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Caring Practices: The
Impact of the Critical Care
Experience on the Family
Martha A.Q. Curley
Elaine C. Meyer

apeutic to them and their critically ill children. Factors
compromising the care of families include gaps in nurses'
knowledge and skill in working with families, unclear lines
of responsibility for various aspects of family care, and
insufficient support or mentoring for the difficult emotional
work inherent in caring for families. 2•3 This chapter reviews
the evolution of family interactions in pediatric settings and
the rationale for psychosocial intervention in the intensive
care setting. We then review the research on pediatric
intensive care unit (PICU)-related parental stress, the
trajectory of parental stress, and parental needs during the
pediatric critical care hospitalization. The unique role of
nursing in helping families to cope and alleviate stress is
emphasized. The nursing mutual participation model of
care is presented, which provides a framework for supportive psychosocial interventions for parents of critically
ill children. This is followed by a review of issues of
particular concern to nursing staff, including the support
of other family members, transition from the PlCU,
bereavement in the context of the intensive care setting,
and referral and collaboration with ancillary psychosocial
support personnel.

EVOLUTION OF FAMILY-CENTERED CARE PRACTICES
CHANGING AMERICAN FAMILY DEMOGRAPHICS
BASIS FOR INTERVENTION
SOURCES OF PARENTAL STRESS

Crisis Theory
Stress Unique to the PICU
Trajectory of Parental Stress
IDENTIFIED PARENTAL NEEDS AND COPING STRATEGIES
INTERVENTION STRATEGIES
NURSING MUTUAL PARTICIPATION MODEL OF CARE

Initial contact
Daily Bedside Contact
FAMILY CONTEXT OF CHILDHOOD CRITICAL IUNESS

Supporting the Siblings of a Critically III Child
Professional Relationships
Collaborative Relationships With Psychosocial
Support Staff
PREPARING FOR PAnENT TRANSFER

EVOLUTION OF FAMILY-CENTERED
CARE PRACTICES

BEREAVEMENT

The parental role in the care of hospitalized infants and
children has evolved over time. Not too long ago, parents
were neither welcomed nor allowed in pediatric inpatient
units primarily because of concerns about infection control.
Bowlby's and Robertson's classic work 1,4.5 describing the
stages of separation trauma experienced by young children
in hospitals-protest, despair, then detachment-supported
the hypothesis that parent-child separation is detrimental to
the child and to the parent-child relationship. We now
acknowledge that parents are crucial to a child's healthy
psychosocial and physical well-being and that parental
support during a stressful event, such as critical care
hospitalization, is essential for the child's continued socioemotional growth and development.

SUMMARY
It is a good professional rule to let a mother work at her own

level, supporting ber in her skills and understanding and
bolstering her confidence in herself, quietly supplementing her
effort instead of giving detailed directions and cautions which
may undermine her confidence.
James Robertson'

I

nherent in the practice of pediatric critical care nursing is
helping families to endure the stressful and unspeakable
experience of an infant's or child's critical illness. This
humanistic aspect of practice is essential so that families can
continue to function in vitally important roles that are ther-
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Family-centered care is currently considered "best practice" in pediatric healthcare settings. The central tenet of
family-centered care is that the family is the constant in the
child's life and, ultimately, holds the responsibility for
ensuring that the child's physical, social, and emotional
needs are met. 6 Thus parents are now encouraged to
continue parenting during the entire period of their infant or
child's hospitalization.
The basic tenets of family-centered care are outlined in
Box 3-1. Family-centered care is a philosophy of care that
recognizes, respects, and supports the essential role of the
family in the lives of children. It is a philosophy that
acknowledges and supports diversity among familiesdiversity that encompasses varied family structures and
sociocultural backgrounds; family goals and priorities;
strategies and actions; as well as diversity in family support,
service, and informational needs.? Family-centered care

.

Box 3-1

Key Elements of Family-Centered Care

.

Incorporating into policy and practice the recognition that
the family is the constant in a child's life, while the service
systems and support personnel within those systems
fluctuate
• Facilitating family-professional collaboration at all levels
of hospital, home, and community care:
-Care of an individual child
-Program development, implementation, evaluation, and
evolution
-Policy formation
Exchanging complete and unbiased information between
families and professionals in a supportive manner at all
times
Incorporating into policy and practice the recognition and
honoring of cultural diversity, strengths, and individuality
within and across all families, including ethnic, racial,
spiritual, social, economic, educational, and geographic
diversity
Recognizing and respecting different methods of coping
and implementing comprehensive policies and programs
that provide developmental, educational, emotional,
environmental, and financial supports to meet the diverse
needs of families
Encouraging and facilitating family-to-family support and
networking
Ensuring that hospital, home, and community service and
suppon systems for children needing specialized health
and developmental care and their families are flexible,
accessible. and comprehensive in responding to diverse
family-identified needs
Appreciating families as families and children as children,
recognizing that they possess a wide range of strengths,
concerns, emotions, and aspirations beyond their need for
specialized health and developmental services and support
From Shelton TL. Stepanek 1S: Family·centered care for children needing
spl'L'ialized health and developmenlal servin's. 1994. Association for the

Care of Children's Health. 7910 Woodman' Avenue, Suite 300, Bethesda,
MD 20814, 301/654-6549.

stri ves to support families in their natural caregiving roles
by building on their unique strengths as indi viduals and
families, It is a philosophy that views parents and professionals as equals in a partnership committed to excellence at
all levels of healthcare. 6 Shelton 8 notes that the key to
family-centered care is a fundamental commitment to a
helping style that truly embodies partnerships. Box 3-2
reviews the values and beliefs identified as critical for
developing positive parent-professional partnerships.
Although pediatric nurses have long recognized the
fundamental importance of caring for infants and children
within a family context, the operationalization or "how to"
of family-centered care in the clinical setting is less clear
and is often based on intuition and untested assumptions
with few empirical guidelines. 9 . lo At times, particularly in
intensive care settings, parents may be only marginally
involved in the decision-making process and care of their
children. Parents may be considered as "visitors," thus
forcing a temporary or perhaps permanent disruption in the
parent-child relationship. Rushton lo has identified several
barriers to family-centered care in pediatric critical care
settings, including the highly technologic environment,
ethical dilemmas, range in patient population, staff shortages, professional attitudes, the intensive care organizational culture, and economic trends.
Despite the greater expectations that parents participate
as partners in their child's care to the extent that they wish,
paternalistic attitudes and behaviors can be prevalent within
the PICU as a result of underlying assumptions that parents
are incapable of complex decision making under the
circumstances. There may be the tendency to "protect"
parents and to present a "consistent picture," which,
although well-intended, limits parents from fully participating as equal-status partners in the decision-making process
and care of their child. 9 ,11 Information that is incomplete,
biased, or otherwise not understandable can diminish the
parents' status relative to professionals and cripples full
participation in healthcare decision making, Bogdan,
Brown, and Fosterl 2 address the complexities of parenlprofessional communication within the intensive care setting and advise that professionals be "honest but not cruel."
..

~

Box 3-2 .
Beliefs and Behaviors Critical for
Parent-Professional Partnerships

A presumption of and respect for the inherent capabilities
and strengths of families
• A commitment to and valuing of diversity
• An ability to communicate and share information in ways
that are affirming and useful
An ability to treat others with dignity and respect
An ability to build on family strengths to enhance feelings
of control and independence
An ability to provide assistance in ways that match family
priorities
From Shelton TL: Family-centered care in pediatric practice: when and how?
J Dev Behav Pediatr 20:117-118, 1999.
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Parental needs, parental roles within the PICU, and the
establishment of therapeutic nurse-parent relationships are
aspects of family-centered care that continue to present
challenges to pediatric critical care nurses. Fundamentally,
family members are not visitors but part of nursing's sphere
of concern-the people nurses take care of. Specifically,
pediatric nurses participate in therapeutic relationships with
individual patients and their families. The concept of
"mutuality" articulates the nurse-parent relationship that
embodies the philosophy of family-centered-care. 13
Mutuality is defined as a synchronous, co-constituting
parent-nurse relationship that stimulates the process of
personal growth. Two attributes characterize mutuality: (I) a
synchronous co-constituted relationship and (2) evolution of
both individuals toward personal growth. The synchronous
co-constituted relationship speaks to the responsive interdependence, intersubjectivity, shared commonality, and equity
within the relationship. The feelings engendered by mutual
respect belong to each respectively. Movement toward
personal growth speaks to the goal of the interaction-to
benefit each participant in the relationship. Through the
relationship, participants develop greater self-awareness and
self-understanding, which contribute to their personal
growth.
Nurse-family mutuality may help contribute to optimal
family outcomes. Outcomes of concern include the perception of being well cared for, achievement of appropriate
self-care, demonstration of health-promoting behaviors,
improved symptom management, and quality of life. 14

CHANGING AMERICAN
FAMILY DEMOGRAPHICS
Any discussion of family-centered care would be incomplete without recognizing the great variability among
families with respect to family structure, function, and role
responsibilities. The "traditional" two-parent family is no
longer the norm, in which mother serves as child caregiver,
nurturer, and homemaker and father serves as economic
breadwinner, protector, and disciplinarian. Indeed, many of
our assumptions about family membership and organization
are no longer applicable and must be adjusted to effectively
serve and support children and their families. It is recommended that in psychosocial assessments, nurses inquire
directly about family member composition, parental role
assignments, employment, and child-care arrangements
rather than inaccurately assuming traditional family structure and function.
Family members include anyone who is important in the
life of the child. Consider the following facts as evidence of
changing American family demographic characteristics. 15 It
is estimated that only 22% of American families are
structured in which the father is employed outside of the
home and the mother stays at home full time. As further
evidence of the changing parental role responsibilities
within families, approximately 73% of all mothers with
children between the ages of 6 and 13 years are employed
outside of the home. One in five families currently has a
female head of household. Twenty-five percent of all infants
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are born to unwed mothers. Approximately 500,000 infants
each year are born to teenage mothers. Twenty-one percent
of our nation's children are being reared amid poverty
conditions. Chronic, persistent poverty is overrepresented
among minority children and families in the United States. 16
From conception, minority children are directly or indirectly
exposed to a host of problems associated with socioeconomic disadvantage, including differential access to heaIthcare, residential segregation, unsafe neighborhoods and
violence, substandard housing, and parental unemployment
or underemployment. 17
The projections of population growth for the twenty-first
century emphasize the need for healthcare providers to
understand the parenting processes and family characteristics among ethnic and minority families. Demographers
project that the proportion of minority children and families
will continue to increase over the next 20 years, as the result
of immigration and higher fertility rates in those groups,
among other factors. 18.19 African Americans currently make
up approximately 12% of the population and constitute the
largest ethnic minority group in the country. Hispanic
Americans now constitute approximately 8% of the population but are projected to become the largest minority group
in the country.
The values, attitudes, and parenting behaviors of ethnic
and minority parents vary widely and influence their
experience and coping with childhood critical illness and
intensive care hospitalization. Factors that are important to
consider include the family's cultural heritage and ancestral
world views, language preference, degree of acculturation,
access to societal institutions, socioeconomic status, exposure to poverty, and other life stressors in the context of
racism, prejudice, and discrimination. 17

BASIS FOR INTERVENTION
lt is simply impossible to care for infants and children
without caring for them in the context of their families.
From a family systems perspective, family members are
interconnected, and consequently, events that befall a single
member affect all family members. 2 O-24 Although infants
and children can be physically separated from their parents,
they cannot be separated emotionally or legally. Mahler,
Pine, and Bergman 25 proposed that mothers and infants
are psychologically inseparable until completion of the
separation-individuation process, which occurs at about
3 years of age. They note that "the biological birth of the
human infant and the psychological birth of the individual
are not coincident in time. The former is a dramatic,
observable, and well-circumscribed event; the latter a
slowly unfolding intrapsychic process." Mahler and colleagues 25 note that developmental readiness for independent
functioning is the driving force behind this normal process.
Historically, parents have served as the primary decision
makers for their infants and children. II From a legal
perspective, parents who have custody must provide consent
for their child's procedures. For parents to provide informed
consent, they must understand their child's condition and the
proposed treatment plan and procedures, and they must have
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the opportunity to ask questions. Consent forms should be
available in the parent's primary language.
In general, critical illness is extremely stress provoking
for infants, children, and their families. Parents are confronted with the possible or actual mortality of their
offspring, which represents a great violation of the natural
order, whereby children are expected to outlive their
parents. Intensive care hospitalization violates the parents'
usual role in caring for and protecting their child, which may
be experienced by parents as displacement, enforced passivity, and profound helplessness. Circumstances surrounding the child's admission (e.g., accident, planned surgery,
new diagnosis) and the family's previous experience with
illness and hospitalization influence the parental experience
of stress and coping responses 26 The most prominent
sources of parental stress include the fear of death, brain
damage, and physical handicapY·28 Specific fears depend
on the characteristics of the child's illness, including acuity,
condition, and prognosis. Uncertainty, that is, ambiguity,
lack of clarity, conflicting information, and unpredictability
over various aspects of the illness or outcome, can also be
extremely stress provoking for parents.29.30.31
Anxiety and stress may be transferred from the parent to
the infant or child through what Skipper and Leonard 32 first
described as the "emotional contagion" hypothesis. Infants
and children can be exquisitely sensitive to the emotions and
moods of their parents. Children's moods often reflect their
own internal states, as well as the feelings of their parents.
Nursing care that facilitates adaptive functioning in the
parents will, theoretically, decrease both parent and child
emotional disequilibrium and stress.
The crisis inherent in hospitalization can severely impair
parental sense of confidence and control, thereby compromising parental coping and performance. Hebb 33 described
the relationship between stress and behavioral functioning
as an inverted U -shaped curve; that is, moderate degrees of
stress are related to optimal behavioral functioning and performance, and very low and very high degrees of stress are
related to poor functioning and performance. Thus helping
parents to reduce their own levels of stress into the moderate
range enables parents to better fulfill their natural parenting
roles, which can be therapeutically useful at the bedside.3 4
Effective parental functioning can be both supportive and

Fig. 3-1

ABCX model of crisis.

stabilizing to critically ill children. Some preliminary
evidence now supports the therapeutic value of parental
involvement in the PICU environment. For example,
Mitchell and colleagues 35 noted that parental stroking
reduced children's intracranial pressure (lCP). Compared
with an investigator's touch, the researchers noted an
occasional, rather profound decrease in the ICP with
apparent stabilization following parental touch. Similarly,
increased parental caregiving and visitation with preterm
infants in the neonatal intensive care unit have been found
to improve weight gain and reduce the length of hospitalization 36 Nursing research has also documented the positive
effects on neonatal growth and development of "kangaroo"
care, in which mothers have early and regular skin-to-skin
contact with their preterm infants. 3?

SOURCES OF PARENTAL STRESS
The critical illness of an infant or child is clearly recognized
as stressful to parents. Understanding the basis and progression of that stress is necessary so that care can be focused to
help parents modulate PICU-related stress. The nature of the
nurse-family relationship can be instrumental in reducing
the stress experienced by parents of critically ill children,
enabling parents to function effectively in their supportive
and therapeutic roles with their children.

Crisis Theory
Hill's ABCX model of crisis 38 provides a basis for
understanding the individual responses and needs of parents
of critically ill infants and children (Fig. 3-1). Hill described
family crises as those situations that create a sense of
sharpened insecurity or that block the usual patterns of
action or call for new ones. Three interacting variables
determine whether and to what degree an event becomes a
crisis (X) for a family. The variables include the hardship of
the situation or the event itself (A); the family's crisismeeting resources, such as role structure, flexibility, and
previous history with crises (B); and the meaning the family
ascribes to the event according to their goals, sociocultural
background, and religious affiliation (C).
Thus the ABCX model of crisis can help to explain
individual differences among family members and why
family members have different perceptions, needs, and
coping styles when confronting similar illnesses in their
children. It is important to note that parental responses to the
PICU admission of their child are not well predicted by
objective measures of the child's severity of illness 39
Rather, parental perceptions of the child's illness and
hospitalization appear to have greater use in understanding
and predicting parental responses and coping. Hospitalization often precipitates changes in a family's social support
network and view of themsel ves as protectors and nurturers
and can disrupt the balance between available resources and
presenting demands 40
Expanding on Hill's work, the double ABCX model
proposed by McCubbin and Patterson 41 incorporates postcrises events that may affect family stress and coping over
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time (Fig. 3-2). The double ABCX model provides a useful
conceptual model for families of chronically critically ill
children who require ongoing treatment and periodic
hospitalization. This model includes the cumulative nature,
or pileup, of demands for change within a family as the
crisis extends over time (aA); family system resources
that may include family members, the family unit, and
the community (bB); and the family's perception of the
illness-related experience, which includes the family's
definition of the major stressor event, the meaning of the
resulting hardships, and the family's effort to redefine the
event (cC). The resultant crisis (X) may be perceived
differently by family members as an opportunity, challenge,
or an overwhelming burden. Coping strategies, which are
defined as the cognitive, behavioral, or emotional processes
that individuals use to adapt to the demands of stressful and
associated events, result from interactions between aA, bB,
and cc.
Through cognitive appraisal of the perceived meaning of
the event, a crisis sets forth basic adaptive tasks to which
varied coping skills can be applied. 42 Five major adaptive
tasks to be confronted in managing crises have been
identified (Box 3-3). Coping skills focus on the meaning of
the crisis, the reality of the crisis, or the emotions associated
with the crisis. Parents of critically ill children typically use
both problem-focused and emotion-focused forms of coping
almost equally.43-45 Problem-focused coping behaviors include attempting to modify or eliminate the source of stress,
to deal with the tangible changes, to actively change oneself,
and to develop a more satisfying situation. Emotion-focused
coping behaviors include managing the emotions aroused by
the stressors. The constellation of coping strategies used by
parents varies according to parental age, perception of the
illness, locus of control, anxiety level, and parental involve-

ment in caregiving activities. 46 Philichi 47 noted that an
important role for nurses is the identification and facilitation
of the various coping strategies used by families.

Stress Unique to the PICU
Rothstein 26 noted that the family's stress level is increased
when the child's illness is severe, when little or no
preparation for hospitalization has occurred, when the cause
is unclear, and when the outcome is uncertain. Miles and
Carter48 were the first to empirically describe parental stress
in the PICD setting. They identified three major sources of
stress specifically experienced by parents of children in the
PICD, including situational variables, personal characteristics, and the PICU environment. The first two sources of
stress identified by Miles and Carter are congruent with
Hill's ABCX model of crises. Situational variables corre-

BoxH.
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~.AdaPtive Ta.sks inManagi...g~~ises
1. Establjsh the meaning of and understand the personal

significance of the crises
2. Confront reality and respond to the requirements of the

crises
Sustain relationShips with family and friends and others
who may be helpful in resolving tbe crises
4. Maintain a reasonable emotional balance by managing
upsetting feelings
5. Preserve a positive self-image and maintain a sense of
competence and mastery
3.

Da13. from Moos RH: Coping wilh life crises: an imegraled approach. New
York, 1986, Plenum Medical Books, pp 3-28.
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spond to Hill's "A" component of the model, for example,
the child's critical illness and hospitalization. Personal
characteristics correspond with Hill's "8" and "C" components of the model, for example, the family's existing
resources and individual perceptions of what is occurring.
The third factor, environmental sources of stress, is unique
to the PICU setting and potentially within nursing's role to
manipulate.
Miles and Carter48 delineated seven dimensions of the
PICU experience that parents find stressful (Table 3-1).
These dimensions, derived from observational data, parent
and staff nurse interviews, and the literature, form the basis
of the Parental Stressor Scale: Pediatric Intensive Care Unit
(PSS:PICU). These dimensions may be conceptually divided into two major categories of stress including (I) the
physical aspects of the intensive care environment and
(2) the psychosocial aspects, which include parent-staff
relationships and the parent-child relationship. Alterations
in parental role, and the subsequent disruption in the
parent-child relationship, have consistently been identified
as the most stressful aspect of the PICU environment.49.54.60
Changes in the child's behavioral and emotional reactions,
which can challenge the parents' ability to know and care for
their child, are ranked second in degree of stressful ness
following parental role alteration. Rennick 55 noted that
when the parental role is threatened, the parent as a whole
person is at risk.
Under usual circumstances, parents provide a safe and
constructive environment for their child, which fosters their
growth and development. Traditionally, parents nurture,
protect, educate, and advocate for their children. Parents are
usually considered to be the "expert" on their child, in that
they know their child better than anyone else. Although
parents take for granted their usual control over their
children's lives, critical illness and hospitalization often
threaten that sense of control, competence, and stabili ty56
Parents can find themselves displaced from their familiar
roles and, in many cases, dependent on healthcare providers
for the very survival of their child. It is not uncommon, over
the course of a PICU hospitalization, for parents to lose
confidence in their ability to know or to comfort their child
in meaningful ways.

TABlE]-1

Environmental Sources of PleU-Related Stress

l~imension
!Sights and sounds
gChild's appearance
~;'Child's behaviors and emotional responses

I~(

~Child's procedures
If)'Staff communication

ir"
l\rStaff behavior

Irarental role revision

~'

~~pata

Parent-child interactions are often compromised as a
result of barriers created by life support equipment, sedating
medications, precaution policies designed to reduce the risk
of infection (e.g., surgical masks), prolonged hospitalization, and visitation restrictions (e.g., during change of
shift).57.58 The critically ill child does not look or act the
same to the parent when, for example, paralyzing agents
distort the child's facial features. A child might respond to
the parent with an increased heart rate, causing monitoring
alarms to sound-this can be not only unnerving but also
serve to squelch future attempts to interact with the child. It
can be discouraging and frustrating to parents that the
familiar methods of comforting their child are not feasible or
effecti ve. Parents may become unsure of themselves during
caregiving activities and tasks that they had previously
completed hundreds of times. Not only must parents face the
uncertainty of their child's critical illness, but also they may
feel helpless and ineffectual because they believe that they
can do little or nothing to improve the situation.
Susan Jai 9 first identified role revision, the process of
giving up the familiar role of "parent-to-a-well-child" and
taking on a new role as "parent-to-an-acutely-ill-child," as
a stressor to parents of critically ill children. Jay noted that
during the crisis of a sudden acute illness, parents first
grieve for their previous role and "need time to resolve the
fact that others have their child's life in their hands, that they
are no longer in control, and that they may no longer know
what is best for their own child." Transition to their new role
occurs by first imitating the caretaking responses of others
available to them. They watch parents of other children in
the PICU and also watch nurses caring for their own infant
or child. Parents slowly assume their revised identity as
parent-to-an-acutely-ill-child. Variability in parental role
attainment will normally occur. The spectrum is wide and
ranges from abandonment, keeping a distance, passive
involvement, and active involvement to hypervigilance.
Rennick 55 has questioned whether role revision would occur
in parents who spent only brief periods in the PICU before
transfer of the infant or child to another unit.
Mothers generally report higher levels of stress than
fathers in the PICU. Miles and colleagues 53 concluded that
stress is associated with alterations in parental role and is the

Items

Monitors, alarms, other sick children
Puffiness, color changes, appearing cold
Confusion, uncooperative, crying, demanding, pain, restless, inability to talk,
frightened, angry, sad
Injections, tubes, suctioning, IV, pulmonary care, ventilator, incisions
Explaining too fast, using words that are not understood, inconsistent information, not saying what is wrong, not talking enough
Not introducing themselves. laughing, joking, too many people
Not seeing, not holding, not taking care of the child themselves. not visiting, not
with crying child, not knowing how to help child

from Carter Me, Miles MS: Parental stressor scale: pediatric intensive care unit, Kansas City. KS, 1983, School of Nursing, University of Kansas.
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result of changes in the child's behavior and emotional
reactions. Parents who experience an unexpected admission
of their child are usually more stressed than parents who are
prepared for their child's admission.50.51.6O Similarly, parents who are unprepared for the admission are more
stressed than parents who had formal preparation before the
experience. 49
Advanced preparation for parents whose children will be
hospitalized typically includes providing parents with information about (1) a child's anticipated response to the illness
or procedure based on their developmental stage; (2) a
preadmission tour, informal interview, or information session; (3) preadmission parent-child interaction guidelines;
and (4) printed resources for the child and parent. 61 Miles
and Mathes62 noted that parents of critically ill children
were seldom prepared for the perceived alterations in the
parent-child relationship, which is the most stressful aspect
of the PICU hospitalization.

Trajectory of Parental Stress
Research to date has delineated phases and characteristics of
the trajectory of parental stress in the PICU. Awareness of
the normal trajectory of PICU-related parental stress enables
nurses to focus intervention strategies and to identify
extreme parental behavior. Parents who experience stress
responses that are outside the expected range or extreme
may benefit from early consultation or referral for more
imensive intervention with psychosocial support staff.
Rothstein26 studied parents of children admitted to the
PICU after catastrophic illnesses and described a pattern of
parental reactions. Within the first 12 hours of admission,
parents often exhibit overwhelming shock associated with
feelings of helplessness. Within 24 hours, this period is
followed by a phase in which parents grapple for explanations. This behavior supports the parent's search for
explanations to ascribe meaning to the illness. 29 .31 Rothstein 26 noted that parents are "responsible" for their
children and thus may experience real or imagined guilt or
blame themselves for their child's critical illness.
Rothstein 26 next described an anticipatory waiting phase,
lasting hours to days, which coincides with the child's
medical stabilization. During this phase, parents frequently
express concerns about the long-term effects of the illness;
focus on seemingly insignificant changes, hoping to see
improvement; and become more demanding of and perhaps
angry at the staff. Specific uncertainties during this time
include the child's likelihood of survival, future appearance,
anticipated level of functioning, and duration of illness and
hospitalization. Parental helplessness continues during this
period of waiting. Anticipatory waiting is then followed by
either the elation of discharge or the bereavement process if
the outcome is death.
Lewandowski 63 was the first to describe the initial
responses and coping strategies of parents of children
undergoing open-hean surgery. Lewandowski reported that
despite preoperative teaching and a preadmission tour of the
PICU, parents often express shock and feel unprepared for
their first postoperative visit at the bedside. Parents may
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experience helplessness and powerlessness because they are
unable to function in their familiar role of protector.
Lewandowski described several parental coping strategies,
which are presented in Table 3-2. Restructuring, sometimes
referred to as a time to focus on little things, allows the
parent to focus on one thing at a time, which prevents
parents from becoming overwhelmed by the overall condition of the child.
Curl ey 51.60 found that changes in a child's appearance
and PICU-related procedures were more stressful to parents
during the first few days of hospitalization than later in the
course of hospitalization. As the hospitalization progresses,
issues related to staff communication and behavior become
greater contributors to the parental experience of stress.
Supporting Rothstein's notion of the anticipatory waiting
phase, Curley documented an overall increase in parental
stress after the first few days of PICU hospitalization.26.51.6O
Most importantly, parental stress related to role alterations
was significant throughout the entire PICU hospitalization.
Parents, accustomed to their protector role, report helplessness in protecting their child from pain and in knowing how
best to help their child. Curley and Wallace 52 noted that the
trajectory of child illness and concomitant trajectory of
parental stress vary across different patient populations. The
"typical" trajectory of parental stress differs significantly
between parents of surgical patients and medical patients.
The trajectory for surgical patients often begins with a
hyperacute phase that predictably improves over time,
whereas the trajectory for medical patients is often more
variable and can be just the opposite of the surgical patients.
As the child's condition stabilizes and the parents
gradually adjust to the role of parent-to-a-critically-ill-child,
parents frequently express the need to become personally
involved in their child's care. Although parents may initially
have been relieved that they were not solely responsible for
the care of the child, they wish to playa more active role as
their child improves 27 or as they gain self-confidence within
the PICU setting. 51 ,6O Curleil. 60 has postulated that increases in perceived parental stress relate specifically to
nursing communication and nursing behavior and, in
general, may reflect parents' unmet needs to participate in
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Initial Coping Strategies
Delay in parental approach
to the bedside
Visually scanning the environment and
orienting self before attending to
verbal explanations
Nonresponsive passive behaviors or
actual physical withdrawal from the
bed space
Focusing on one physical detail or on
the care provided
Dealing with the child's illness on an
intellectual level

~.:IData from Lewandowski LA: StressoTS and coping styles of parents of
i!j;hildren undergoing open heart surgery, Crit Care Q 3:75-84, 1980.
;<;;::;::;

54

Part I

Holistic Pediatric Critical Care Nursing

caregiving and to fulfill meaningful roles. Parents may
experience displacement by staff and usurpation of their
traditional parental caregiving role. Similarly, Rothstein 26
noted that the helplessness experienced by parents is
heightened when parents are discouraged or excluded from
taking an active role in the care of their child. Despite the
high levels of technology in the PICU environment and the
seriousness of the child's illness, most parents wish to be
informed, to have input into the plan of care, to help with
their child's physical care, and to be recognized as important
in their child's recovery.64.65

IDENTIFIED PARENTAL NEEDS
AND COPING STRATEGIES
Numerous researchers have described the perceived needs
of parents during the course of PICU hospitalization.
Perceived needs support parents' individual coping efforts
and, ultimately, the ways in which they are able to manage
the threat of their infant's or child's illness. Psychosocial
intervention that addresses the parents' identified needs
serves to support their individual coping. Commonly cited
parental needs are summarized in Box 3-4.
Even when parents are stressed within the PICU setting,
Kirschbaum64 ,65 found that they are still readily able to
identify their own needs when asked. Needs that are most
important to parents included believing that there is hope,
knowing that the child is receiving the best care possible,
and believing that they are getting as much information as
possible. One half of the 10 most important needs identified
by parents are informational in nature. Thus excellence in
clinical care and provision of information are major factors
that support families. Accurate information is necessary for
parents to cognitively appraise the situation, to construct
meaning of the illness, to make informed decisions, and to
help their children understand events. Rothstein 26 noted that
parental trust develops when information is honest, consistent, and anticipatory in nature.
Melnyk and colleagues 66 .67 designed Creating Opportunities for Parent Empowerment (COPE), a two-part intervention that provides parents with (I) information about
their child's behavior during recovery from critical illness
and how parents could help facilitate their child's adjustment and (2) a parent-child workbook containing three
parent-child activities designed to assist parents in enhancing their children's coping during and after the hospital
experience. They found that mothers who received the
COPE program provided more support to their children
during intrusive procedures; provided more emotional
support to their children; reported less negative mood states
and less parental stress related to their children's emotions
and behaviors; and reported fewer posttraumatic stress
symptoms and less parental role changes for weeks following hospitalization.
Compared to relatives of acutely ill adult patients,
parents of acutely ill children report a greater need to be
recognized as vital to their ill child's recovery, to visit
anytime, and to help with the child's physical care. 64 ,65,68
These findings make intuitive sense because parents nor-
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Box 3-4

-

Identified Parental Need5

• Gelling as mucb infonnation as possible
• Assurance tbat tbeir cbild is receiving the best possible
care
• Feeling that there is hope
• Vigilance
• Being near their child as much as possible
• Help witb pbysical care
• Being recognized as important to child's recovery
• Talking witb otber parents
• Prayer
• Instrumental resources (e.g., transportation, meals)

mally "take care of" their children. Parents need to feel
important to their children regardless of how sick they are.
For example, parents generally tend to put their child's
needs above their own needs. Parents consistently rate their
own personal needs (e.g., "having someone concerned
about my health") as less important than any child or
parent-child need. 65 Some parents, however, do acknowledge a physiologic and psychologic need to curtail the
amount of time they spend with their child in the PICU. 69
Miles and Carter44 identified fi ve coping strategies
perceived as most helpful to parents of critically ill children.
Coping strategies included (I) seeking help or comfort from
others, (2) believing that the child is getting the best possible
care, (3) seeking as much information as possible, (4) having hope, and (5) being near the child as much as possible.
The use of prayer, asking questions of the staff, and talking
with other parents were also cited as important. Similarly,
Kasper and Nyamathi 69 identified the most common parental needs as proximity to the child; frequent, accurate, and
truthful information about the child's condition; participation in the child's caregiving; sleeping accommodations
near the PICU; and reassurance that the child is receiving
needed care and treatment.
In addition, parents need to know that their child is being
treated as a person. 70 Parents assessed this parameter by
noting whether staff called their child by name or talked to
their child at an appropriate developmental level, even if
their child was comatose or heavily medicated. Verbally
preparing even an unresponsi ve child for procedures conveyed the message to parents that the nurse cared about. not
just for, their child. Parents perceived staff efforts to treat
their children with such dignity as the "best possible care."
Although parents have consistently identified proximity
to their infants and children as a very important need, some
PICUs limit parental access to children several times during
the day. Notwithstanding 24-hours-a-day visitation policies,
nurses and other staff often excuse parents from the bed
space during activities such as nursing reports, medical
rounds, and procedures 7 ! This exclusion is inconsistent
with family-centered, humane care in the PICU. Furthermore, mothers who have the benefit of individualized
visitation have significantly lower anxiety scores and
perceive their child's illness as less severe than mothers who
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experience structured visitation 72 Carnevale 73 notes that
even the word visitation marginalizes the significance of
family presence. The most salient component of family
visiting guidelines is flexibility. An individual approach that
enables the family's informal social support system to be
involved during the hospitalization is also recommended. 74
This not only includes parents, but also siblings, grandparents, and child-care workers, among others, whom the
family identifies as important.
The coping strategy of vigilance serves to reduce the
parental sense of helplessness and to maintain the parental
role of protector75 The vigilant parent of a critically ill
infant or child is one who stays with the child as much as
possible but who is also able to leave to meet the needs of
self and family. The vigilant parent asks questions to keep
informed, checks to ensure that the child is receiving proper
care, and may request to remain with the child during procedures for the purpose of supporting the child. Vigilant parental behavior increases when the child and parents are exposed to many different caregivers. 51 One could hypothesize
that parents will remain vigilant until they feel confident that
their assigned nurse "knows" them and their child.
In some cases, parents may manifest hypervigilance, in
which the positive aspects of vigilance are outweighed by
the negative or even the well-being of the child is
jeopardized. 75 Several factors have been associated with
hypervigilance (Table 3-3). The hypervigilant parent overuses or exaggerates the use of vigilance. Parents never or
rarely leave the bedside. They may demand detailed
information before agreeing to even minor changes in the
child's treatment plan, sometimes delaying or denying
medications or treatments. Hypervigilant parents may continually monitor staff, attempt to control how care is
provided, or assume total care of the child. These parents
may trust only a few staff and wish to select the nurses
assigned to care for their child. They might examine the
medical record to identify problems or discrepancies and
then record them in a logbook.
Our society generally values and rewards the vigilant
parent but not necessarily in the PICD setting. Hypervigilant
parents can be unnerving or even threatening to nursing
staff. Nursing interventions should be focused to decrease
the parent's sense of helplessness and provide the parent
with some degree of control. Positive nursing interventions
include welcoming parents and their assistance at the
bedside, reinforcing parental questioning, providing information on a consistent basis, reinforcing the parental role,
and being receptive to their telephone calls. Nurses need to
support each other when providing care for hypervigilant
parents and to remember that, although it may be difficult,
the parents are doing the best that they can under the
circumstances. Negati ve staff behavior that can further fuel
parental hypervigilance includes acting defensi vely, withholding information, maintaining power and control, failing
to include parents in the decision-making process, avoiding
the parents, and resenting their questions.
Parents have also identified the importance of parent-toparent support as a means of coping in the PICD. Parents
can offer perspectives and support to each other that
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Parent's personality
Family relationships
Cultural/parental role
Child's meaning to parent
Parent's perception of the
infant's or child's
vulnerability
Parent's usual level of responsibility for the child's care
at home
Parent's understanding about the
illness
Acuity of the illness
Illness trajectory
Pain; painful or invasive
procedures
Parent-staff communications
Level of trust
Quality of communication
Quality of care
History of misdiagnosis,
improper care or treatment
Continuity of nurses and
physicians
Response of the staff to vigilant
behaviors
from Miles MS: Vigilance as a parental coping strategy when a
is seriously ill. Abstract for poster presentation. Biennial meeting

Society for Research in Child Development. Baltimore, Md.

professionals are not able to provide. 15 Although parents
spontaneously interact in waiting rooms, Halm 76 studied the
effect of formal support groups on the anxiety levels of
family members during critical illness. Family members
perceived many benefits of the group milieu, such as sharing
with other people in similar situations, instilling hope,
reducing anxiety, and learning new coping strategies.
Nursing staff can be instrumental in facilitating parent-toparent support. lO
Parent-professional trust is the necessary foundation
from which all supportive care can build. Trust develops in
the context of the parents' perception that their child is
receiving excellent care, from the nurses' reassuring presence, and through recognition of parents as unique autonomous individuals who have important contributions to make
toward the child's care. Continuity of nursing and medical
care allows strong alliances to form with parents, which
further contribute to the development of truSt. 55
Although competence is the most highly valued quality
of nursing care, parents also prefer nurses who are sensitive
and caring. 77 For example, nurses are considered caring
when they talk with parents, provide information without
asking, do not make parents feel intrusive, help parents feel
that they are part of the team, enable parents to feel
comfortable in leaving, and reassure them that everything
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will be taken care of and communicated. 51 In general,
parents can more willingly relinquish their child's care to
someone they trust.

INTERVENTION STRATEGIES
Most of the nursing research generated on parental stress has
been descriptive in nature. Many consistent recommendations for interventions intended to minimize parental stress
in the PICU setting have been offered. Interventions may be
divided into three major categories: (I) those that nurture a
trusting environment, in parents themselves, their children,
and PICU staff; (2) those that establish effective communication patterns and provide information and anticipatory
guidance; and (3) those that limit parental powerlessness by
reestablishing a parental relationship through visitation and
participation in caregiving activities. Such interventions are
consonant with the Parents' Bill of Rights (Box 3-5).
Nurses tend to intervene in a similar manner with all
families whose needs are perceived to be essentially the
same. 7S This approach is problematic because there is
significant variability in parental perceptions and experiences, stress levels, and needs among individuals that
require individualized nursing interventions. Interventions
that may be helpful to one parent may not be helpful or even
useful to another parent, even within the same family.
Nursing perceptions and interventions may be well
intended but may not be accurate. Researchers have noted
differences between what nurses perceive parental needs to
be and what parents perceive as their own needs within the
PICU setting. 79 Indeed, additional parental stress may result
from mismatches between nurses' understanding of parental
needs and parents' own understanding. so Generalized or
generic family supportive intervention strategies intended to
meet nonexistent needs or needs already met by others often
lead to much wasted time and energy.SI

NURSING MUTUAL PARTICIPATION
MODEL OF CARE
Models that emphasize an individual approach to nursing
interventions are preferred, given the individualized nature
of PICU-related parental stress and findings that generic
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Box 3·5

A Pediatric Bill of Rights

In this hospital you and your child have the right to:
• Respect and personal dignity
• Care that supports you as a family
• Infonnation you can understand
• Quality healthcare
• Emotional support
• Care that respects your child's growth and development
• Make decisions about your child's care
Data from Association for Ihe Care of Children's Heallh: Bill of rights for
parents: a pediatric bil! of rights. Bethesda, Md. 1991, Association for the
Care of Children's Health.

family support models are not adequate and may even
exacerbate parental stress. The nursing mutual participation
model of care (NMPMC) represents such an example (Box
3-6). Szasz and Hollenders2 first described a "mutual
participation" model for use with chronically ill adults. The
model, fundamentally different from others practiced at the
time, was based on the premise that the healthcare provider
could not profess to know what is best for an individual. The
search for that which may be considered individually
helpful was the essence of the therapeutic interaction. The
individual was assisted to help himself or herself as his or
her own experiences and beliefs provided reliable and
important clues to therapy. In 1980, Brod ys3 further
elaborated the model as a four-step process for use with
adults in outpatient settings. The foundation of the intervention process was conceptualized as agenda seeking; the
patient was enlisted and invited into the healthcare decisionmaking process by asking, "How can I help you today~"
Curlei 1.60 adapted the model for nursing care of
critically ill children and their parents because it provided
the philosophical foundation to incorporate many of the
therapeutic interventions recommended from descriptive
research. The model supports the view that the nature of
PICU-related stress requires individualized nursing interventions. The model is based on the premise that nurses
have something of value to offer parents and acknowledges

~

Box 3·6

Nursing Mutual Participation Model of Care

Admission

Extend our care to include parents
Acknowledge their importance
Daily Bedside Contact

Enabling strategies that provide parents with system savvy
• Infonnation-teach and clarify
• Anticipatory guidance-illness trajectory
• Provide instrumental resources
Facilitate transition to "parent-to-a-critically-ill-child"
• Enhance parent--child unique connectedness
Role model interactions
• Invite participation in nurturant activity
• Provide options during procedures
Communication pallem
• Establish a caring relationship with the parent
How are you doing today?

• Assess parental perception of the child's illness
How does slhe look to you today?

Detennine parental goals. objectives, and expectations
What troubles you most?

Seek infonned suggestions and preferences, and invite parlicipation in care
How can I help you today?
Data from Curley MAQ: Effects of the nursing mutual participation model of
care and parental stress in the pediatric intensive l,;are unit, Hearl Lung 17:
682-688, 1988; Curley MAQ. Wallace J: Effects of the nursing mutual
participation model of care on parental stress in the pediatric intensive care
unil-A replication. J Pedia'r Nurs 7:377-385. 1992.
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that parents also have something of value to contribute to the
caregi ving process of their children. Nurses have some
expertise in knowing what might generally be helpful to
parents who are experiencing the critical illness of a child,
but nurses do not specifically know what might be best for
an individual parent. Parents, on the other hand, know what
may be helpful to them and their infant or child, but they do
not know what is unique about the PICU or what strategies
have helped other parents in similar situations.
The NMPMC provides a framework for individualized
nursing interactions in the PICU. It clarifies the parental
role, supports active parental involvement with their critically ill child, and fosters parental confidence in performing
their role in a foreign selling. The process is individually
determined and evol ves to meet the expressed needs of each
parent. Nurse-parent relationships are characterized by a high
degree of empathy and partnership, and expert knowledge is
imparted to limit perceived helplessness and passivity. Critical features of the model include the equal status of parent
and professional in the relationship, mutual interdependency, and mutual satisfaction between nurses and parents.
The effects of the NMPMC on helping parents to
alleviate their stress have been supported in two separate
nursing research studies. In the first study, the principal
investigator, functioning in the role of a clinical nurse
specialist, implemented the modeI. 51 .60 Parents reported
significantly less overall stress in the areas of child's
behavior and emotions, parental role revision, child's
procedures, and nursing communication and behavior. In the
second study,52 primary nurses implemented the model.
Parents who had the benefit of NMPMC intervention
reported significantly less stress associated with the hospitalization, particularly in the area of parental role alteration.
The NMPMC is consistent with Greeneich and Long's
nursing taxonomy of family satisfaction (NTFS).84 Within
the NTFS, family satisfaction results from an interaction
between the family, nurse, and healthcare system. Nurses
can influence family satisfaction by (I) optimizing critical
juncture incidents, (2) accommodating parental personality
styles, (3) determining family expectations, and (4) adapting
the environment to the family's needs. Critical juncture
incidents are episodes in which a nurse's behavior and
intervention significantly affect the patient at a time when
the family perceives the patient to be most vulnerable. Nurse
personality attributes include social courtesy, acceptance,
kindness, helpfulness, empathy, and advocacy. The ability of
the nurse to develop a trusting relationship with the family
is also considered to be an element of personality fit. Trust
is inherently linked to effective communication (matched to
the family's style) and nursing proficiency. Nurses create a
milieu to adapt to the family's expectations and needs.
Family satisfaction results when the parent's expectations of
care match with the reality of care.

Initial Contact
For parents, admission is a very stressful period, during
which they experience a significant loss of control. 32,34
Acknowledging the parent's valuable and irreplaceable role
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in actions and words during this critical period helps to set
the tone for the entire PICU hospitalization. Also important
is an acknowledgment of the individuality of a family's
experience as its relates to their present and past experiences
of illness. The nurse should state the obvious, for example,
"Here at Children's Hospital we believe parents to be very
important to their children, especially when they're sick. We
would like to work with you to help you find ways that you
can continue to be important to your child while she or he
is in the ICU." These words broaden the perspective of care
to include parents. Right from the start, parents are invited
as partners into the caregiving process, thus establishing an
atmosphere in which parents feel that their contributions are
valued, expected, and essential. Parents feel less anxious
when they sense that their role is valued, that their child still
belongs to them, and that someone will help them to get
through the experience with their child as a welcomed
participant.
As soon as information is available, the nurse and the
physician should provide it. This demonstrates multidisciplinary collaboration and communication to the family.
After any period of separation or change in their infant's or
child's appearance or behavior, parents require preparation
for what they will see or hear before reuniting them.
Information may need to be repeated several times because
high levels of parental stress can interfere with the parent's
ability to process, understand, and remember information.
If parent-child separation is necessary, parents are
provided with privacy and a telephone so that they may
contact extended family members. During this period of
separation, it is imperative that nursing staff maintain
contact with the parents. Right from the beginning, staff
should seek the parent's preference about the level of
infornlation and frequency of contact. Parents usually
request information about stabilizing methods, and they
wish to be reunited with their infant or child as soon as
possible. If prolonged periods of separation are unavoidable,
opportunities are sought to provide parents with brief
updates or visits between procedures.

Daily Bedside Contact
After openly acknowledging the importance of the parental
role, the model provides a framework for daily interventions
that are supportive to and guided by the unique perceived
needs of each parent. The model (I) incorporates enabling
and empowering strategies to equip the parent with healthcare system savvy, (2) facilitates the parent's transition to
parent-to-a-critically-ill-child, and (3) delineates a consistent nurse-parent communication pattern. An accurate family assessment, such as that suggested by Miles,27 helps to
guide effective intervention strategies (Box 3-7). Family
characteristics such as the degree of adaptability (rigid,
structured, flexible, chaotic) and cohesion (disengaged,
separated, connected, enmeshed) are important considerations in psychosocial intervention planning 47

Enabling Strategies That Provide Parents
With System Savvy. It has been said that parents do not
need to be empowered within the clinical selling; they just
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Box 3-7

.

Parameters of a Family Assessment

I. History of child's illness: when and how diagnoses were
made; previous hospitalizations and treatments
2. Parental perception and understanding of illness
3. Feelings engendered by the child's illness: fear, guilt,
remorse, helplessness, hopelessness, anger
4. Family history and significant events: past experiences
with illness, divorce, death
5. Current family functioning: family membership, structure,
and roles, current marital relationship, communication
patterns within family, patterns of expressing feelings,
siblings and their relationship within the family,
religious background, cultural values, financial problems
6. Parental roles and relationships with child: identification
of the child as "special" as a result of having been the
only child, only daughter, only son, youngest, eldest, most
vulnerable
7. Un met parental needs: lack of sleep, lack of privacy, poor
nutrition, untreated health problems, poor hygiene, lack of
opportunity for sexual expression
Data from Miles MS: Impact of the intensive care unit on parents, Issues Compr
Pediatr Nit'S 3:72-90, 1979.

need their inherent power recognized. Socializing parents to
the PICU and hospital system serves to empower them,
especially those skills that improve their access to information and resources.
Provide Information That Instructs and Clarifies.
In addition to information about the infant's or child's
illness and the standard PICU equipment (monitors,
catheters, endotracheal tubes, etc.), specific information is
vital about the changes in the child's appearance, behavior,
and emotional reactions and in the parental role. When
discussing the technologic devices surrounding the patient,
including a discussion about alarm systems is important.
Although nurses know that there is a hierarchy of alarm
systems about which to be concerned and how quickly to
respond, parents do not n'ecessarily' understand these
distinctions. Unfamiliar alarms are feared equally by
parents, such as those that signal hypotension to those that
signal the end of an antibiotic infusion or artifact on a
cardiac monitor.
After addressing these immediate needs, parents require
an understanding of the PICU and hospital environment.
Written materials, such as orientation booklets, are effective
in assisting families to remember discrete pieces of information. 85 The process of how parents gain access to their
infants and children is critically important. It should be
stressed that the only reason parents are asked to request
permission to see their child in the PICU is for the protection
and privacy of other patients.
Information including the routines of the unit, who is in
charge of their child's medical and nursing care, and when
and where parents get information enables them to effectively function within the system's hierarchy. Parents of
children who require multiple services and parents of

chronically critically ill children are at high risk for
communication problems related to insufficient, incorrect,
or contradictory information about their child's care and
management. It is essential that the nurse coordinate the
informational needs of parents by delineating, together with
the attending physician and parents, a daily communication
plan. Routinely scheduled weekly multidisciplinary team
meetings can be very helpful to the entire team and to
parents of chronically critically ill children.
Only after (I) sharing information about their infant or
child, (2) providing information about the hospital environment, and (3) answering questions that the parents have
should dialogue progress to the perceived alterations in
parental role and responsibility.
Provide Anticipatory Guidance About the Illness
Trajectory. Information about what parents will see or
experience should be shared before it happens, if at all
possible. If feasible, nurses should meet with parents and
patients before a planned admission to the PICU. Describing
the illness trajectory, as far as it can be reasonably predicted,
is extremely helpful in allowing parents to understand and
distinguish what is "normal and expected" from what is
"life threatening." Although videotapes may be helpful,
tours (except to empty bed spaces) should be avoided
because they violate the privacy of existing patients and may
frighten the future patient.
Provide Instrumental Resources, Provision of adequate instrumental resources is also necessary so that
families are able to maintain both physical and emotional
accessibility to their critically ill child 24 hours a day.
Necessary resources include sleep facilities, showers, telephones, data ports, nutritious food, transportation, and
parking.86.87.88 Providing beepers to parents can help to ease
their separation anxiety and conveys a message about the
importance of communication and access to staff. Physical
barriers to the welcoming process, including activities that
make parents feel like visitors to their own infants and
children, should be eliminated.
Facilitate Transition to Parent-to-a-Critically-IIIChild. Alterations in parental role and the subsequent
disruption in the parent-child relationship are the most
stressful aspects of the PICU environment. Assisting parents
to formulate a role with which they are personally comfortable and supporting them in their decision-making capacity
help parents in a successful transition to parent-to-acritically-ill-child,
Enhance Parent-Child Unique Connectedness.
Because of changes in their child's appearance and behavior,
parents may need help reconnecting to a child who appears
to be so much different. Strategies include finding some
characteristic of the child that has not changed (that is, some
enduring feature) and emphasizing it to the parents.
Examples may include hair or eye color or evidence of the
child's increased heart rate in response to the parent's voice.
Creativity is sometimes needed to help reestablish the
unique parent-child connection when significant disfigurement is present. Parents may need "permission'· and
demonstrations of how to touch and interact with their
critically ill infant or child. Rubin's maternal touch progres-

Chapter 3

Caring Practices: The Impact of the Critical Care Experience on the Family

sion,89 for example, can be demonstrated in the PICU
regardless of the age of the infant or child.
Parents can also be encouraged to bring in the child's
favorite blanket, toy, doll, or family pictures to comfort
the child and to individualize the bed space. All of these
reminders of life at home provide nonverbal cues of
the valued nature of the family, and they are as important as direct verbal communication. Macnab and colleagues 90 noted that displaying pictures might open an
avenue for communication, allow parents to express unspoken concerns, and give parents comfort or a goal to strive
for, thus alleviating some stress associated with having a
child in the ICU.
Role Model Interactions. Parents have reported that
their initial fears are lessened by observing and imitating
nursing care activities. Parents notice and sort observed
nursing activities into two categories: those that are familiar
activity (bathing, diaper changing, holding, etc.) and those
that are different activity (dressing changes, endotracheal
suctioning, etc.).59 Parents watch what nurses do to learn,
not to make judgments on the correctness of how care is
done, because the majority of parents are not healthcare
professionals. Acknowledging that one's nursing care activity is being observed provides an opportunity for the nurse
to role model care through nonverbal communication. For
example, knowing that their actions are being observed,
nurses can role model where parents can safely touch their
instrumented child during a bedside conversation with
parents. Typically, parents can be observed following the
nurses lead in safe touch after the conversation is over.
Invite Participation. After the initial period of
shock and disbelief, parents are usually able to identify
those activities in which they wish to participate. When offered caregi ving options and opportunity, parents typically
wish to participate. Such participation can renew their
sense of self-esteem and help them to feel instrumental
in their child's recovery. Suggesting ways in which parents
can assist their child in coping helps to reduce parental
anxiety.91 Ideally, special aspects of parental care and comforting can be distinguished from things that others
can do for the child (e.g., provide breast milk, voice, touch).
Nursing staff should help parents to identify the range of
options by suggesting appropriate diversional, nurturing,
comforting, caregiving, and monitoring activities.
The social and emotional needs of infants, in particular,
are met in close association with their bodily needs.
With a new caregiver, the infant loses much of what is familiar. Physical care constitutes an essential element
of the very intimate relationship between parents and infants. Usurping this role from parents is generally not welcomed by the infant, nor is it helpful, especially when the infant is stressed. Nursing practice that directly involves
the primary caregiver is more therapeutic than care that
replaces the primary caregiver. Efforts should be extended
to welcome parents; they should never'be made to feel out
of place or in competition for their infant or child. 92
Parents generally enjoy helping with activities that
they find personally rewarding and participating in new activities with nursing guidance. A developmental approach
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is a starting point, for example, consideration of what parents normally do for their baby, toddler, child, or adolescent.52 Reading, massages, bathing, and hairbrushing are familiar and comforting activities for both parents and child.
Sociocultural influences will likely affect the parent's
selection of activities. Communication, teaching, anticipatory guidance, and mutual trust and support are essential
during this process. Parents frequently feel uncomfortable
performing tasks that they had previously mastered as a parent of a well child. Clearly, bathing an infant at home is
different than bathing an infant who is attached to numerous
pieces of equipment. Once the child's condition is stabilized, it is important to incorporate parent-child "private
time" in the management plan to sustain the parent-child
relationship.
With time, some parents may ask to participate in daily
bedside rounds. In practice, most parents can be observed
listening in (at a distance) whenever any team rounds
on their child. If the system can support the parent's request, nursing can support the parent's success by reviewing
the structure of rounds (who presents what information)
and, in teaching institutions, the educational mission
of the hospital as healthy debate often permeates rounds.
As with any new experience, the nurse should mentor
the parent and provide feedback and debriefing as necessary.
Provide Options During Procedures. Traditionally,
parents have been asked to step out of the PICU during their
or another child's procedures or treatments. Enforced
separations, sometimes lasting hours, and related conflicts in
values about the approaches used to obtain the child's
cooperation are significant sources of stress for parents. 45
Currently, great variability is seen among institutions
regarding parental presence during special procedures.
Inconsistency among staff and unclear policies about
visitation and parental presence during procedures can
provoke further anxiety for parents, as well as the staff. lO
Parents may be dismissed from treatments because of
staff fear and apprehension that they may interfere with the
procedure or make their child more upset. Sevedra93 studied
60 children, ages 2 weeks to 6 years, who had blood drawn
in the presence of their parents. The study suggested that
even when the procedure was difficult and stressful, parents
were not disruptive but instead were supportive of their
child as directed by personnel. A variety of verbal and
nonverbal strategies were used by parents to help the child
to better cope. Similarly, Shaw and Routh 94 compared
l8-month-old and 5-year-old children's reactions to immunizations in the presence and absence of mothers. They
found more upset behavior when mothers were present, but
the researchers hypothesized that the children's increase in
negative responses reflected a disinhibitory response. That
is, the mother's presence allowed the child greater expression of his or her feelings in an unfamiliar and threatening
environment. Behavioral difficulties including crying, terror, uncooperation, or violent protest can be expected when
the infant or toddler is stressed by the parent's absence,
Jet alone by a painful procedure. Lack of expected distress
responses may reflect deterioration in the child's level of
functioning, detachment, or severe emotional withdrawal.
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Expecting cooperative behavior or a diminished negative
response when parents are present is probably unrealistic.
Parental presence can potentially support the child's
coping efforts and provide the child with a familiar source
of comfort. The recommendation is that parents be offered
a choice regarding their presence or participation, as well as
support for their decision. In fact, Robinson and colleagues95 found little evidence to support the exclusion of
relatives who wish to be present during resuscitation.
Meyers and co-workers 96 supported these findings in their
study of family presence during invasive procedures and
resuscitation. Families described their presence as helpful
and noted that they would do it again. Instead of functioning
as passive observers, families perceived themselves as
active participants, caring for the patient with staff. Flexible
policies based on the needs and preferences of individual
patients and their parents are ideal.
Developmentally appropriate, honest preparation should
precede all procedures. It is important to remember that
young children's receptive language generally exceeds their
expressive language abilities. Simple explanations that can
be easily understood are always offered. For parents to be
supportive during a procedure, they need to know the
importance of the procedure, what to expect during the
procedure, normal age-related reactions that may occur, and
how they can best help. Parents should not be placed in a
position of restraining their child during any procedure.
Parent support is also important when parents choose to
excuse themselves during a procedure. It is likely that
parents can anticipate the ways that they and their child can
best be helped through a given procedure. Parents may need
help to articulate the fears that may block their ability to
believe that they are the best possible parent under the
circumstances. Parents may find it especially difficult to be
present during painful procedures because this seems in
conflict with their protective and nurturant roles. Parents
may benefit from information about their child's developmental level, efforts to prepare the child, and means of pain
control, should that be necessary.
Parents also serve as their child's teachers. Using parents
as the primary source of information for their children may
enhance communication and may also limit misconceptions
and misinterpretation. Gutstein and Tamow 97 found that
children's active involvement in preparatory play was
significantly related to lower levels of distress after elective
surgery. They also found that the child's active involvement
in preparatory play with stress-related objects was significantly related to parent helping behaviors. For example, a
child may try on several types of oxygen masks if their
parent participates in the activity.
When parents must wait during procedures, they often
make assumptions that the longer the wait, the more difficult
the procedure or that something is wrong. Parents of sick
children spend much time waiting together. This can be a
source of either comfort or additional stress. Comfort can be
had when another parent is one step ahead and can share in
the experience "with someone who really understands."
Stress can be exacerbated when another family's child is not
doing well. Upset and grieving parents require privacy for
themselves and for other parents.

Communication. The NMPMC delineates a fourstep communication process that is helpful and demonstrates caring toward the parent, assesses parental perceptions, determines the parental agenda, and invites
participation in care. This communication process is congruent with the ABCX model of crisis in that nursing
interventions should depend on the family's perception of
the stressful event. This communication strategy is helpful
in the PICU because interventions can be specifically
focused when time is limited. In addition, Scott98 found
significant differences in what parents identify as impOltant
and what nurses identify as important. When help is
rationally directed to what parents identify as important and
purposefully focused at the right time, it is perceived as
more effective than more help given at a period of less
emotional accessibility.
Establish a Caring Relationship. This first aspect
adds a humanistic touch by extending the focus of our care
to include parents. Asking the parents, for example, "How
are you doing? Were you able to sleep?" helps to convey the
message that parents, too, are important. An interesting note
is that parents often answer queries based on their child's
state, for example, "I feel better today. Paul was able to get
off his blood pressure medication." Unless assessed and
validated, parental affect or behaviors may be misinterpreted in the intensive care setting. For example, a father's
body language may be misinterpreted as anger, but when
queried, he may remark how scared and upset he feels.
Interventions for angry parents versus scared parents are
quite different.
Assess Family's Perceptions of the Child's JIIness.
To assess the parental perception of illness severity, ask,
"How does your child look to you today? How serious do
you think his illness is? How are other family members
dealing with everything?" Here, the nurse builds trust by
providing accurate, concise, and complete information and
by clarifying any misconceptions. In addition, nurses often
make assessments and judgments about a child's pain,
activity, and behavior based on PICU experience but
without familiarity with an individual child. Parents are
often well aware of their child's subtle behavioral and
communicative cues that can be helpful in individualizing
care. Nurses and parents working together can better
understand and address an individual child's needs.
Help Families Participate. The third step helps
parents to rank their concerns. It also sanctions the expression of feelings that parents may otherwise consider
inappropriate to express. Here, the nurse may ask, "What
troubles you most? Do you have any questions? Is this
what you expected? Do you have any suggestions or
preferences concerning the care your child is receiving?
Is there anything that you personally want to do for your
child?"
Seek Informed Suggestions and Preferences and
Invite Participation in Care. The last step invites
parental participation in determining how nursing interventions can be provided. Here, the nurse may ask, "How can
I help you? How can we do this together?" Interventions are
then focused on parent-specific issues rather than nursespeculated problems. Note that failure to address a parent's
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agenda, especially after it has been elicited, may often lead
to an increase in stress and parental dissatisfaction.
Providing a humanistic PICU environment that recognizes parents as unique autonomous individuals who, when
supported, are capable of providing vital elements of care to
their critically ill child helps to alleviate parental stress. The
NMPMC is effective in helping to decrease parental stress
by assisting parents to formulate a role that is individually
comfortable and supportive of them in their decisionmaking capacity. Not all parents have the desire or
capability to actively participate in the care of their child;
however, the NMPMC provides a means to assess and
individualize psychosocial interventions.

FAMILY CONTEXT OF CHILDHOOD
CRITICAL ILLNESS
Traditionally, hospitals have had an approach that emphasizes the treatment of individuals in isolation from their
broader family and sociocultural context. 99 By contrast,
family-centered care embraces a systems approach in which
the child's illness is viewed in context. Family-centered care
advocates for the child and family as the appropriate focus
of healthcare intervention, thus necessarily broadening the
care perspective and traditional interventions.
Entire families are affected when an infant or child is
critically ill. Parents find themselves thrust into unfamiliar
roles, including negotiating an often overwhelming healthcare setting, integrating information about the child's
illness, and participating in emotionally laden decision
making. 48 .56 Family routines are suddenly disrupted, and
traditional roles are altered. In addition, parents must
balance multiple demands, including traveling to the hospital or temporarily residing at the hospital, maintaining a
home, caring for other children, meeting financial obligations, and negotiating employment circumstances, among
others. Parents may feel tom between the needs of children
at home and their critically ill child's immediate needs. As
described earlier, parents often experience diminished
competence and helplessness relative to their critically ill
child, and their inability to adequately meet the needs of
their healthy children may compound these self-deprecating
feelings. This sense of conflict may be long-standing and
particularly difficult for parents when their child is chronically critically ill.
To a great extent, families adjust their priorities and
family life when a child requires hospitalization. Hospital
staff members tend to view parents primarily as parents of
a hospitalized child, however, with less than adequate
recognition of the parents' broader family, employment, and
community responsibilities (see Box 3_7).9.99 Problems
arise, for example, when staff members assume that parents
can be available at any time for meetings and care
conferences. Similarly, convenient visiting times for parents
may conflict with unit rounds or nursing report. Thus
flexibility and mutual respect are necessary on the part of
both staff and family members to facilitate a collaborative
parent-professional partnership.
For the majority of parents, the most important potentially supportive relationship during this time is with their
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spouse 56 •ilK) The crisis of critical illness and hospitalization
is emotionally charged and represents fertile ground for
conflict that may strain even strong spousal relationships.
For example, parents may need to come to consensus on
issues such as how far to pursue treatment or whether the
child's organs may be donated. Aspects of successful
adaptation include how parents develop and negotiate their
new roles amid the challenges of the PICU and how they
manage to support each other. Parents need to communicate
with many healthcare providers and with each other, to
grapple with potentially difficult ethical decisions, to
negotiate being parents with little privacy, and to keep
family and friends informed of the child's condition. lUI The
unanticipated and fearsome financial burdens inherent in
PICU hospitalization may represent an additional, although
often unspoken, stressor for parents. Preexisting vulnerabilities in the couple's relationship may be seriously challenged
by the child's illness. Spousal conflicts that were present but
compensated for before the child's critical illness may now
resurface and threaten to disrupt the couple's equilibrium.

Supporting the Siblings
of a Critically III Child
Siblings of hospitalized infants and children often have
concerns and questions regarding the well-being of their
brother or sister and their parents.l02.10J Multiple factors
influence a sibling's responses and adjustment to critical
illness, including the sibling's developmental stage, nature
of illness, the sibling's perception of the illness, number and
type of other operative stressors, and available situational
supportS. I04 Children may experience disruption in usual
family routines, separation from parents, and changes in
caregi ving arrangements, all of which may contribute to
their degree of stress. Siblings may experience feelings of
helplessness, fear, guilt, and anger that they mayor may not
be able to communicate to parents. lOS
It is not uncommon for parents to request help for
siblings who are perceived to be having difficulty coping
with the illness. Parents may also wish guidance about how
and how much to explain to their children about the illness,
visitation in the PICU, ways to meaningfully involve their
other children in the hospitalization, and, in some cases,
preparation for the child's death. It may be that enlisting
supportive services for their other children is more acceptable to parents than the alternative of direct psychologic
service for themselves. At the same time, it may also serve
to bolster parents in their familiar roles of protector and
provider for their children.
In a study investigating the impact of critical care
hospitalization on the perceptions of adult patients, spouses,
children, and nurses, Titler, Craft, and Cohen 106 noted that
parents frequently shielded their children from anxietyprovoking information. Parents perceived that their children, ranging in age from 5 to 18 years of age, did not
comprehend much about the parental illness or hospitalization. However, children provided accurate descriptions of
the hospitalized parent and of both parents' feelings. These
findings suggest that children are keenly aware of illnessrelated experiences and, to the extent possible, construct
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their own meanings despite limited access to information
and healthcare providers.
Formal sibling programs can be facilitated through
collaborative efforts between nurses, child life specialists,
and volunteers. Developmentally appropriate interventions
are recommended that prepare siblings for what they might
see and hear. 107 Educational, supportive visitation programs
may include preparation of siblings for visitation, follow-up
contact, individual or group activities in the waiting area,
and a sibling library.74.102.108 Children who had the benefit
of Facilitated Child Visitation Intervention (FCV!), which
includes educational and supportive components, experienced fewer parent-reported behavioral and emotional
problems after visitation. 109 Before visitation, children need
to be carefully screened for signs of illness and exposure to
communicable diseases. Sibling visitation enables children
to experience the reality of the situation firsthand and to
participate in family problem solving and support of their ill
brother or sister?4.105.107 Overall, sibling visitation can
contribute to greater family cohesion, adaptation, and
satisfaction.

Professional Relationships
Intervening with families while maintaining appropriate
professional nursing boundaries has been addressed by
Barnsteiner and Gillis-Donovan. I 10 The goal of a professional relationship is to have caring, well-defined boundaries between a nurse and the patient and family, that is,
boundaries that are positive and therapeutic and that
promote the family's control over the child's healthcare. 11I
Professional nursing is emotionally complicated, requiring
the ability to stay meaningfully concerned about a patient
and family but, at the same time, separate enough to
distinguish one's own feelings and needs. Extremes in
inappropriate professional relationships include overinvolvement or underinvolvement with individual patients and
their families. ll2
Relatively inexperienced nurses and those who are new
to the intensive care unit necessarily tend to concentrate on
technical skill attainment and mastery rather than psychosocial aspects of care. Within the highly technical and
demanding PICU setting, nurses may have little time to
devote to psychosocial aspects of care. Moreover, nurses
may feel ill-prepared to address the often highly charged
emotional aspects of PICU hospitalization. In general, as
professionals gain clinical experience, they become increasingly willing and comfortable to formulate collaborative
relationships with parents that are consistent with the model
of family-centered care. I 13
In a study investigating critical care nurses' perceptions
of their role with families, in which 20% were pediatric
critical care nurses, Hickey and Lewandowski 114 found that
most critical care nurses believed it was emotionally
exhausting to repeatedly become involved with families in
need of support. Despite this, nurses report becoming
involved with families regardless of their ambivalence and
the possible emotional costs to themselves. More than one
third of the nurses believed that they did not have the
requisite knowledge to meet the emotional and psychosocial

needs of families. This underscores the need for ongoing
nursing education and collaboration with psychosocial
support staff, including advanced practice nurses, social
work, pediatric psychology, psychiatry, and child life
specialists. Among the factors that most influenced nurses'
involvement with families were situations relating to the
child's death and subjective feelings and responses toward
the patient and fami Iy.

Collaborative Relationships
With Psychosocial Support Staff
Nursing staff who care directly for the child and family
generally have the greatest degree of familiarity and regular
contact with families. The role of staff nurses in acknowledging and systematically integrating psychosocial aspects
of care, as in the NMPMC, usefully broadens the focus of
intervention from the child alone to the child-in-family.
Thus nurses playa pivotal role in expanding the traditional
medical-technologic orientation and language of the intensive care unit to include psychosocial aspects of care. I 15
Through inquiry and attention to parental perceptions and
experiences, the nurse emphasizes that these are legitimate
aspects of clinical concern and conveys the message that
family members, too, are important.
In addition to the nurse's role in psychosocial assessment and intervention, several psychosocial support staff
members are available within the intensive care setting who
may play a role in psychosocial service delivery to the
family (Box 3-8). Social workers are assigned to each
family in the ICU and fulfill a varied role, including
psychosocial assessment, family support and advocacy,
instrumental support, and accessing legal and protective
services, if required. Although considerable variability
exists among PIC Us, other professionals who are available
to meet the family's psychosocial needs may include
pediatric psychologists, psychiatrists, child life specialists,
discharge planners, ethicists, chaplains, child-abuse specialists, and parent volunteers. Appleyard and colleagues116
described using a nurse-coached volunteer program to help
support families of critically ill patients. After implementation of the program, families believed that nurses
were more willing to accept families as members of the
care team.
In many cases, the nursing staff and unit-based social
worker can adequately address the family's psychosocial
needs. However, when the child's or family's needs demand
additional services or consultation, support staff should be
readily incorporated in the psychosocial planning and
intervention efforts. Introducing support staff to parents and
letting them know that support staff have something
valuable to offer for many hospitalized children help to
facilitate the consultation process.
The nurse plays a pivotal role in contacting and
mobilizing these additional services or consultations when
needed on behalf of families. It is important that the nurse
have a good working knowledge about the various roles of
these disciplines, including what they have to offer families
and how they may be consulted. 1I7 To facilitate psychosocial service delivery and referral, the unit can establish
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Box 3·8

Psychosocial Support Staff
Advanced practice nurse/clinical nurse specialist
• Assesses family coping capacities
• Provides short-term family support
• Consults with staff regarding expected trajectory of parental stress and coping and interventions with families in
crisis related to the critical illness of their child
Social worker
• Performs psychosocial family assessments
• Provides family support and advocacy
• Promotes client access to financial and community services
• Serves as liaison with child protection team
Child life specialist
• Provides developmental and therapeutic play acti vities
• Supports patient and sibling coping
• Consults with parents regarding normal child development
and adjustment
• Initiates tutoring referrals
Patient care coordinator
Facilitates comprehensive discharge plan
Serves as liaison for family with third-party payers
Performs utilization review
Accesses community support services for family
Psychologist, psychiatrist
• Performs diagnostic assessments of children and families
• Facilitates management and discharge planning of suicidal
patients
• Provides short-term family counseling
• Provides crisis intervention
• Facilitates psychopharmacology referrals
Parent volunteer
Welcomes family to the PICU
Orients parents to the family area
Assures family comfort in the waiting area
Provides information about hospital resources (meals,
telephone, sleep facilities, etc.)
Chaplain
• Provides spiritual support
• Performs sacraments as requested by family (e.g., baptism)
Ethics committee
• Consults with families and staff on ethical issues
• Educates staff about ethical and legal issues

regular psychosocial rounds in which representatives from
these disciplines are present. Note that ancillary personnel
may provide direct service to children and families or may
merely consult with nursing and social work staff in the
context of psychosocial rounds. An organizational chart that
delineates the various roles and collaborative relationships
of psychosocial support staff and details regarding contact
and referral information can be helpful.

PREPARING FOR PATIENT TRANSFER
Transition from the intensive care setting to a general
hospital unit or to home can be fraught with apprehension.
On one hand, parents may derive comfort from the fact that
their child has achieved another step toward recovery5t.52.60
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On the other hand, the transfer requires adjustment to new
staff members who do not yet know their child and to a new
environment. Parents may be concerned about their child's
readiness for transfer or the lower staff-to-patient ratio
on the prospective unit. Parents who have come to trust
the PICU staff members may be reluctant to reinitiate
the process with yet another set of healthcare providers.
Anticipatory guidance to assist parents in the transition from
the PICU to the general inpatient unit may help to alleviate
parental stress related to PICU discharge. Bouve, Rozmus,
and Giordano 118 demonstrated that a straightforward preparatory letter explaining the impending transfer from the
PICU to a general pediatric floor significantly lowered
parental anxiety. Parents need to know that the staff of the
receiving unit will be fully informed about the child's
history and progress, preferably by the primary nurse or
another staff member who knows the child well. This not
only ensures optimal clinical care but also reduces parental
anxiety about the transfer.
Formal care conferences that involve the PICU primary
nurse, family members, and a nurse from the receiving unit
have also been demonstrated to significantly reduce the
transfer-related anxiety of families. 119 In this particular
study, the care conference lasted 15 to 30 minutes and
consisted of three phases. First, there were introductions and
a discussion about the purpose of the meeting. Second, the
group discussed the physical environment of the new unit
and the child's degree of recovery and progress and
addressed mutual goals and expectations. The third phase
provided an opportunity for the group to establish childcentered goals. Conferences such as these serve to mark the
transfer from the PICU as a significant event and have the
advantage of focused communication, mutual goal setting,
and parent participation.

BEREAVEMENT
The death of a child is one of the most stressful and
traumatic events that a family may ever experience and
endure. 120- 122 The death of a young child is generally
percei ved in our society as unnatural, untimely, and
particularly tragic. Compared with other deaths, the grief of
parents can be particularly severe, complicated, and long
lasting as a result of the nature of the parent-child
relationship, the circumstances of the death, and societal
expectations.122.123 Parents typically remember the events
surrounding the child's death, including the responses
of healthcare providers, with great clarity, detail, and
emotion.120.124-126 The immediate responses and subsequent
adjustment of bereaved parents are significantly influenced
by the attitudes, psychosocial interventions, and bereavement support offered by healthcare professionals.l2l·127.128
Thus positive experiences in the intensive care setting have
the potential to facilitate parental bereavement and adjustment, whereas negative experiences may compromise or
even derail the parental bereavement and coping process.
Stage models of grief and bereavement have been
proposed,I29·130 including an adaptation specifically for
parents who have suffered the loss of a child. t21.131-133
Expanding on Parkes' original model, Miles131.132 has
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usefully described three broad phases of parental grief,
including numbness and shock, intense grief, and reorganization. Although stage models offer a "blueprint" with
which to understand the bereavement process, it is important
to recognize the inherent limitations of linear models to fully
explain such complex processes. 1OO How intense and
enduring the pain of bereavement is for any given parent is
more a function of idiopathic factors rather than the mere
passage of time.
In the intensive care setting, parents may experience
emotional turmoil and anticipatory grief before the child's
death and a combination of disbelief, shock, and intense
grief responses upon the death of the child. In retrospective
semistructured interviews conducted I to 3 years after their
children's deaths, parents frequently reported "numbness,"
accompanied by difficulty integrating information, listening
to healthcare providers, and making decisions during the
time at the hospital. 125 Initial emotional and behavioral
responses vary greatly among parents, depending on personality style, sociocultural background, social support, and
circumstances of the death.122.131.132 Emotionally, parents
may experience sadness, despair, anger, rage, regret, frustration, guilt, resentment, or relief, among others. Behavioral responses may include crying, withdrawal, hysteria, or
physical acting out, such as clinging to the child's dead body
or aggression toward objects or people. 133 During the
subsequent phase of intense grief, parents may experience
intense loneliness and yearning for the child, helplessness,
guilt, anger, fearfulness for the safety and well-being of
other children, depressive symptoms such as sleep and
appetite changes, and disorganization. 121 During the reorganization phase, bereaved parents gradually begin to
remember the child with less emotional pain, commemorate
the child and focus on happier memories, reinvest in new
relationships, and return to their usual life activities and
responsibilities. Some bereaved parents report that they
never truly recover from the death of their child, but rather
that they learn to go on and, as a result of the loss, they can
never truly be the same persons again. 120
When the decision has been made to discontinue
intensive treatment efforts and the child's death has been
declared imminent, the burden of comfort care rests with the
nursing staff. 134 During this time, the priorities for nursing
intervention include comfort and dignity for the dying infant
or child and his or her family. 135 The most important aspects
of care for families during this time is to demonstrate a
caring and genuine attitude, to extend kindness and understanding, and to be present with the family.I2I·122.125.136
Although nurses sometimes worry about what to say and
specifically how to say it to families, a caring and genuine
approach is most important and more likely to be remembered by families than any particular thing that might
be said. Johnson and Mattson 137 have addressed the issue
of communication with families before and after the
child's death, including suggestions for open-ended questions and responses that may be helpful to families and
anxiety containing for nurses. 137 Key elements of parentprofessional communication at the end of life include
validation of feelings, empathy, and support.

Nurses do indeed help to "orchestrate" the death and
early bereavement process for families in the context of the
hospital setting. When curative interventions become futile,
care shifts to ensure death with dignity and comfort.
Suggestions for intervention include providing accurate and
ongoing information to parents, preparing parents for what
to expect relative to the child's bodily functions and the
dying process, and listening to and honoring parental stories
about the child and parental expressions of grief. 121.125
Parents often need and seek reassurance from nursing staff
that everything possible has been done for the child and that
the child will not experience pain. Parents remember and
acknowledge the importance of caring for the child with
respect, addressing the child by name, attending to the
"little kindnesses" (e.g., combing the child's hair), welcoming family members and friends, and individualizing aspects
of care according to the family's wishes (e.g., child wearing
own pajamas, favorite sleeping positions). Nurses may
facilitate referrals for hospital chaplains; however, parents
emphasize that it is important to be given a choice about this
beforehand. 125
Choices about whether and how to hold and view the
body during discontinuation of life support equipment and
following death are highly individual decisions for parents
that are remembered long after the death. Parents should be
offered an explanation of how life support is discontinued
(e.g., child will be extubated), including what they can
expect and who, if anyone, may be in attendance, according
to their wishes. Parents report that viewing the child's dead
body serves as a means of closure. 125 Parents may also like
the infant's footprints, lock of hair, or hospital identification
band as keepsakes. The parents' final good-bye to staff and
exit from the unit, with its symbolic finality, may be eased
with the escort of a familiar nurse.
Some units have developed standardized care plans for
terminally ill patients that may be modified according to the
child's circumstances and family wishes. 136 Care plans such
as these serve to assist nursing staff in delivering comprehensive care, facilitate the psychosocial aspects of care, coordinate communication and referrals, and ensure individualized aspects of care. Guidelines such as these help the staff
to orchestrate the many aspects of providing care to a dying
child and also ease the burden on individual nurses. In addition, in an effort to provide the best practice and to support
families during the early bereavement process, many hospitals have implemented bereavement support and follow-up
programs. 138-140 In general, families and staff alike note the
benefits of bereavement support programs as a means to
cope with childhood death. Educational and support programs, designed specifically to address the needs of staff
nurses, have also been developed with the goals of better
preparing nurses for caring for dying children and their
families and preventing "bereavement overload,"141-143

SUMMARY
Continued nursing research is needed to describe the
possible differences in perceived parental stress in relation
to the age of the parent and in relation to a constant primary
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nurse provider and the trajectory of parental involvement in
relation to the child's clinical status. Studies investigating
the relationship between nursing staff attitudes toward
parental involvement on parental stress and participation in
care are also needed. Studies that illuminate how specific
parental involvement can be therapeutic in the PICD setting
can guide clinical practice. Few studies describe the
long-term effects of PICU hospitalization on parents and
children.
Pediatric critical care nurses must continue to challenge
and improve traditional practice. Nurses traditionally serve
as the gatekeepers, that is, the people who directly control
parental access and involvement with their children. Parents
are the ultimate consumers of pediatric healthcare. It is
imperative that parental- and consumer-driven satisfaction

6S

be accomplished to economically survive in a highly competitive healthcare delivery system. Care must be inherently
supportive to parents. Parental involvement must be encouraged and welcomed because family-centered care implies an
ongoing parent-professional partnership, not merely that
24-hour visitation is allowed. 51 ,6o Nurses must continue to
accept the challenge of developing strategies that assess
parental needs, establish therapeutic nurse-parent relationships, provide care that is flexible and individualized, and
support the parents' role in the care of their critically ill
child. Nurses can make a significant positive difference for
parents of critically ill children. By providing care that is
inherently supportive to parents, we help to make the experience of parent-to-a-critically-ill-child as positive as
possible.
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