the effectiveness of long term hospitalization of school
aged children with severe asthma, an intervention designed primarily to allow
children to adapt to asthma in an environment not influenced by their parents.

The need for routine and emergency medical care and hospitalizations in the



26
year following the intervention were reduced (Strunk et al., 1989; Boxer et al.,

1988).

A 3 month period of hospitalization for medical management and behavioral
education of school aged children showed that, by involving parents and
hospitalizing children, knowledge driven management behaviors in children
improved. Parents of the hospitalized children participated in monthly parent
education sessions with weekly reinforcement prior to and following children's
weekend home visits (Brazil, McLean, Abbey & Musselman, 1997). After
hospitalization the children had positive attitudes toward self-management
behaviors. In addition, their knowledge of asthma and self-management
behaviors were significantly correlated. As part of the study, childrenin a 3
week outpatient day camp program, that provided the same content but in
which parents were not involved, showed a less positive correlation between
asthma knowledge and management behaviors. In addition, their attitudes
toward asthma management and management behaviors were negative. Thus,
the involvement of parents combined with the opportunity for children to
practice their management behaviors in a medically protective environment
produced a positive outcome. Long term retention of the changes was not
studied.

Many studies have been designed on the theoretical background put forth by
Minuchin and colleagues (1975) who described four transactional characteristics
of family function that were believed to characterize psychological dysfunction

in families and lead to the exacerbation of symptoms in children with asthma.
According to Minuchin these "psychosomatic families" are enmeshed,

overprotective, rigid, and avoid conflict resolution leaving unsolved problems to
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be expressed again and again as increased symptomatic crises of breathlessness

in asthma or elevation of blood sugar in diabetes (Minuchin et al., 1975).
Minuchin's thinking provided the basis for several studies about families of
children have asthma. Olson (1989) incorporated some of Minuchin's concepts in
developing the Circumplex Theory of family functioning, a Clinical Rating Scale

(CRS), and questionnaire, the Family Adaptability and Cohesion Evaluation
Scales (FACES) (Gustafsson, Kjellman, Ludvigsson & Cederblad, 1987; Donnelly,
1994). On this scale family adaptability and cohesion are rated on continua of
low to high adaptability (chaotic or rigid) or cohesion (disengaged or enmeshed).
The model is curvilinear since either extreme of either dimension is
dysfunctional. Optimal family functioning occurs when adaptability and
cohesion are balanced or in midrange. (Olson, 1989). Researchers reported
significant associations between asthma and family dysfunction (Baron, Veilleux
& Lamarre, 1992; Gustafsson, Kjellman, Ludvigsson & Cederblad, 1987). They
also reported successful psychotherapeutic interventions designed to reverse
family dysfunction as defined on the Minuchin model (Gustafsson, Kjellman &
Cederblad, 1986;).

On the other hand, one study of children with asthma aged 9-15, showed that
high cohesion and defined structure defined families whose interdependent
relationships led to better symptom control (Meijer, Griffioen, van Nierop &
Oppenheimer, 1995). In addition, Donnelly (1994) a nurse researcher studied
family hardiness, stressors, and functioning in families of young children (aged 1
to 5 years) where children had asthma. Using one instrument based on the
Minuchin model and another to measure family hardiness and family stress, she
found a significant positive relationship between balanced families and family
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hardiness in children with asthma. Furthermore, family hardiness levels were

similar to those reported in "nonclinical" families. It is implied that families
where children have asthma are not different from families where children are
not ill in family hardiness, stress due to life change, and overall functioning.

The theoretical basis of Minuchin's work and its use as a model for the care of
families of children with chronic illness has been challenged in a model laid out
by Wood (1993). She proposed the construct of biopsychosocial response to
illness that defines individual as well as family responsiveness to illness.
However, this theoretical model has not been used to evaluate children with
asthma. As a consequence, the body of research with significant findings
regarding the emotional health of children, parents, and families in which
children have asthma continues to carry the overtones of pathology as based on
Minuchin's model of the "psychosomatic family."

Summary Studies over several decades attribute many negative personality
traits to children with asthma. Specifically, children are 'too dependent’
especially on their mothers, lack self-confidence, and are critical and demanding.
Mothers are found to participate in this disturbed relationship by being
overprotective, controlling, and critical of their child. Fathers of children with
asthma, too, when studied were found more critical. Parents assessed parenting
as stressful when children have asthma. Yet, studies of parental stress do not
consider the parenting practices and child behaviors specifically resulting from
or necessitated by asthma symptoms and their management.

Whether the conclusions of these studies apply to all children with asthma is
questionable. Samples do not represent children from ethnically diverse,

migrating, or low income families, with known increased risk of hospitalization
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and mortality due to asthma (Perrin et al., 1989; Weiss & Wagener, 1990).

Neither do they represent children in urban areas where poverty and racial
minority are associated with increased rates of hospitalization (Perrin et al., 1989;
Wissow et al., 1988).

Overall the literature finds that families whose children are in need of the
most intensive care for asthma have significantly more dysfunction, as defined
on the Minuchin model, than children with diabetes, children with cystic fibrosis,
and children who do not have asthma. Asthma severely out of control is
associated with neglect as well.

Whether asthma causes family dysfunction or the other way around is not
established. Two recent studies have tried to establish a cause and effect link
between parenting attitudes and behavioral practices in childhood with the
development of asthma. Mrazek (1992) studied 150 families at high genetic risk
for asthma from pregnancy until the second year of the child's life. The sample
were 92% Caucasian and the majority middle class per the Hollingshead SES

scale. The investigation was not controlled for cigarette exposure nor for parity
of the mother. In addition, interviews with the mother assessed paternal as well
as maternal coping. At age three weeks mothers were interviewed about the

perceived stress of parenting and their ability to cope while the interviewer made
informal observations of the mother's parenting skills. Analysis revealed a
positive correlation between parenting stressors, maternal coping, and the
development of asthma defined as recurrent wheezing episodes with at least one
not related to respiratory infection. While asthma correlated positively with

Negative parental stress and coping, infectious wheezing did not (Mrazek, 1992).
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Most family researchers do not address the question of the direction of effect

between asthma severity and family dysfunction. However, hospitalization of
children with asthma in order to attain management goals seemed based on the
belief that family influence was negative in children with severe persistent

asthma, and that severing and modifying family management patterns by

teaching better models of behavior would reduce asthma severity. The Minuchin

model and the therapeutic interventions Minuchin designed as a result posit a
similar direction of influence. Woods' model, on the other hand, seems clearly
based on a belief that family and illness effects are circular.

Most studies show that families clearly influence the expression of asthma
and its manageability. What is not clear are the qualities of family functioning
that enhance the manageability of asthma. Especially lacking are studies of
families from various ethnic groups and income levels where children are
younger than four or five years. Only one family study looked specifically at
family qualities in young children with asthma. The sample was not controlled
for severity of illness, neither was the sample ethnically diverse. In addition,
more than half the study participants had attended college while only 15% had
not finished high school (Donnally, 1994).

Conclusion

Reasons for the increasing prevalence of asthma are not known. Increased
morbidity is not thought to be due to changed diagnostic criteria (Gergen &
Weiss, 1990). Moreover, there are no conclusive data about whether or not

severity is increasing. As a result, rising asthma morbidity, as measured by

hospitalization and use of emergency services, is seen as a failure to manage
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symptoms effectively and prevent exacerbation (Gergen & Weiss, 1990; Stein et

al., 1989).

Although results of management interventions demonstrate success on some
measures, taken as a whole they have failed to change the tide of increasing
asthma morbidity in children under 4 years. All asthma management studies
presume and do not refute that knowledge of asthma and asthma management
successfully taught will lead to improved control of symptoms, even though
there is evidence that knowledge of the disease and clearly spelled out plans for
management are of less importance to parents and children than they are to
professionals. Moreover, the effects of interventions are difficult to compare,
especially since levels of severity and controllability of the illness share similar
expression. Furthermore, in every investigation of management program
effectiveness, salient contextual characteristics, such as family communication
and professional cooperation and support play a role. However, the influence
and quality of communication, cooperation, and support components cannot be
effectively compared across studies since they differ between interventions,
receive different emphases, and have not been measured.

Studies of children of all ages with asthma, their families, and management
programs lack balanced ethnic and income level representation. In addition,
research has led to few findings about children less than 4 years and has focused
very little on children under 2 years. Studies also fail to make developmentally
sensitive inquiries into the impact of the illness, nor are interventions designed

with the developmental needs of infants and toddlers in mind. Since
professionals and researchers attribute many negative traits to children with

asthma, their parents, and their families as a whole and since professionals agree
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about the importance of promoting self management and self-esteem in older

children, lack of attention to the early effects of asthma and its management on
children and parents is surprising.

To summarize, families whose infants and toddlers have severe persistent
asthma live within an experience that is poorly understood. Furthermore,
several aspects of the problem are especially disheartening. First, the literature
provides epidemiolgical evidence of increasing morbidity and hospitalization
due to asthma among these children. Second, numerous studies demonstrate
largely failed efforts to impart definitive knowledge about the disease, its
management and effective prevention practices to parents. Moreover, where
management intervention studies have demonstrated success, only rarely do
results stand up for 12 months, and none have been measured beyond that
period. In addition, ethnically diverse children under 4 years who live in
poverty suffer most asthma morbidity, yet they, and their families, are the least
studied.

The literature, thus, points out that the clues to effectively meeting the needs
of families of infants and toddlers with asthma have been especially unavailable
to professionals. Although parents of infants and toddlers with asthma are
presumably also unclear about how to control symptoms and prevent
hospitalization, it is they who have first hand, intimate understandings about the
managing crisis wheeze and cough. In addition, asthma has been shown to have
a pervasive influence on children and their parents, on the relationships between
them, and on whole families. Moreover, following professional intervention, it is
parents who integrate professional support and management directives into

daily practices. Thus, I chose to investigate asthma management in infants and
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toddlers who live in poverty and are Latino or African-American from the

perspective of the families of children with the illness.

In this study I will examine how parents, live in poverty and are either Latino
or African-American, integrate, over time, the demands of illness management
into caring for their 12 month to 4 year old child with severe asthma.

Specifically, I will describe parents' understandings of asthma and asthma
management skills. In addition, I will describe parenting practices particularly in
light of: 1) the demands of asthma management established for the individual
child; 2) prior experiences of crisis which led to the child’s need for
hospitalization and emergency care; 3) current understandings of how to
respond in the event of crisis; 4) the simultaneous need to provide for asthma
management, healthy development of the child, and the care of all family

members; and 5) social and economic influences affecting asthma management.

oy i
SR R W
N ; 2

% Fo

~F



CHAPTER 2

The Perspective of Attachment Theory

Introduction

Families' own circumstances, abilities, resources, and ways of taking on the
caring of their children with asthma are a relatively little understood, but likely,
powerful influence on the course of illness management. Living with a tenuous
ability to breathe well, is a breath by breath circumstance, carried out in a social
environment, constituted and shaped for the child by his/her family. In order to
understand the experience of families from the perspective of their various
concerns, I sought a theoretical lens from which I could better appreciate the
organizing needs of the child in relationship to the organizing concerns of the
family.

Many theoretical perspectives serve as background for this investigation,
including, interpretive phenomenology, family systems theory, the circumplex
theory of family functioning, child development theory, and attachment theory.
I have chosen attachment theory as one lens to present in detail in this chapter.
A discussion of interpretive phenomenology, the overall theoretical perspective
of this investigation, will follow in Chapter 3.

Attachment theory affords a perspective on the affective relationships
between infants and toddlers and their personal social environments. The value
of this focus in infants and toddlers with severe persistent asthma and their
families is important on two accounts. First, the emotional health of children and

of their parents and the quality of the relationships between parents and children
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have historically been considered an important aspect of the illness. Second, the

experience of acute asthma crisis and its hospital management are emotionally
stressful events for children and their parents that likely shape the meaning of
living with asthma in lasting ways.

The purpose of this chapter is, first, to present attachment theory with
emphasis on the significance of secure attachment for healthy growth and
development. Second, I will review the literature regarding attachment and
chronic illness in young children with attention to implications of that research
for children with severe asthma. Then, a discussion follows of the parental role
in the security of attachment when children have asthma. Finally, several
specific aspects of asthma, that may impact healthy emotional development in
children with severe persistent asthma and their families, are discussed in light
of attachment theory.

Attachment Theo

Historical Development Convinced of the importance of real life events in
the development of child psychology, John Bowlby, joined by Mary Ainsworth
(Ainsworth & Bowlby, 1991), studied reunions of infants and young children
with their mothers. When children were hospitalized in impersonal institutions,
separation would progress to despair and detachment. Separation brought
crying protest and frequent looking out for the mother to return. Despair
followed with the children exhibiting monotonous crying, diminished activity,
and quiet withdrawal, which some nurse caregivers, thought to be indicators of

diminished distress. If the mother did not return, the child eventually began to
accept care, food, and toys offered by the nurses. Sometimes the children even

smiled and initiated social action. Though it appeared that the children were
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recovering from separation, such was not the case. Detached emotionally, the

children exhibited listless turning away from the mother, seeming to have lost all
interest in her if she returned to visit. If the child were to stay institutionalized
for a long period with care provided by a series of care givers, she would become
attached to each in turn and suffer repeated loss. Committing herself less and
less to succeeding mother-figures, the child would eventually stop altogether
taking the risk of becoming attached to anyone. Instead, showing passionate
desire only for food or toys, she would not show feelings toward parents at their
visits, and, though cheerful and apparently well-adapted, "appears no longer to
care for anyone" (Bowlby, 1969/1982, p. 28). Detachment served as a defensive
system of behaviors in the face of painful anxiety, separation, and loss (Bowlby,
1969/1982; Bowlby, 1980). Bowlby (1960) further noticed that separation and
protest occurred for children with previously unimpaired relationships with
their mothers. Thus, the quality of attachment lies not in the behavior per se but
in how readily it can or cannot be reversed. The well-known Strange Situation, a
laboratory procedure, was later developed to evaluate in detail the reactions of
children to a brief separation and reunion with their mothers (Ainsworth, Blehar,
Waters & Wall, 1978).

Distinguishing concepts Attachment is an affectional bond characterized by
reciprocal emotional expression which clues mother and child and any observer
into the affective quality of the relationship. By the latter part of the first year, a
securely attached child will cry in protest at separation from the mother, or other
primary attachment figure. For convenience ‘'mother’ will be used to designate
the primary attachment figure in the discussion which follows. In practice, the
primary ‘attachment figure' can be either parent, or another person, related or not
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related by blood, whom the child recognizes as preferred caregiver when she is

fearful or anxious.

Ainsworth Blehar, Waters, and Wall (1978) found mothers of securely
attached infants to be significantly more sensitive to infant signals, responsive to
infants crying, and affectionate during body contact than were mothers of
insecurely attached infants. When distressed, the securely attached child puts all
interest in exploring the world on hold. She can only cry, sometimes sobbing,
completely absorbed in her distress. On reunion with her mother, she will smile,
exhibit joy, and seek physical contact then return to being interested in the
environment around her. Thus, the nature of the affectional bond is elaborated
in a range of emotional responses. Crying is neither good nor bad, nor
consistently appropriate nor inappropriate across situations (Stroufe & Waters,
1977). Likewise, a child actively engaged in the surrounding environment
usually signals the child's feeling of security. However, a child feeling profound
loss, may behave similarly. Detached and lacking interest in the mother, the
child may also engage actively in the environment (Bowlby, 1958).

Attachment is also an affectional tie to a particular individual (Ainsworth,
1989). Infants and young children make strong affectional bonds to particular
others, usually in a clear order and usually with the mother being preferred over
others. Thus, attachment differs from a generalized notion of undifferentiated
dependency. According to social learning theory, children are in a state or stage
in which they exhibit dependent behaviors which serve to solicit others to meet
their needs. As long as needs are met the child will develop to independence.
The notion that attachment to , separation from, and/or loss of a particular

individual can be so profound as to interfere with healthy development
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distinguishes attachment theory and the concept of an attachment relationship

from classic thinking about dependency.

Attachment behaviors constitute a system which is a primary and instinctual
response to fear. The instinctive drives for eating and sexual attraction do not
supersede the instinctual desire to establish an interpersonal tie with one
caregiving individual (Ainsworth, 1969; Bowlby, 1977a). Classic theories of
dependency, notably social learning theory, posit that the infant is dependent on
the mother (or any other) in order to be fed and have other basic physiological
needs met. Within this view, the instinct to be close to the mother serves only a
secondary and transient function in the child's development to independent
adulthood (Ainsworth, 1969). By contrast, Bowlby (1977b) sees that healthy
social and emotional development necessitate sensitive, responsive care from a
particular care giver.

Attachment also differs from the psychoanalytic position that the infant's
relationship to the mother is explained as a primary sexual drive. Oral in nature
during infancy, the sexual drive is believed exhibited in the infant's desire for the
mother's breast. The changing objects of sexual desire, that when frustrated is
repressed into the unconscious, define the various stages of human psychological
development, oral, anal, and genital. The infant's care giver serves primarily as
the object for satisfaction of the orally expressed sexual drive (Ainsworth, 1969).

Attachment behaviors are an instinctive response to fear which is at first
manifest in protest when proximity to the caregiver is perceived to be in
jeopardy. Though the child seeks proximity to mother in order to be protected
from physical danger, the attachment figure is the child's protector, not only

from physically threatening situations, but also when she feels separation from,
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or loss of the caregiver herself. Evolved from, and closely related to, animal

responses when predators threaten, human infants' instinctual responses include
sucking, smiling, clinging, crying, and following. First elicited at birth, these
responses reach their peak between 18 to 30 months during episodes of the
child's separation from the mother. Thus fear of physically dangerous
circumstances translates to anxiety in the face of anticipated or realized
separation from the protector (Bowlby, 1977a). Contrary to the notion that
anxiety due to separation or loss is neurotic, Bowlby (1977a) believes attachment
behaviors to be biological (and, therefore, instinctual) responses some of which
are observed in animals as well humans. Typically, darkness, loud noises and
other sudden large changes in stimulus level, sudden movement, and for
humans strange or novel things and strange people instinctually elicit alarm.
The attachment bond forms within a unique interactional, dynamic, and
evolving behavioral system. In infancy, the caregiver's sensitive responsiveness
and availability complement the infant's sucking, smiling, clinging, crying, and
following. The infant gradually internalizes the security of the attachment bond
on the adventure away from the mother's close proximity. A positive
internalized working model of attachment is re-inforced periodically by
returning to the mother for comfort. During early infancy, periods of separation
are brief, at first beginning with barely a glance away from the mother while
being held in her arms. Gradually the periods of separation become greater as
the infant learns that by crying, smiling, or moving toward the mother, she has
some control in the attachment relationship (Main, Kaplan & Cassidy, 1985).
Language, cognitive development, and mobility allow the developing child to
maintain the bond in new ways (Ainsworth, 1989). Behaviors that maintain the
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bond change allowing the unique bond to endure overtime and despite distance
(Bowlby, 1977a). Although specific interpersonal attachment behaviors on the
part of the person attached and the attachment figure evolve in an unfolding
relationship and new significant attachments form in adolescence and
adulthood, the affectional bond to the original attachment figure is not
abandoned. It remains the core experience for secure attachment throughout life.
Mary Ainsworth writes:
I define an "affectional bond" as a relatively long-enduring tie in which the
partner is important as a unique individual and is interchangeable with
none other. In an affectional bond, there is a desire to maintain closeness
to the partner. In older children and adults, that closeness may to some
extent be sustained over time and distance and during absences, but
nevertheless there is at least an intermittent desire to reestablish proximity
and interaction, and pleasure - often - joy upon reunion. Inexplicable
separation tends to cause distress, and permanent loss would cause grief.
(1989, p. 711)

Attachment differs from dependency (Bowlby, 1977a). Dependency
behaviors, carry the connotation of being childish and inappropriate after certain
normative stages. Dependency behaviors are general ways of behaving which
are manifest in many relationships. Dependency solicits the care of infants and
children from older more mature individuals but must be given up in order for
an individual to achieve independence (and maturity). Attachment is also unlike
a primary sexual drive which must be repressed or transform itself into socially
appropriate mature behavior. In contrast, when securely attached, a child

becomes increasingly secure, develops healthy self esteem, and can capably



41
explore, discover, and be a creative participant in her social and physical

environment (Stroufe & Waters, 1977). Maturity does not exclude secure
attachment to a particular individual or individuals nor does it preclude protest,
despair, and grief due to separation or loss in later life (Bowlby, 1977a;
Ainsworth, 1989).

Attachment behaviors cannot be quantitatively measured in the sense that
children or other people are a little or a lot attached (Main, 1995). Specific
behaviors considered in isolation do not determine the quality of the attachment.
Just as crying, clinging, and following are not always indications of insecure (or
secure attachment) so the amount of any of these or any other specific behavioral
indicators do not alone describe the quality of attachment. Instead, specific
behaviors on the part of the child, caregiver response, and the reciprocal child
responses comprise a complex system of behaviors that define attachment. The
quality of the system is evaluated according to how well it functions to promote
the child's feeling of security (Stroufe & Waters, 1977).

The Strange Situation Since it has been widely used to assess the quality of
maternal infant attachment, Mary Ainsworth's structured laboratory procedure
is presented here to familiarize the reader with references to its use in the
literature review which follows. Originally designed for 12 month olds, this
observational procedure is used in the study of children up to 24 months.
Parents and infants/children are observed behind a one way mirror as they
spend brief periods in a laboratory room usually furnished with two chairs, some
reading material for the adults, and toys for the child. The children's behaviors
are recorded (now usually video recorded) during two brief separations from

and reunions with the parent. Ainsworth established the following Strange
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Situation classifications in a sample of infants and their mothers in Baltimore.

Approximately 72 hours of home observations per infant confirmed the original
three classifications and provided descriptions of maternal behaviors for each
classification (Main & Solomon, 1990; Ainsworth et al., 1978).

Secure (Group B). The infant may cry or otherwise exhibit signs of distress
during separation episodes. On reunion the child seeks physical proximity to the
parent and then returns to play. During home observations secure infant
behaviors are associated with mother's sensitivity to the infants signals and
communications (Ainsworth et al., 1978; Main 1991).

Insecure-avoidant (Group A). Exhibiting very little or no distress on
separation, the infant "actively ignores and avoids her [the parent] on her
reunion.” (Main, 1991, p. 140) Mothers in this group were found to be insensitive
to infant signals and specifically reject attachment behaviors (Ainsworth et al.,
1978).

Insecure-ambivalent (Group C). "The infant is distressed and highly focused
on the parent, but cannot be settled by the parent on reunion.” (Main, 1991, p.
140) These infants often expressed anger and sought contact in quick succession
and generally failed to return to play (Main, 1991). Ainsworth and colleagues
(1978) found these behaviors associated with insensitive and unpredictable
maternal responsiveness.

Main (1991) and Main and Solomon (1990) in review of unclassifiable
maternal-infant Strange Situation video tapes have identified a fourth
qualitatively different group of behaviors, Insecure-disorganized /disoriented
(Group D), in which infants exhibit unusual interruptions in organized behaviors
when they are in the presence of their mothers. In preliminary data these
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behaviors seem to be associated with children whose mothers are frightened

and/or frightening.

Summary The attachment behavioral system thus functions to protect the
infant, allowing safe and creative exploration of the environment. It is an
instinctual response, biologically founded and specifically adapted in the human
infant for protection from physical dangers as well as anticipated or actual
separation from the specific primary care giver. Attachment evolves within a
relationship and its quality (successful development of a secure sense of self)
endures throughout life. When attachment is insecure, disruptions in
development are evident in infancy and early childhood as well as into adult life
(Bowlby, 1977b; Lieberman & Pawl, 1990).

Attachment and Chronic Childhood illness

Two groups of researchers have studied attachment relationships in children
with chronic physical illness. Children with asthma, however, have not been
studied. Many others have conducted studies of children who, or whose
mothers, suffer psychopathology. This section reviews the major findings of
those that investigate children with chronic physical illness. Special attention is
paid to implications for attachment relationships when children have severe
asthma in early childhood.

Congenital Heart Disease and Attachment In a study of 42 infants with
congenital heart disease (CHD) of varying severity, ranging from those who
needed successive surgeries, were cyanotic, and who had congestive heart failure
and/or cardiomegaly, to those with benign disease, infants with CHD were
found to be significantly less securely attached than healthy controls as assessed

by the Strange Situation. In addition, among infants with CHD those securely
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attached had improved, with respect to CHD, gradually since birth. However,

since disease improvement and formation of attachment relationships were
taking place simultaneously the direction of this trend could not be determined.
Although numbers were too small to analyze statistically, diagnostic groups with
more severe conditions, ventral septal defect and tetralogy of Fallot, were groups
with larger numbers of insecurely attached infants. These were also children
who had had surgery, the most severe having had surgery before 1 year
(Goldberg, Simmons, Newman, Campbell & Fowler, 1991).

Although CHD and asthma differ in major respects, poorly controlled asthma
and CHD similarly leave infants and young children with chronically
compromised energy. In addition, especially when children with CHD need
surgery and have more severe disease, the demands on their mothers and the
potential for family disruption are increased. Nevertheless, the findings in the
cardiac study do not directly apply to young children hospitalized with severe
persistent asthma for numerous reasons. First, asthma is expected to be
manageable and compatible with 'normal’ development (Strunk, 1989; Schulz,
Dye, Jolicoeur, Cafferty & Watson, 1994), while CHD has recognized life-long
and limiting effects. Second, even severe asthma does not require surgery.
Recovery or improvement during hospitalization usually begins from the time of
admission. Third, nothing in the experience of severe asthma or its treatment
compares with the physical trauma and pain of chest surgery suffered by
children requiring surgery for CHD. Fourth, hospitalizations due to asthma are
unplanned and crisis mediated while those due to CHD are mostly anticipated.

Taking into account these differences, it is noteworthy that this study of children
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with CHD does find that insecure maternal/child attachment as evaluated by the

Strange Situation is found in children with chronic illness under 18 months.

Cystic Fibrosis and Attachment A group of infants with cystic fibrosis (CF)
aged between 12 and 18 months were compared to a group of 23 infants free of
chronic illness and were found not to have significantly more insecure
attachments. However, insecure infants with CF had lower weight and lower
weight-height percentiles and had earlier dates of diagnosis than the securely
attached infants with CF. Other indicators of disease severity (fat malabsorption
- and lung function) were not associated with security of attachment. Parents of
both groups completed the Toddler Temperament Survey, a 97 item scale
yielding information on specific dimensions of temperament as well as over-all
categories of easy, slow-to-warm, or difficult temperament. No differences were
found between the groups. The authors concluded that the mother-infant
attachment relationship seemed resilient to the effects of the diagnosis of chronic
illness since rates of insecurity among infants with CF were not significantly
from controls. They warned, however, of the possibility that severe CF in early
life may disrupt attachment si. e insecurely attached infants with CF had lower
weight for height and earlier dates of diagnosis than did securely attached
infants with CF (Fischer-Fay, Goldberg, Simmons & Levison, 1988).

Cystic fibrosis differs from severe asthma in early childhood on several
dimensions. First, CF worsens progressively leading to early death. Symptoms
in children with severe asthma may improve or resolve with age. No studies
specifically look at death in infancy and early childhood due to asthma.
However, a study of 8 to 18 year olds identified psychological factors as more

prominent in children who later died of asthma (Strunk, Mrazek, Fuhrmann &
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LaBreque, 1985). In CF death is associated with physiological factors, usually

irreversible blockage of the lung by thick mucoid secretions.

Second, although asthma like CF may involve chronically compromised lung
function, extreme variability characterizes the ability to breathe among infants
and children with severe asthma. Breathing effectiveness in any child may range
from nearly normal to severely compromised. In addition, unlike in CF, asthma
crises may occur suddenly and unexpectedly causing parents to fear that their
children may stop breathing and die (Mrazek, 1986). In CF, reduced ability to
breathe develops more gradually and progression to early death is universal.
Thus, parents of children with asthma live with tremendous immediate
uncertainty, while for parents of children with CF the outcome is certain and
grim. In CF uncertainty lies in the long term. In severe asthma, demands for
accurate and rapid assessment and action are greater although the long term
prognosis is good.

Despite these differences, the finding of potential for disruption in attachment
relationships among children with CF could translate to children with asthma.
Children with severe asthma like children with CF live with daily treatment
regimens, frequently if not chronically compromised breathing, and restricted
physical activity.

Preterm ﬁ\fants‘ Down Syndrome, Developmentally Delayed Preschoolers
and Attachment Investigations of preterm infants (studied at one year
corrected age) and developmentally delayed preschoolers (ages 2 and 4 years, 6
months) reported by Goldberg (1988) concluded that these childhood conditions
do not necessarily interfere with secure attachment. Levels of secure attachment
did not differ from those of normal healthy children.
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Preterm Infants A study was conducted of 56 preterm infants in the first year

of life from the Hospital for Sick Children in Toronto. Infants were
demographically representative of the preterm infants in the neonatal unit. More
specific ethnic or socioeconomic status (SES) information is referenced but not
included in the published report. The distribution of attachment patterns did not
differ statistically from normative data. In a counterintuitive finding from the
same study, preterm infants in the fully secure group had experienced a greater
number of neonatal complications than others. (Goldberg, 1988).

Although many premature infants later develop asthma, the data are not
directly translatable to young children with severe asthma. Premature infants
are a heterogeneous group in terms of their physical capacities. Many have other
chronic conditions which complicate their development and the nature of their
care. Many develop normally without asthma or other breathing problems,
while many live with life-long physical and/or mental handicaps.

Developmentally Delayed Children A study of 11 developmentally delayed
children in the Strange Situation showed that they, like preterm infants, did not
differ from the normative attachment sample (Goldberg, 1988). Forty of these
children had Down syndrome. Others, n=29, had neurological diagnoses, and 40
others delays of unknown etiology. Their median age was higher than the
median ages of those children in the later Down syndrome studies reported
above. No difficulty in classifying children with Down syndrome was discussed
(Vaughn, et al., 1994). No differences were found between diagnostic groups

(Goldberg, 1988).
Children with severe asthma usually differ from developmentally delayed
children on the important dimension of visibility/invisibility. In a study of the



48
correlates of chronic illness in children, children with normal appearance had

mothers who were less satisfied with care, their families reported greater impact
of the illness on the family, and their mothers had more psychiatric symptoms
than when children did not appear normal (Jessop & Stein, 1985). Since asthma is
invisible and the expectation is that development will be normal, these findings
point to more risk for insecurity of attachment in children with severe asthma,
than among developmentally delayed children whose delays are clearly evident.
The Parental Role in the Security of Attachment When Children have Asthma

In addition to the many studies that have found associations between
problematic child and parental behaviors, some researchers, informed by
attachment theory but not specifically designing studies around it, have found
that parental psychological functioning may provoke asthma symptom onset in
infants under 2 years old (Mrazek, Klinnert, Mrazek & Macey, 1991). Others
have found that parental influence causes frequent exacerbations of symptom
severity in older children (Boxer, Carson & Miller, 1988; Strunk Fukuhara,
LaBreque & Mrazek, 1989). However, most studies that have found associations
between problematic parent/ child relationships and asthma have been unable to
identify the direction of the influence of one on the other (Gustafsson, Kjellman
& Cederblad, 1986).

Attachment theorists have also been interested in the effects of chronic illness
on the relationship between parents and children and, conversely, the influence
of problematic maternal behaviors on the security of parent/child relationships.
Ainsworth takes the position that the mother plays a more important role than
the child in shaping the quality of the attachment relationship (vanljzendoorn,
Goldberg, Kroonenberg & Frenkel, 1992). A meta-analysis of 34 studies using the
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Strange Situation compared problem populations and normal populations to

show that the quality of maternal infant attachment was significantly poorer
where mothers had problems than when children were identified as ill. The
authors acknowledged that classifying studies as either child problem or
maternal problem was very difficult (vanljzendoorn et al., 1992).

The meta-analysis considered fourteen studies of problematic mothering:
maltreating mothers, mothers with mental illness, and adolescent mothers. The
19 study populations with identified child problems were: preterm infants,
(n=229); deaf children, (n=41); physical handicap, (n=36); children with Downs
Syndrome, (n=58); autism, (n=15); cystic fibrosis, (n=42); and congenital heart
disease, (n=44). Maternal infant attachment in these populations did not deviate
in the expected proportion of secure attachment to insecure attachment as
assessed in the original Strange Situation studies (vanljzendoorn, et al,, 1992).

By extension, these findings about studies of attachment theory would
support the position that parental dysfunction triggers asthma severity or may
even be the cause of asthma onset in infants. Further, it would negate
consideration of how asthma and its treatment affect attachment relationships.
However, the meta-analysis, while affirming the importance of the maternal role

in atachment security when children are seriously ill, did not identify studies
about children with asthma. Thus, closer examination of illness effects when
children have asthma is relevant.

From common sense and clinical experience, it is evident that parenting an

infant or young child with severe asthma differs in many respects from caring for

a child of similar age who does not have serious health problems or who has

health problems of a different character. At least two perspectives regarding
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asthma and attachment are of interest. First, how well mothers (parents)

respond to the emotional needs of children challenged by severe persistent
asthma remains to be studied. In addition, a clearer view is needed of how the
demands of asthma management may threaten, strengthen, or otherwise impact
relationships between parents and children.

Severe Asthma in Young Children and Implications for Attachment Quality

Several aspects of severe asthma in young children point to the need for more

thorough investigation into the ways attachment behaviors are evoked when
infants and toddlers have serious asthma. In this section I will discuss how the
attachment perspective will likely increase understanding of various aspects of
theillness: breathlessness, uncertainty, hospitalization, and attributions of
dependency. The section begins with a discussion of general considerations for
the emotional well being of children who are ill.

Being Il How illness in early childhood affects a child's instinctive
attachment behaviors is little known. Anna Freud (1952) described numerous
ways that acute illness in early childhood elicits behavioral changes in mother
and child, and changes in the parenting environment, even when a child is not
hospitalized. Though her work is not about attachment, it confirms the intuitive
notion that a child may feel insecure after a severe acute illness. Freud writes
that when children were ill, mothers reported disruptions in relationships:
children might become either more clinging or more detached; sibling
relationships changed. Children who had been ill might regress to bed wetting
and soiling, and more infantile feeding behaviors. In addition, they often
experienced sleep disturbances and had mood swings or temper tantrums.

Children's sensitivity and lasting memories of similar painful experiences varied
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remarkably. Freud attributed this variability to different psychic interpretations

of pain rather than to pain's bodily sensation (1952).

A thorough review of studies about the experience of illness and pain in early
childhood and infancy cannot be undertaken here. However, Freud's work holds
significance for the study of young children with severe asthma. First, in as
much as in severe asthma, crisis is an acute exacerbation in the context of chronic
physiological challenge, the work points out that illness brings special
circumstances that can interfere, if even temporarily, with development and the
crucial family relationships of early childhood. Second, painful and/or
frightening procedures and restricted activity are regularly imposed on young
children with severe asthma during a time when preoccupation with injury to
their bodies and the desire to practice motor skills and assert autonomy define
development (Freud, 1952; Erikson, 1963).

Breathlessness The universal subjective experience of asthma crisis is the
sensation of breathlessness that, in severe asthma, occurs frequently and is
frightening. Adults and older children report that acute fear or panic often
accompany the inability to "catch one's breath” (Quinn, 1988). Although infants
and toddlers cannot reveal the extent of the emotional distress they experience
during breathlessness, it is likely that they may be even more fearful than older
children and adults since they have neither the cognitive ability to 'interpret'
their distress nor the physical ability to attempt to resolve it. In addition, fear
and breathlessness occur in a mutually escalating circular relationship.

Since attachment theory indicates that instinctive response to the fear of
breathlessness causes an infant to seek the proximity of her mother or other

caregiver, crying, calling, and the desire to keep parents close would be
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considered a 'natural’ reaction to acutely compromised breathing. Furthermore,

the expectation for secure attachment is that the caregiver will be able to provide

relief in the face of fear. Since proximity alone does not guarantee ease of
breathing when a child has severe asthma, theoretically and intuitively, the stage
is set for high risk of insecure attachment both because a mother may be unable
to meet her child's physiological need and because she may feel she cannot
provide adequate protection for her child's frightening situation. In addition,
parents' ability to respond sensitively to children's needs may be blunted since
parents likely feel frightened themselves. Moreover, since fear is emotionally
contagious, children's fear may escalate in response. Yet, how parents' fears may
influence a crisis situation that is frightening to a child and how parents' fears
may affect their sensitivity and responsiveness to their children are not well
studied.

Parents may wish to distance themselves from their child during painful
hospital procedures. Presumably there are a whole range of parents' responses
to their own fears which could affect the quality of their care. Just because
parents feel fearful may not mean that they respond to their children in ways
which promote insecurity. However, Main and Morgan (1995) have discussed
the likely association between attachment figures who are frightened as well as
those who are frightening and the most insecure expressions of attachment, the
disorganized /disoriented category.

Uncertainty Jessop and Stein (1985) in a study of children under age 11 with
chronic illnesses found a significant association between the need to watch for

changes in the child's status (i. e. uncertainty) and the variety and flexibility of

the mother's emotional responses. Severe persistent asthma is highly uncertain
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in many ways. First, crises are frequent and may occur suddenly and

unexpectedly. Second, although prevention is a major component of
management, asthma exacerbations remain unpredictable. For example, at times
a windy day may trigger a crisis; at times it may not. In addition, asthma may
accompany other physical illness or emotional states such as gastroenteritis and
temper tantrums. At times symptoms may be easily recognizable as asthma at
times they may not. Moreover, asthma severity is, in many instances, difficult to
assess even by physicians and other professionals familiar with asthma crises
(Stein, Canny, Bohn, Reisman & Levison, 1989; Sudhakar, 1999). Finally, whether
and just when to access emergency care carries uncertainties even for parents
who are experienced caregivers. By definition severe asthma involves the
frequent use of emergency services, an indication of high levels of ongoing
uncertainty. Two cultural expectations likely compound the uncertainties parents
feel when their infants and toddlers have severe persistent asthma. First, since
good management is expected to prevent crises, parents are presumed to hold
significant responsibility for inability to control symptoms. Second, the
widespread stigma that asthma comes from emotional instability or is "all in a
person's head" (Becker et al., 1993) adds to the perceived consequences of
management failure.
Hospitalization Robertson (1963) and others found, that when parents

could visit only on a restricted basis, children exhibited disrupted relationships
and regressive behaviors following hospitalization. These post-hospitalization
behaviors were evident even though during hospitalization children had seemed

"well adjusted" (Bowlby, Robertson & Rosenbluth, 1952; Robertson, 1958, 1963).
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As a result, literature from the Tavistock Clinic, site of Bowlby's research,

urged allowing mothers to stay at their children's bedsides (Robertson, 1958,
1963; MacCarthy, Lindsay & Morris, 1962). The call became familiar in the
United States where parents gained the privilege of staying with their children
on obstetric and pediatric wards. Nurses encouraged attention to maternal child
attachment in hospitals which resisted abandoning traditional routines, in
intensive care units, in the special circumstances of prematurity, for infants born
with birth defects, and if infants died (Schraeder, 1980, Jenkins & Westhus, 1981;
Paukert, 1982).

Children with severe asthma usually experience several hospitalizations. All
are precipitated by breathlessness and characterized by the frightening
experiences of pain, trauma and separation. With repeated hospitalization the
memory of these adverse circumstances are revived for children and parents.
Thus, though acutely aware of their inability to effect improved breathing in
their child, seeking hospital care carries intense ambiguity for many parents.

Attributions of Dependency The origins of so called ‘dependency’ problems,
or regression to developmentally earlier behaviors, have not been studied among
children with asthma. However, since severe asthma and its management
clearly impact the earliest paternal/child relationships and since attributions of
unhealthy dependency among children with asthma are deeply engrained in

thinking about childhood asthma (Williams, 1975), a closer look at the
significance severe persistent asthma holds for infants, toddlers and their parents
seems appropriate. From the perspective of attachment theory children who are
frightened by breathlessness and hospitalization may be exhibiting appropriate

reactions to their situations. In this regard, attachment theory stands in dramatic
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contrast to traditional thinking about the emotional responses of children with

asthma and their parents.

The basic theoretical assumptions of secure maternal/infant relationships are
relevant in understanding the experience and management of asthma crises, the
use of emergency services, and the experience of hospitalization as experiences
likely to elicit intense but appropriate emotional responses rather than behaviors
indicative of age inappropriate dependency. Emergency care and the hospital
management of asthma crises both include painful or frightening procedures,
and involve parent/child separation during periods when both parents and
children feel emotionally stressed. By providing a framework for understanding
infants' and very young children's responses to fear, a perspective informed by
attachment theory allows an empathic way of studying the child's experience of
crisis and hospitalization even though the child cannot verbalize that experience.
While offering a perspective on the child's experience and response to fear,
attachment theory also allows a perspective on parents' fears and the influence
being afraid has on parental responses to daily management, crisis assessment
and intervention, and hospitalization.

Moreover, in lieu of examining asthma in early childhood for indicators of
pathological dependency, attachment theory affords a look at the threats to
security posed by the illness and its management beyond infancy and early

childhood. Most children with asthma develop symptoms before the age of
three, and the youngest children, with the most severe disease, are likely to have
symptoms that persist into adolescence (Mrazek, Anderson & Strunk, 1982).
Likewise, the need for secure attachment begins in infancy and continues

throughout life. Thus, the attachment perspective may provide a beginning
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understanding of how patterns of parent/child relationships in children with

asthma are relevant as children grow.

Summary Some researchers found that the quality of the maternal/child
attachment relationship was influenced most of all by mothers. Others found
that children who are chronically ill may or may not be more insecurely attached
to their parents. However, taken together current research leaves many
unanswered questions about the quality of relationships between children who
are chronically ill and their parents. Asthma in early childhood has not been
specifically studied in relation to attachment. Research does suggest that early
onset of illness, hospitalization, weakened physical state, and low visibility of
illness are associated with insecurity of attachment in children with chronic
illness. Moreover, severe childhood illness, the experience of breathlessness, the
ongoing uncertainties of asthma, repeated experiences of trauma, fear, and
separation due to hospitalization, and social attributions of unhealthy
dependency all have implications for the quality of parental/child attachment
when children have severe persistent asthma.

Conclusion

Among children with severe persistent asthma, the influence of maternal
(parental)/child relationships on patterns of severity, remission, and the long
term health of children are not well understood. Likewise, the impact of the
illness on security of maternal (parental)/child relationships has not been
specifically examined. Since poverty and minority ethnic status are not
addressed in the attachment research of chronically ill children, their impact on
early attachment relationships complicated by asthma is not known. Asa

consequence, clinicians are left without a clear theoretical premise to provide
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emotionally and developmentally sensitive professional management for

children at highest risk of morbidity due to asthma.

Although these questions have not been specifically addressed, the
perspective of attachment theory holds potential for understanding how
management protocols and treatment procedures can be modified for the sake of
the emotional well-being of parents and children. The need for such a
perspective is supported by the unstated premise of all the studies reviewed here
and in Chapter 1 that the health of parental/child relationships among children
with asthma is as much an important and desirable outcome as is the remission
of physical illness.

Thus, the perspective of attachment theory is taken in order: 1) to learn about
asthma, its treatment, and management as an integrated experience of emotional
importance; and 2) to describe the interplay of the demands of the illness, its
management, and optimal emotional development in the practical everyday
experience of low income, ethnically diverse families whose infants and toddlers

have severe persistent asthma.
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CHAPTER 3
Methodology

Introduction

The methodological and practical challenge of this study was to gain access to
a world about which little is known, the experience of Latino and African-
American families living in poverty when infants and toddlers have severe
persistent asthma. The challenge was greater since I am personally
inexperienced with asthma, Caucasian, socially privileged, professionally
educated and experienced, and, therefore, distinctly "other" in relationship to the
families who participated in this study, and their experience of living with
asthma. Interpretive phenomenology as proposed by Heidegger and explicated
by Dreyfus is the method used in this study (Heidegger, 1927/1962; Dreyfus,
1993). The method has been employed in the study of problems of health and
illness by nurses Benner, Chesla, Smithbattle, and Weiss, as well as many others
(Benner, 1994; Chesla, 1988, Smithbattle, 1994, Weiss, 1996). I chose interpretive
phenomenology as the method best suited to the investigation of a largely
unknown world of experience because an interpretive phenomenologist must:
be continually engaged with the participant in her world; interpret the whole
phenomenon as well as its various aspects; and aim for discovery of the

phenomenon.

Engaging with the Participant First, interpretive phenomenology obliges the

researcher to be continually engaged in the experience of the participants

beginning with the choice of design and continuing through to interpretation of



59
data. Being engaged in the process requires the researcher to acknowledge her

own biases, join the participants in discovery of the phenomenon, and maintain
an empathic interpretive perspective. The interpretive researcher aims to be true
to the experience of the participants, i.e. the phenomenon, during all phases of
the investigation. She recognizes that quality research demands recognition of,
and sensitivity to her own taken for granted way of viewing herself, others, and
her investigation (Addison, 1989). In natural sciences, as opposed to human
sciences, the resesarcher aims to free herself of biases and work within the
framework of a theoretical projection (Dreyfus, 1993). The interpretive
phenomenologist, on the other hand, holds that human endeavors take place on
a background of interpretation of which the investigator cannot and would not
want to be completely free. Addison (1989) states:

The interpretive tradition emphasizes that there is no detached,
privileged standpoint from which one objectively record "reality." I must
recognize that I already work within an interpretive framework or
paradigm, am predisposed to looking for certain aspects and away from
others in the situation, and have a taken-for-granted way of doing
research, of being a researcher, and of interacting with the participants
involved. (p. 54)

Thus, the interpretive phenomenologist believes she cannot adopt an
interpretive-free research perspective. Instead, the possibility of commonly held
understandings between participant and researcher, and the possibility of
dialogue and understanding are the starting points for discovery. A more full

discussion follows. See Entering the Circle of Understanding, p. 70.
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Interpreting the Whole Phenomenon and its Various Aspects Interpretive

phenomenology involves interpretation of all levels of the phenomenon: the
whole as well as its various aspects. Phenomenon are interpreted for the ways
they are uniquely relevant in a particular personal and family context and also
the ways in which they are meaningfully interconnected as part of a whole
historical and social context of shared human practices (Heidegger, 1927/1962;
Dreyfus, 1984). The interpretive researcher continually returns from the whole to
the parts and back again in the development of interpretation (Benner, 1994).
Due to the coexistent demand to view the broad scope and the details,
interpretive phenomenology helps the interpretive nurse researcher find a way
to consider human response to illness with all the nuances, ambiguities, and
disorganization that occur in lived, skilled activity with things and others
(Chesla, 1995; Dreyfus, 1995). Since all contribute to a valid interpretation,
findings reflect the complex reality of everyday lives and in doing so make better
sense of the phenomenon than was previously available. Accessing a family's
experience of asthma in their young child means considering the individual
situations of all participant parents and children in their commonalities and
differences. In addition, offering an interpretation requires considering how
common and different concerns show up across various aspects of daily living
with asthma, including assessing and responding to the child's breathing crises,
avoiding environmental triggers and restricting activities, and managing daily
treatment regimens. Moreover, interpretations, if well done, let the phenomenon
show up better than either uninterpreted descriptions of phenomenon or
generalizable theories that link decontextualized data. I will return to a

discussion of how this may be so later in this chapter.
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Discovering the Phenomenon The interpretive phenomenologist aims to

discover the phenomenon. Since asthma management in young children is given
very limited attention in the literature, I judged that a method designed to
discover would be most appropriate. In contrast to interpretive phenomenology,
rational-empirical methods aim to provide explanations that will predict future
outcomes (Packer & Addison, 1989a). Interpretation has no formal predictive
goal. Instead, the interpretive phenomenologist remains concerned with making
practical sense of the phenomenon in context.

Discovery begins between researcher and participant in a shared world.

From this shared and mutually engaged stance, the interpreter seeks to make
sense of the participant's world on its own terms (Benner, 1994a). The shared
understanding of researcher and participant may be minimal at first.
Nevertheless, the interpretive researcher begins the process of discovery engaged
with the participant. In this investigation, among the commonly held
background of concerns of researcher and participant were the illness, the
requirements for its management, and the demands of parenting .

The interpretive method of discovery is a circular process that begins in self-
interpretive narratives of events as they unfold and continue to unfold for the
participant. As new narratives are elaborated, the researcher returns to make
better sense of the original ones in light of new narration. Thus the interpretation
evolves overtime through a process of expanding discovery and understanding

(Packer & Addison, 1989b; Dreyfus, 1993).

The Interpretive Method
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Introduction In all interpretive projects, but especially when investigator

and participants operate in very different personal and cultural worlds, one must
ask how the interpretive researcher has a legitimate right to offer a valid
interpretation of the participant's world. The following discussion is about how
interpretive phenomenology seeks access to understanding lived experience, and
about the claims made for legitimacy of this interpretive tradition.
Philosophical Tradition that Guides the Method
Role of Interpretation My understanding of interpretive phenomenology
follows from the methodological tradition and work of Martin Heidegger,
Hubert Dreyfus, Patricia Benner, Catherine Chesla and Max VanManen,
(Benner, 1994a, Chesla, 1994; Dreyfus, 1993; Heidegger, 1927,1962; VanManen,
1990). Interpretive, or hermeneutic, phenomenology relies on the claim that self-
interpretation defines our being human. Heidegger says our Being is an issue for
us (Heidegger 1927/1962). We are concerned with who we are. What matters to
people, both individually and collectively, directs the variety of ways we carry
out our activity (managing asthma, for instance), and the ways we prioritize and
integrate complex concerns. In these activities we live out our self-interpretation,
or in other words, we define our being.

Shared Practical Worlds of Understanding Dreyfus holds that the way we
understand is practical rather than theoretical <ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>