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There are, however, continuities as well as change.
In times of crisis it is not uncommon for people to
look to their family for practical, financial, and
emotional support. Often the presumption that
support will be forthcoming is borne out. Fur-
ther, the continued and strong association of all
forms of nurturing and care with families serves
to reinforce familial obligations and duties. Even .
with a growth in men taking part in formal and
informal types of care, in most societies social
and gendered presumptions about the centrality
of family relationships in caring remain strong.
The greater freedom that is often found within
conjugal relationships still tends to conflict with
the constraints and decisions bound up in par-
enthood. Thus families can be viewed as units in
which, and through which, members, friends, and
sometimes neighbors receive various forms of psy-
chological and physical support and care. Where.
there are not welfare. or health care regimes, the
family is the basic unit of health care, and where
these regimes exist, presumptions about the role
of the family and family members ensue.
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Famiims EXPERIENCING
A CHLD’s TLLNESS

Historically, families are the basic unit of our soci-

ety. When a member of a family is sick, the rest of
the family is affected. When planning health care for
children who are ill or have a chronic or long-term
condition, because the whole family is affected,
then the whole family—however perceived by that
family itself—must be the unit around which care is
planned. Until about the 1960s, when a child was
ill and admitted to hospital, the family was given
little consideration, but changes around the world
in health policy and ideas in the 1950s and 1960s
led to an evolution in caring for children in which
the family became the unit of care rather than the
individual child. From this evolution, various mod-
els of nursing care were developed, some of which
are described in this entry.

Definitions of the family abound, but for the
purposes of this discussion, the family is defined as
whatever that family says it is. It may be a nuclear
family of mother, father, and two to three children;
a single family; or a large extended family; it may
even contain the family pets. Whenever one family
member becomes ill, the whole family unit suffers,
and this is particularly so when the ill person is a
child.

Parents are usually those who have responsibil-
ity for the care of children; and again, in this entry,
the parent is whoever that family says it is. Parental
responsibility is different across cultures. In many
Western societies, parents legally take responsi-
bility for their children until a child is 18 years of
age. In other countries, a child will live with his or
her parents until the child marries and leaves home.
In some societies, the definition of a parent is much
broader; for example, in Australian Aboriginal soci-
eties, the parent may be the child’s aunt or uncle, and
in fact, a child may have several parents—its natural
parents, plus several members of the extended famn-
ily group—and all would have equal responsibility
for the child as the natural parents.




Every child in the world has a parent of some
kind. A parent can be the biological mother or
father, stepmother or stepfather, foster mother or
foster father, guardian, or the primary caregiver of
a child. Even orphans are cared for by the state.
Every child who is admitted to a hospital, for
whatever reasorn, has a parent who must be consid-
ered. Parents are important to health professionals
because they provide a biological framework for
the child for whom they are caring; they are the
main caregivers to that child, the main psychologi-
cal support for him or her, and the ones who know
their child better than anyone else. When one
delivers health care to a family, child, or parent, all
this must be taken into consideration.

No matter how a family defines itself, when a
child is ill the family experiences a range of emo-
tions and problems that are unique to that situa-
tion. Commonly, fear plays an important role—if
the child is gravely ill, there is fear that the child
will die. Any acute illness may provoke a feeling
of fear in the parent (and, if old enough, perhaps
the child too). There is uncertainty about what
is going to happen and what the illness means to
the family; whether the treatment will be effec-
tive, painful, or debilitating; and what the long-
and short-term outcomes will be. There is concern
about how a child’s illness will affect the family
as a whole, the family functioning, parents’ work,
children’s schooling, the grandparents, and other
family members. All such factors are important to
consider when planning care for a child who is sick
and his or her family.

There is a large body of literature showing that
parents are important to caregiving for a child in
the hospital. Also, much research has been done
that shows that not only should the parents be
able to rely on the health professionals in the hos-
pital to care for the child, but also that the parents
want to be relied on to be part of the caregiving,
and they want to be able to do so at the level at
which they feel most comforrable. However, now
that involvement of parents and family members in
the care of a child who is ill has become accepted
practice, some evidence is emerging that in some
cases, parents may resent being made to do what
they sec as nurses’ work. It seems that philosophies
about the care of children in health care have
come full circle from the times when parents were
excluded completely from the hospital when their
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child was admitted, through various evolutionary
stages of parental involvement, led by lobby and
conswmer groups of parents who wanted to be an
integral part of the delivery of care to their chil-
dren, to ideas that some parents might feel that too
much involvement is expected of them.

In the past 40 years, society has changed a great -
deal. In Western countries now, the majority of
mothers work outside the home. Consequently,
having a sick child can mean financial and emo-
tional hardship for families. Whereas in Sweden,
parents are allowed 60 days per year on 80%
of their salary to care for sick children, and the
United States has a law protecting families from
losing their jobs when they wish to be with their
children, most countries do not have such benefits.
A hospital admission of a child, or a child who needs
care at home, may mean a parent has to take
unpaid time off work, thus diminishing the family
finances, or has to use holiday allowances, which
may mean no rest for the parent during the year.
It is not considered good pediatric practice to put
pressure on parents to stay and be involved in their
child’s care if they cannot or do not want to.

A Child’s Hospital Admission

Children come into hospitals for a wide range of
illnesses, comnditions, and problems, from acci-
dental trauma to psychological problems. A walk
through a children’s hospital will show the wide
range of children’s illnesses and conditions. The
most important thing to remember about children
in hospitals is that their care will be very different
from that given to an adult. It is usually not pos-
sible to transfer knowledge about adult care into
pediatrics. For example, both childeen and adults
get prieumonia, but a tiny infant will experience
this in very different ways than will a large adult.
A child’s metabolism is different from that of an
adult, depending on the age and developmental
stage of the child. Consequently, planning care for
a child who is sick requires a different set of skills,
knowledge, and experience than that required for
planning care for an adult. Children should never
be admitted to hospital unnecessarily, because a
hospital admission, with its unfamiliar setting,
odd noises and smells, and painful experiences,
can be traumatic. There is a large literature on dis-
eases of children, with many textbooks dedicated
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to pediatric illnesses. Children may be admitted
to hospitals for a wide range of conditions; these
conditions can be divided into acute and chronic.
Acute illnesses inclade medical and surgical condi-
tions, and these will be either emergency admissions
(e.g., injuries or asthma) or routine admissions (e.g.,
planned surgical procedures). Regardless of the
condition for which a child has been admitted, the
hospital will use one model, or perhaps several
models, of pediatric care as a way to deliver care
to the child and family.

Models of Care in Children’s Hospitals

Hospital care for children is organized in ways that
affect the whole health team, but most of the lit-
erature describing models of care is in the nursing
literature, as nurses make up the majority of the
hospital workforce and attend to the patients (chil-
dren and parents) 24 hours of the day. They are
the professional group who have constant contact
with children in hospitals and are most likely to be
in contact with the parents, and they have a great
deal of influence on the way care is delivered. This
section focuses on models of nursing care, their
development, and their use in pediatrics,

Until about the 1970s and 1980s, the so-called
medical model was predominant in hospitals. Nurses
perceived that although the medical model might
be relevant for medicine, it was only partly rel-
evant to nurses, who dealt with the whole patient
and family. Nursing models emerged, and some were
particulacly for the care of children and their fami-
lies. Various models and theories have been tried in
pediatrics, including care-by-parent, partnership in
care, and family-centered care.

Care-by-Parent

During the 1960s care-by-parent units, in
which the parents (and family) lived in with the
sick child were first developed in the United States.
A care-by-parent unit has rooms with a bed for
the parent and en-suite facilities, furnished in a
comfortable, horne-like style. There are kitchen and
laundry facilities, dining and play areas, and a treat-
ment room. Parents live with the children and pro-
vide care in conjunction with the aurses. The role
of the parent is outlined and expectations negoti-
ated on admission. Such units are particularly

beneficial for babies who are being breastfed or
for children with serious chronic diseases such ag
cystic fibrosis or cancer, when the treatment can
be particularly threatening and privacy is of prime
importance. They are equally suitable for othey,
short-term illnesses or surgery. Previously, the child
had been the responsibility of the nurse and doctor.
With the new concept, the parents retain respon-
sibility for the child while in the care of the health
professionals. Such innovations grew from a desire
to include the parent in decision making abour
the child’s care, to involve the parents in the care,
thereby alleviating the anxiety of both child and
parent. Included in the care-by-parent concept are
members of the extended family, siblings, grand-
parents, and others.

Partiership in Care

A well-known model of care was devised in the
United Kingdom in the 1990s. Partnership in care
is based on the principles that (a) nursing care for
a child in hospital can be given by the child or par-
ents with support and education from the nurse,
and (b} family or parental care can be given by the
nurse if the family is absent. The role of the fam-
ily, or parent, is to take on the everyday care of the
child, while the role of the nurse is to teach, sup-
port, and, if necessary, refer the family to others.

Parents’ views of partnership in care centerved
on the idea that their participation is necessary for
the child’s well-being, and a nonnegotiable part of
parenthood, but nurses were seen as too busy to
provide consistent care. Parents were prepared to
learn more complex care, but only when necessary,
preferring to leave it to the nurses because of the
anxiety it caused the parents. The most important
part of ensuring successful partnerships with nurses
was giving information and using effective commu-
nication and negotiation. Parental involvement in
care in partnership with the health professionals led
to the development of family-centered care.

Family-Centered Care

Family-centered care (FCC) has evolved from the
previous models and has come to be a cornerstone
in pediatric practice, though it has never been for-
mally evaluated. FCC is a way of caring for children
and their families within health services in which
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care is planned around the whole family and all the
family members are the care recipients. The Insti-
tute of Family-Centered Care in the United States
lists several elements of FCC, including recognizing
the family as a constant in the child’s life; facilitat-
ing parent-professional collaboration; honoring
racial, ethnic, cultural, and socioeconomic diversity
of families; recognizing family strengths and differ-
ent methods of coping; sharing information with
families; responding to child and family develop-
mental needs; providing families with emotional and
financial support; and designing health care that is
flexible, culturally competent, and responsive to
family needs.

FCC is a ubiguitous model in the delivery of health
care to children and families across the world. In
some countries, hospitals have invested heavily in
implementing FCC, but there is no rigorous evi-
dence about whether it works or whether it makes
a real difference to the families’ use of services.
There is, however, a growing body of qualitative
research that shows that fundamental problems
exist with this approach. Philip Darbyshire sug-
gested that FCC is a wonderful ideal but is, in real-
ity, extremely difficult to implement because of the
judgmental attitucles of some health professionals
toward parents, resulting in the feeling that they
are “parenting in public.” Similarly, the health pro-
fessionals feel they are giving care in public. For
FCC to succeed, a high level of understanding
and empathetic communication between parents
and health professionals is necessary, and this can
come about only through extensive education both
for health professionals who deliver the care and
for the families who are receiving it. FCC is well
known in developed countries and is widely used
in developing nations, with similar problems in
its implementation and effectiveness. However, a
systematic review of studies about FCC has shown
that there have been no studies to evaluate the
effectiveness of FCC, and a large randomized clini-
cal trial is needed to determine whether or not FCC
malkes a real difference to the well-being of children
and families in hospitals.

The promotion of FCC as a model of care will
continue to be examined. While it is known that rig-
orous studies using quantitative methods to measure
the influence of FCC have not been completed yet,
qualitative research is suggesting concerns with the
FCC model that need solid investigation. Parents

are often not equal partners when their child is
admitted to the hospital; in fact, some parents
have to use strategies to ensure that their needs
are met. Also, some nurses use a punishing style of
communication with parents to try to impose their
own values as to what constituted a “good” parent
when accompanying their child in the hospital.

Various models involving parents and family
in the hospitalized child’s care have evolved and
have been embraced, at least in theory, by chil-
dren’s hospitals in developed countries. Research
indicates that in practice, they are not so widely
accepted, and further education is needed to con-
vince heaith professionals of their worth. Perhaps
parental involvement is often only an ideal, not
casily reached, because it is difficult to remove judg-
mental attitudes from practice.

While models for delivery of care for all chil-

. dren are under development and scrutiny, other

factors come into consideration for children hav-
ing surgery and for their families.

Children Having Surgery

The operating room looks very different to a child
than to an adult, and what adults can see and ratio-
nalize as necessary pieces of equipment can look
very frightening to small children. Consequently,
children who are having an operation need special
consideration. To start with, they probably are
hungry and thirsty because of the fasting times
required before anesthetic induction. This may
make them irritable and upset, and this, in turn,
can upset the parents, who are probably already
anxious, A child needs sound preparation before
having surgery (as do the parents). Consideration
of the needs of the family members is just as impor-
tant in the operating room as it is anywhere else in
pediatrics, and parents and family members must
be advised of what is happening at all times,
Parental presence during anesthetic induction,
which has been shown to relieve the anxiety of
parents, is most often at the discretion of the anes-
thetist, whereas presence in the recovery room,
where the child will be placed until he or she regains
consciousness following an anesthetic, is most
often dependent on the nursing staff. Reasons for
excluding parents from the recovery room often
include the argument that too much can go wrong
postanesthesia; in addition, physical factors such as
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the bed area and availability of staff are sometimes
cited as reasons for excluding parents from the
postoperative recovery room. Hospital recovery
rooms should be constructed to ensure that parents
can accompany their children without compromis-
ing either the safety or privacy of child patients.
Though in some places, parental presence in the
operating room is widely accepted, it remains a
contentious issue. Many hospitals and anesthetists
now encourage parental presence during anesthetic
induction, and this is beneficial to the child, and
parents’ and children’s anxiety is decreased. How-
ever, parents must be well prepared by the nursing
staff, by ensuring they understand that their child
will drop into sleecp very quickly, may be floppy,
and may not breathe for the 1 minute it takes to
transfer the child from the parents’ arms to the
operating table. This is perfectly normal, but unless

a parent knows what to expect, she or he can be

frightened by the rapidity at which it happens.

Preparation for surgery can make a child and
his or her family much less anxious. Hospital play
centers have areas set up with hospital beds and
equipment so children can act out their own expe-
riences. Through play, reachers, nurses, and other
health staff can handle a child’s distress and help
children prepare for impending situations such as
operations. Clowns, puppet shows, and entertain-
ers are sometimes used to make hospitals more
enjoyable places for children, and they can be
used in the operating room. Music therapy offers
opportunities for structured social interaction, for
enhancement of education, for decreasing fear and
anxiety, as distraction from painful procedures, as
relaxation therapy, and for pain control. The fam-
ily remains the unit of care, and family members
(e.g., parents, siblings, and grandparents) can be
an integral part of the preparation of children for
surgery.

Conclusion

Families play a large role in a child’s admission to
the hospital, and all care has to be planned around
the whole family, not just the individual child.
Family-centered care is a cornerstone of pediatric
practice, although it has never been formally tested
to see if it really does make a difference. Families
with a sick child are cared for in hospitals using
a variety of models of care, and three have been

discussed here: care-by-parent, partnership in care,
and family-centered care. Because these are based
on the premise that the parents are the most impor-
tant people in a child’s life, know the child best,
and always work in the best interest of the child, it
seems obvious that the parents should be welcomed
as active contributors to the care of their hospital-
ized child. This does not always occur. '
Children having surgery are at risk of emotional
trauma unless the surroundings are as child- and
family-friendly as possible and the staff members
are cognizant of the special needs of the child in
that situation. Operating rooms can be as fright-
ening for the family members as for the child, and
family members, too, need care and suppott.

Linda Shields
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Famivies EXPERIENCING
CHRONIC PHYSICAL AND
MenTaL HearTe CONDITIONS

Americans are living longer than ever before, primar-
ily as a result of improved medical care, enhanced
public health services, and increased use of preven-
tive health practices. However, living longer does
not necessarily mean living life without illness
and disease. According to the National Center for
Health Statistics, more than 80% of adults aged 65
and older have at least one chronic health condi-
tion, conditions that are long term, often perma-
nent, and result in disabilities that require daily
management. Further, coping with multiple health
problems is common in late life. Older persons
with chronic health problems become incieas-
ingly vulnerable to the physical and mental limita-
tions associated with these conditions. They often
require help performing personal care tasks and
home management activities. Personal care tasks
are activities such as bathing, grooming, toileting,
dressing, and eating. Home management activities
include tasks like shopping, preparing meals, doing
housework, and handling personal finances.
Nearly three fourths of older adults who need
assistance because of chronic physically or men-
tally debilitating conditions rely solely on family
members for care. This entry addresses chronic
health conditions of older adults within the context

of family care and support. It describes common
physical and mental health conditions experienced
by individuals in late life, examines the type of care
and support provided by family members, explores
the influence of providing care to older adults on
the health and well-being of family caregivers, and

discusses intervention programs aimed at support-

ing aging families with chronic physical and men-
tal health conditions.

Physical Health Conditions in Late Life

As people approach late life they often encounter
changes in their physical health that disrupt their
daily lives and the lives of those close to them.
Some of the most troublesome health problems are
due to chronic disease. Three chronic conditions are
among the leading causes of disability and depen-
dency among older adults: cardiovascular disease,
musculoskeletal disorders, and diabetes.

Approximately 27 million older adults have one
or more types of cardiovascular disease, Cardiovas-
cular disease refers to a group of disorders related
to the heart and circulatory system, including
coronary heast disease, which includes myocardial
infarctions (heart attack), angina pectoris (chest
pain), heart failure, stroke, and hypertension (high
blood pressure). Although cardiovascular disease is
the number-one cause of death among people over
the age of 65, it is not always fatal. Depending
on its severity, cardiovascular disease may result
in long-term disability and limitations in daily
functioning due to fatigue, weakness, shortness
of breath, and inability to complete simple daily
activities.

Two primary disorders of the musculoskeletal
system that affect older adults are arthritis and
osteoporosis. Arthritis affects the joints and sur-
rounding tissues, often causing pain, stiffness, or
swelling. One half of persons over the age of 65 have
some form of arthritis, according to the Centers
for Disease Control and Prevention. Degenerative
joint disease, or osteoarthritis, is the most common
type of arthritis experienced by older adults. It
affects the joints most vulnerable to physical stress,
including hands, knees, hips, and shoulders. The
pervasive and unpredictable nature of osteoarthri-
tis pain can dominate the lives of older adults, lim-
iting their daily activities and abilities to care for
themselves. Osteoporosis is characterized by low




