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ABSTRACT
This practice parameter describes the psychiatric assessment and management of physically ill children and adoles-

cents. It reviews the epidemiology, clinical presentation, assessment, and treatment of psychiatric symptoms in children

and adolescents with physical illnesses and the environmental and social influences that can affect patient outcome. J.
Am. Acad. Child Adolesc. Psychiatry, 2009;48(2):213-233. Key Words: physical illness, children, adolescents, family,

consultation, psychosomatic, pediatric.

Children and adolescents face a wide variety of physical
illnesses that may impinge on their development and
their emotional, cognitive, behavioral, and social func-
tioning. Illnesses can range from acute acquired con-
ditions to chronic congenital disorders. The direct
physical effects of an illness, as well as the resultant
emotional and behavioral responses, may last hours to
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days to months to years. The ramifications of physical
illnesses affect not only a child or adolescent, but also
parents, significant caregivers, siblings, relatives, friends,
and teachers.

The objective of this clinician-oriented parameter is
to provide an introduction to the knowledge and skills
that are important prerequisites for the effective
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psychiatric assessment and management of physically ill
children and adolescents. The principles stated herein
are applicable to the assessment and management of
patients aged 18 years and younger. In this parameter,
the term child refers to both adolescents and younger
children unless explicitly noted. Unless otherwise noted,
parents refers to the child’s primary caretakers, regardless
of whether they are the biological or adoptive parents or
legal guardians. This document presumes familiarity
with normal child development and the principles of
child psychiatric diagnosis and treatment and is
addressed to any mental health clinician or medical
professional who treats a physically ill child.

METHODOLOGY

The literature review included bibliographies of
books, book chapters, and review articles and consulta-
tions with clinicians and researchers with specific
expertise in this area. PubMed and PsycINFO searches
used the following text words: physically ill, children,
adolescents, pediatric, consultation, and psychosomatic.
The searches covered the period 1986-2006 and yielded
approximately 275 articles, of which only the most
relevant are included in this document.

BACKGROUND

Epidemiology

Between 10 and 20 million American children are
estimated to have an ongoing physical health condition.'
Although most of these conditions are relatively mild and
interfere little with a child’s usual activities, at least 10%
of children with physical illness have symptoms severe
enough to have an impact on their daily lives." Advances
in the treatment of physical illnesses over the past few
decades have resulted in improved health and prognosis.
Whereas many youngsters previously died of severe
physical illnesses, more than 90% now survive into
adulthood.”

Children and their families are remarkably resilient in
adapting to the challenges of a physical condition. Most
physically ill children do not have identifiable emotional,
behavioral, or educational difficulties.’ Although most
children with a chronic physical illness do not experience
a major psychiatric disturbance, the overall risk of psy-
chiatric disorder is somewhat greater than that in the
general population of children with no chronic physical
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illness." Evidence suggests that psychiatric problems in
children with chronic physical illnesses present primari-
ly as internalizing syndromes and persist over time.*™®

Psychiatric disorders in physically ill children can be
conceptually organized by the perceived relation be-
tween the comorbid psychiatric and general medical
conditions (see Shaw and DeMaso” ®P7~19 for a review).
Coincidental comorbidity describes patients with seem-
ingly unrelated psychiatric and physical illnesses, where-
as causal comorbidity refers to instances in which the
psychiatric disorder is considered to be a direct result of
the physical illness (somatopsychic disorders), as might
be seen in a child with hyperthyroidism who otherwise
meets criteria for an anxiety disorder, or the physical
symptoms are attributed to the psychiatric illness (psy-
chosomatic disorders), as represented by an adolescent
with functional abdominal pain and an associated gen-
eralized anxiety disorder (Table 1). It must nevertheless
be acknowledged that such attributions are rooted in a
false dualism and that the relation between disorders
conceptualized as “psychiatric” and “physical” is often
indeterminate or bidirectional.

Contrary to expectations, physical illness severity does
not seem to play a significant role in adjustment and
vulnerability to psychiatric disorder, although the type
of physical illness does seem to matter. Numerous stud-
ies have found that among conditions that do not in-
volve the brain (e.g., cystic fibrosis, diabetes mellitus,
asthma), there is no relation between disease severity
and psychosocial adjustment.”'® By contrast, young-
sters with illnesses that affect the central nervous system
(e.g., epilepsy, cerebral palsy) have an increased risk
for psychiatric disorder."™'* Adolescents with multiple
chronic physical conditions'? and/or long-term physical
disability also seem to be at higher risk for psychological
problems.'*

There is evidence that a child’s psychiatric illness may
affect the physical disease process, not only by influencing
adherence and lifestyle, but also by producing psycho-
physiological changes. For instance, not only have young-
sters with diabetes mellitus been found to be at risk for
depressive disorders, 15 but also those who have comorbid
depression are at increased risk for treatment nonadher-
ence and repeated hospitalization'® as well as discase-
related complications (e.g., diabetic retinopathy).'”
Depressive symptoms have been found to be common
andassociated with worseningasthma symptomsin inner-
city children,'® whereas a negative family emotional
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TABLE 1
Comorbidity of Psychiatric Syndromes Related to Physical Illness

Psychiatric Syndromes Related to Physical Illness

Coincidental comorbidity
Emotional disorders related to factors other than physical
illness
Causal comorbidity
Psychosomatic disorders
Physical change secondary to psychiatric symptoms
Malnutrition secondary to eating disorder
Transplant rejection due to nonadherence
Somatoform disorders
Pain disorder
Conversion disorder
Somatopsychic disorders
Psychiatric symptoms secondary to general medical condition
Delirium secondary to medication
Mental disorders due to a general medical condition
Psychiatric symptoms as a reaction to illness/treatment
Adjustment reaction
Posttraumatic stress disorder

Shaw RJ, DeMaso DR. Clinical Manual of Pediatric Psychosomatic
Medicine: Mental Health Consultation With Physically Il Children and
Adolescents. Washington, DC: American Psychiatric Press; 2006, p. 8.

climate contributes to a child’s depressive symptoms,
L. . . .1
which in turn contribute to asthma disease severity.

Conceptualization of the lliness Experience

Two common approaches have been used to con-
ceptualize the childhood physical illness experience:
diagnosis-specific and noncategorical."***?' The diag-
nosis-specific approach considers the illness experience
in the context of specific diseases. For example, studies in
asthma, diabetes, and patients with recurrent abdominal
pain suggest psychological symptoms and patterns of be-
havior that are disease-specific and warrant consideration
when planning treatment and judging prognosis.”*

The noncategorical approach, by contrast, considers
the illness experience in the context of general dim-
ensions (e.g., visible/invisible, fatal/nonfatal, stable/un-
predictable) that pertain to illness irrespective of specific
disease.”® For example, posttraumatic stress symptoms
related to adverse medical experiences® and the family
dimensions of cohesion, flexibility, affection, and ex-
pressiveness related to improved health outcomes are
increasingly recognized as occurring across different
physical illnesses.26-28

Because pediatric health conditions constitute a he-
terogeneous group of illnesses with a broad range of
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severity and functioning, this parameter undertakes a
noncategorical approach. However, the approach taken
for a given child should incorporate existing knowledge
about the specific physical disorder encountered to
provide individualized care that is adapted to that child’s
health condition.

Models of Adaptation and Coping

The trend in the coping literature has been toward
developing integrative models of adaptation to pediatric
illnesses.” Thompson®” and Wallander and Varni*” have
developed such models, which display the interconnect-
edness of child-parent adaptation and adjustment.
Thompson®” uses an ecological-systems theory perspec-
tive to develop a transactional model of stress and coping.
Chronic illness is seen as a stressor to which the child and
family must adapt, and the relation between illness and
adjustment depends on biomedical, developmental, and
psychosocial processes.’ In contrast, Wallander and
Varni®® present a risk and resistance framework of re-
sponses to stress, in which children with chronic illnesses
display adjustment problems because they are exposed to
negative life events. These negative events stem from
both their physical illness and associated circumstances
as well as from other general life stressors that may or may
not be related to the illness. Each of these models has

guided a number of research studies.’"*?

Factors Affecting Adaptation to lliness

Coping Style. Coping styles—the sets of cognitive,
emotional, and behavioral responses to stressors—have
been categorized in a number of ways. Approach-oriented
coping refers to thoughts or behaviors directed at
managing the stressor or feelings it elicits, whereas
avoidance-oriented coping, in contrast, describes efforts
by a person to avoid the stressor.”> Problem-focused
strategies are directed at altering the stressor, whereas
emotion-focused strategies are aimed at regulating
emotional responses to the stressor.”*

The important factor for a child facing an acute
medical stressor is not which strategy is used, but rather
whether the child is allowed to make use of his or her
preferred coping style.” There is some evidence to support
the finding that problem-focused coping may be more
adaptive for children with chronic physical illness.”® The
variety, flexibility, and frequency of adaptive coping
increase with age, such that older children have access to
a wider range of effective coping stmtegies.2
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Developmental Factors. Developmental factors have
a profound impact on adaptation because they affect
coping resources, ability to process and benefit from
health-related information, reasoning about illness
causality and responsibility, and medical adherence.”
Preschool children are limited in their ability to com-
prehend and recall medical information, which can
exacerbate emotional reactions to medical interven-
tions.”®*” Although able to better comprehend infor-
mation, school-aged children may experience loss of
control, significant anxiety, and helplessness related to
fears about harm to their bodies. Physical illness can
impinge on the adolescent’s developmental challenges of
individuation and emerging sense of autonomy, bodily
integrity, and sexuality, particularly when illnesses in-
volve potential or actual loss of function or alteration of
appearance. In contrast to acute illnesses, the age of chil-
dren with chronic illnesses does not seem to have a sig-
nificant relation to behavioral or self-esteem problems.’

History of Illness and Medical Experience. Difficult,
painful, or unsuccessful medical procedures can fuel
future expectations of similar experiences, leading the
child to become more anxious.”® This creates a difficult
situation; distress due to negative prior experiences may
lead to the avoidance of timely medical care, thereby
increasing the likelihood that medical problems will
develop that require more intensive and potentially
invasive attention.

Temperament. Child temperament can affect adjust-
ment to acute medical stressors directly, or it may
moderate their preferences toward particular ways of
coping.”” More anxious children may choose distraction
techniques to avoid experiencing an acute stressor,
whereas less anxious children may be more likely to
seek information about the stressor. Avoidance, in turn,
may manifest itself as treatment nonadherence. There is
evidence suggesting that the fit between temperament
and environmental influences may be important in de-
termining adjustment.” Temperamental difficulties
have been found to predict poorer long-term behavioral
and emotional adjustment in children with physical
illnesses."

Parent and Family Factors. Parental anxiety has been
associated with parental distress during procedures,
which, in turn, can interfere with the parents’ abilities
to respond to their child’s emotional needs, with their
abilities to help their child generate effective coping
strategies, and with both immediate and long-term
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outcomes.”*® Parental psychopathology, including de-
pression, anxiety, and posttraumatic stress reactions, has
been shown to play important roles in long-term child
adjustment, 104144

Rolland® described three family developmental
phases (crisis, chronic, and terminal) that are helpful in
understanding the impact of physical illness on adapta-
tion. The crisis or acute phase occurs immediately before
and after the diagnosis of an illness. Efforts are directed at
controlling the illness symptoms and progression while
managing reactions to the potential loss of the healthy
child. The chronic phase unfolds after the initial
diagnosis of and readjustment to the illness. Illnesses
can be stable, progressive, and episodic with varying time
length so that the goal of this phase is to minimize the
risk of relapse through appropriate medical care, while
containing the impact of the illness on the child and
family. The terminal phase involves managing and pro-
cessing the feelings and responses to the loss of the child.

PRINCIPLES

Principle 1. Mental Health Clinicians Should Understand
How to Collaborate Effectively With Medical Professionals
to Facilitate the Health Care of Physically Il Children.

The mental health clinician working with physically
ill children should work toward establishing effective
collaborations with primary care physicians and other
medical professionals (pediatric health care team). The
clinician must demonstrate flexibility and adaptability to
perform several roles: evaluation, advocacy, support, and
education (see Shaw and DeMaso’ PP~ for a review).

During the assessment, the clinician’s primary role is
to identify comorbid psychiatric illness. The assessment
should identify direct effects of health conditions that
mimic emotional symptoms as well as recognize physical
symptoms that are associated with emotional distress.
The assessment should identify maladaptive coping
styles and behaviors that interfere with a child’s health
care as well as strengths that promote resiliency. The
clinician can advocate with the pediatric health care
team on behalf of a child and his or her family through
the recognition of the patient’s developmental and
emotional needs. Finally, the clinician can provide
support and education to the pediatric health care team
on issues including psychiatric comorbidity, advice on
working with families, and countertransference reac-
tions to patients and caregivers.
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Collaboration is essential to providing integrated pe-
diatric and psychiatric care, maximizing the pediatric
health care team’s knowledge and abilities, facilitating
an alliance with the family, and contending with con-
straints within and beyond medical systems. Fritz*®
highlights the value of developing strong relations
between psychiatry and pediatrics as well as the need
for joint advocacy efforts. Phillips et al.”” outline the
problems pediatricians face when referring patients for
psychiatry services: access to care, quality of service,
attitudes of patients and providers, and inadequate
communication. They underscore the value of pedia-
tricians maintaining ongoing relationships with mental
health clinicians. Shaw et al.*® describe the current
logistical and financial difficulties facing the mental
health clinician in providing collaborative care.

It is important for the clinician to communicate his
or her findings to medical professionals. In doing so,
the clinician should follow the maxim “be available, be
understandable, be practical,” while taking care to avoid
psychological jargon.*” The clinician should inform the
family that his or her findings will be communicated to
appropriate members of the pediatric health care team.
The family can be told that the clinician and appropriate
professional caregivers are required to protect confi-
dentiality under the Health Insurance Portability and
Accountability Act. The consultant may also inform the
family of situations in which confidentiality cannot be
maintained beyond the pediatric setting (e.g., allegations
of physical or sexual abuse).”

As part of the communication process, a written
report should document a summary of the clinician’s
opinion as well as information necessary for billing and
medical/legal purposes. The report should be clear and
concise while avoiding personal details that are inap-
propriate or not required by the medical team, because
the medical records may be available to the patient and
family for review as well as to outside agencies (e.g.,
insurance company, social service, court).7

Most children with chronic health conditions are
managed primarily by their primary care physician and
are not under the care of a pediatric subspecialist.”® As a
result, collaboration is most often with the primary care
pediatrician or family physician. Although all children
should have a primary care physician, this is not always
the case. In these situations, the clinician should work
with the family to identify an appropriate physician to
assume the child’s care. If the child and/or parents are
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reluctant to seek medical care, the clinician’s support
and recommendations may be instrumental in accom-
plishing that important goal. When the child’s care
involves multiple specialists, the clinician should help
the family designate a single physician designated to
coordinate the patient’s overall care.

Principle 2. The Reason for and Purpose of the Mental
Health Referral Should Be Understood.

By collaborating with the pediatric health care team
and the family to clarify the reasons for and purposes of
the referral, the mental health clinician is better po-
sitioned to frame an effective intervention.” Mental
health referrals may be generated from primary care
physicians, pediatric specialists, nurses, social workers,
child-life specialists, other health care providers, or pa-
rents. Before assessing the physically ill child, the cli-
nician should seek answers to the following questions:
(1) Who is requesting the referral? (2) What is the
reason for the referral? (3) When was the request made?
(4) What is the time frame within which to respond? (5)
Why is the request being made at this time? (6) Have the
reasons for and value of the consultation been discussed
with the child and family?*'

There are typically three overlapping types of
responses requested of the clinician by a pediatric health
care team: diagnostic (e.g., differential diagnosis of so-
matoform illness, depression, delirium, anxiety), man-
agement (e.g., procedural distress, disruptive behavior,
pain management, nonadherence, parental adjustment
to illness, medication), and disposition (e.g., suicide
assessment and psychiatric hospitalization).*” The
relative importance to the medical professionals of each
response varies on a case-to-case basis.

Consultations as part of routine medical management
may occur as an integral and preventive component of
care for children facing chronic health conditions (e.g.,
cancer, transplantation) rather than because of a speci-
fic emotional or behavioral problem. When psychiatric
assessment and management are a routine part of a
physically ill child’s health care, the patient and family
generally feel less stigmatized and more comfortable
with mental health involvement.

In the traditional outpatient mental health setting, the
family may not understand the reason for the referral
and/or may provide an explanation that differs from that
of the referring physician. Similarly, in inpatient or
outpatient pediatric settings, the family may also be
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unaware that a mental health referral or consultation has
been made. As with any other medical consultation, the
treating physician(s) should directly inform the child and
family about the referral before the assessment. Explana-
tions should include the concerns that prompted the
request and the intent of providing comprehensive care
to the family. In these situations, the treating physician is
the consultee, in contrast to the more typical psychiatric
assessment in which the parents are the consulting
agents. It is important to consider the family’s priorities,
clarify the reason for referral, correct any misperceptions,
and negotiate appropriate goals. It is important to rem-
ember that, although a referral may officially come from
the child’s treating physician, the primary source of the
referral may actually be the family, the school, or any of
the medical professionals mentioned above.

Formal consent for hospital consultation (whether
psychiatric or other medical specialty) is considered part
of the authorization for treatment signed by parents at
admission to the hospital. If the parent refuses the con-
sultation, the clinician and treating physician(s) should
together attempt to define and address the reason(s) for
refusal and consider the urgency of the consultation.
Even in cases where a family refuses the consultation, the
clinician can provide valuable advice and support to the
pediatric health care team facing a difficult clinical
situation.

Principle 3. The Assessment Should Integrate the Impact of
a Child’s Physical lliness Into a Developmentally Informed
Biopsychosocial Formulation.

The assessment should provide the information nec-
essary for the clinician to generate a developmentally
informed biopsychosocial formulation capable of
informing management. The components of the
“Practice Parameters for the Psychiatric Assessment of
Children and Adolescents” are applicable to physically
ill children.>?

Obtaining Information From Multiple Sources. Infor-
mation should be obtained from treating physicians and
other medical professionals. When a child is hospitalized,
the medical record should be reviewed and supplemen-
ted by information from available pediatric clinicians
(e.g., physicians, specialists, nurses, social workers, child-
life specialists). Records of outside mental health and
special education evaluations should be reviewed when
available. When children are involved with child welfare
agencies or the juvenile justice system and/or are in
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institutional care, it may be important to obtain records
and current information from those sources.

There are occasions in pediatric settings when the
treating physician and family may need an urgent
psychiatric intervention (e.g., acute panic, disordered
mental status, aggressive behavior). The priority then
becomes a focused assessment with corroborating out-
side information that still must inform diagnosis and
initiate a pragmatic management plan that targets the
referral concern.

Separate Interviews for Child and Parent(s). Opti-
mally, patients should be interviewed both alone and
with their family. Children are able to listen and
ponder information, even while they are very ill. A
child’s prior experience with medical care may directly
influence his or her responses (e.g., a child who has had
surgery may be less frightened when seen in an
outpatient setting than in the hospital). When
approached with sensitivity and respect, children can
address their illness or even the possibility of death.”
Although parents may have difficulty leaving their ill
child alone or in someone else’s care, it is important to
find acceptable substitutes to attend to the child, so
parents have an opportunity to speak with the clinician
without the child present. Reservation or resistance
does not necessarily reflect fear or a lack of understand-
ing, but may be a child’s or parent’s way of protecting
one another.

Assessment of Functioning. Table 2 outlines an assess-
ment protocol for assessing the interrelated domains
of illness factors, illness understanding, family function-
ing, social relationships, academic functioning, coping
mechanisms, religion, and relationships with the medical
team (see Shaw and DeMaso’ P> for a review).
Beginning with open-ended questions in these domains
can elicit information that builds alliances and richly
informs assessment and treatment. To understand better
the relative impact of a physical illness, it is helpful to
assess how the child’s level of physical functioning
compares to that of others with the same illness and/or
degree of impairment (e.g., whereas one paraplegic ado-
lescent becomes a wheelchair athlete, another refuses to
leave home).

Physical illnesses and their treatments may impose
burdens that signiﬁcantly affect a child’s health-related
quality of life.”* Quality of life is considered to include
four domains: disease state and physical symptoms,
functional status, psychological functioning, and social
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TABLE 2
Protocol for the Psychiatric Assessment of the Physically Ill Child

What are the illness factors?
Stage—new, relapse, chronic
Course—relapsing, single event, interinterval recovery, chronic
deteriorating
Prognosis—preservation of function with treatment, decline,
terminal
Treatment—hospitalizations, clinic visits, medications,
adherence, traumatic procedures
What is the understanding of the illness by the child and parent?
How explained, realistic comprehension, adequate
understanding, cognitive factors, cultural issues
What is the emotional impact of the illness on the child?
Premorbid, current, degree of acceptance
What is the impact of the illness on family functioning?
Family, marital, occupational, financial issues
What is the impact of the illness on the healthy siblings?
Decreased parental availability and/or resources, emotional
reactions
What is the impact of the illness on social and peer relationships?
Stigma, decrease contact, impact on dating and sexuality
What is the impact of the illness on academic functioning?
Premorbid, current, problems with school reintegration,
special education needs
What are the child’s habitual coping mechanisms?
Family, friends, religious, social withdrawal, denial,
avoidance, maladaptive coping
What is the role of religion and spirituality?
Affiliation, beliefs, role as social support in family
What is the relationship of the family with the medical team?
Level of trust, quality of communication, family’s
involvement in decision making

Shaw RJ, DeMaso DR. Clinical Manual of Pediatric Psychosomatic
Medicine: Mental Health Consultation With Physically Il Children
and Adolescents. Washington, DC: American Psychiatric Press; 2006,
p. 43—45.

functioning.’*>> Although there may be a tendency
to dichotomize the assessment into “medical” versus
“psychiatric or functional,” a child’s presentation encom-
passes an interactive relation between developmental,
medical, emotional, social, and cultural influences, there-

by supporting the value of a biopsychosocial approach.

Principle 4. General Medical Conditions and/or Their
Treatments Should Be Considered in the Etiology of a
Child’s Psychological and Behavioral Symptoms.

Mental health clinicians should be aware that emo-
tional and behavioral symptoms (e.g., anxiety, depres-
sion, aggression) may be direct manifestations of a
physical illness and/or its treatment. It is not uncom-
mon for psychiatric symptoms to be attributed to the
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“stress” associated with a chronic physical illness, par-
ticularly when there are other notable psychosocial
issues. Generally, each child has both indirect and direct
physical illness effects, with the clinician facing the
challenge of determining the relative importance of each
to the child’s current symptomatology.

Clinicians should be knowledgeable about a child’s
physical illness, including a basic understanding of its
pathophysiology, presentation, course, treatment, and
prognosis. The clinician should review medical histories,
physical examinations, laboratory tests, and diagnostic
procedures to confirm that any abnormal results have
been addressed. Table 3 lists common laboratory tests
and procedures to consider in assessing the presence of
a general medical condition.

A comprehensive history of the child’s physical
condition and its treatment interventions (e.g., medica-
tions) is critical to understanding and differentiating
indirect (reactive) from direct effects of a physical illness
on a patient’s presentation. Common manifestations of
psychological distress related to the indirect effects of
physical illnesses include somatic symptoms (e.g.,
malaise, pain, irritability, sleep disturbances, appetite
changes), increased attachment behavior (e.g., clingi-
ness), regression (e.g., loss of a developmental mile-
stone), passivity (e.g., helplessness, powerlessness),
frightening fantasies about illness or procedures (e.g.,
ideas of punishment, fear of bodily harm), anxiety, de-
pression, mobilization of defenses (e.g., denial, phobic
symptoms, conversion phenomena), and/or aggravation
of premorbid psychiatric symptoms.

The threshold for specific pediatric assessments
should be individualized to the child’s clinical condition.
A clearly defined medical assessment plan helps to
assuage parent and child concerns about “missed” illness
and avoid aggressive or unnecessary diagnostic testing.
The clinician can assist in defining an appropriate limit
to invasive tests and procedures and should not hesitate
to communicate directly with the treating physician any
questions regarding additional and/or continued testing
and/or treatment.

Delirium. Delirium is characterized by a disturbance
in consciousness, a change in cognition (e.g., memory
impairment, disorientation, language disturbance), or
the development of a perceptual disturbance; develops
over hours to days; tends to fluctuate during the course
of day; and is caused by the direct physiological
consequences of a general medical condition’® (see

WWW.JAACAP.COM 219

Copyright © 2009 American Academy of Child and Adolescent Psychiatry. Unauthorized reproduction of this article is prohibited.



AACAP PRACTICE PARAMETERS

TABLE 3
Laboratory Tests and Procedures in the Acute Assessment of a

General Medical Condition

Basic laboratory tests
Complete blood cell count, electrolytes, glucose, blood urea
nitrogen, creatinine, total protein, liver function tests, calcium,
magnesium, phosphorus, thyroid function tests, pregnancy
test, and urinalysis
Additional laboratory tests
Arterial blood gases, heavy metals screening, serum Bj,, folate,
lupus erythematosus prep, antinuclear antibody, urinary
porphyrins, ammonia levels, erythrocyte sedimentation rate,

and human immunodeficiency virus
Medication-drug screen
Serum drug levels (lithium, anticonvulsants, tricyclic
antidepressants, digoxin, and cyclosporine) and urine
toxicology screen
Procedures
Chest x-ray, lumbar puncture, computed tomography scan,
magnetic resonance imaging, electroencephalogram,
electrocardiogram, echocardiogram, and endoscopy

Shaw and DeMaso’ P*”>% for a review). Manifesta-
tions may include aggression, apathy, hallucinations,
inattention, disorientation, language and visuospatial
skills deficits, and/or cognitive deterioration.”” Delirium
is associated with rapid and fluctuating mental status
changes that require multiple assessments over time to
understand the clinical presentation.*’

Delirium can be a powerful clue to the presence of an
unrecognized physical illness and can be a harbinger of
serious physical decompensation. Given that virtually
any physical condition or medication can be an etiologic
agent, the clinician must consider multiple etiologies,
including infection, withdrawal, metabolic instability,
trauma, central nervous system insult, hypoxia, vitamin
deficiency, endocrine abnormality, vascular insult, tox-
ins, drugs, and heavy metal pathologies.58 Of these, the
most common pediatric causes of delirium are central
nervous system infections (i.e., bacterial meningitis)
closely followed by medications (i.e., analgesics and
steroids).”” While the physical cause is being investigat-
ed or addressed, the clinician may institute environ-
mental changes and pharmacotherapeutic interventions
(e.g., antipsychotic agents) that emphasize safety and
orientation.”

Mood and Anxiety Symptoms. Clinicians should be
aware that mood and anxiety symptoms may present

secondary to a general medical condition or its treatment
(see Shaw and DeMaso’ ®P?°142) for a review). The
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depressive symptoms weight loss, appetite changes, sleep
problems, fatigue, loss of energy, difficulty thinking, loss
of libido, and psychomotor agitation can overlap with
numerous physical illnesses including neurological
(stroke, postconcussion, epilepsy), endocrine (hypothy-
roidism, Cushing syndrome, Addison disease), and
infectious (acquired immunodeficiency syndrome, ence-
phalitis, hepatitis) disorders as well as tumors, failure to
thrive, anemia, uremia, and vitamin deficiencies. Analge-
sics, B blockers, corticosteroids, immunosuppressants,
interferon, oral contraceptives, and chemotherapy agents
have been implicated in depressive syndromes. Neurolo-
gical, endocrine, and cardiac disorders, as well as hypoxia,
asthma, and diabetes mellitus, have been associated with
anxiety. Stimulants, anticholinergics, antidepressants,
caffeine, steroids, thyroid medications, estrogens, and
theophylline have the potential to cause anxiety.
Behavioral Difficulties and Somatic Symptoms. Psy-
chological distress related to the direct effects of a general
medical condition can include behavioral difficulties
(e.g., aggression) or somatic symptoms (e.g., pain),
which can overlap with the indirect effects. Alterations
in the child’s mental status may reflect medication
side effects (e.g., steroids, narcotics, chemotherapeutic
agents) or general medical conditions (e.g., anoxia,
hypoglycemia). The direct effects of a physical illness
may also lead to psychological distress. For example, a
child’s participation in the assessment may be affected
by his or her medical condition (e.g., a child with a
cardiomyopathy may be too tired to talk).

Principle 5. Psychopharmacological Management Should
Consider a Child’s Physical lliness and Its Treatment.

The mental health clinician may be called on to make
recommendations about the use of psychotropic medica-
tions, including interpreting medication side effects and
potential drug interactions. Effective psychopharmaco-
logical intervention can help patients relieve emotional
and behavioral distress related to their illness or treat-
ment as well as support the medical team in its care of a
patient. Although medication use considerations by
physicians frequently center on the presence or absence
of a psychiatric disorder, medications target specific
clinical symptoms as opposed to specific diagnostic
entities.” Common target symptoms and medication
considerations are outlined in Table 4.

The clinician should assess the potential influence of
psychotropic medications on the child’s physical illness
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TABLE 4
Target Symptom Approach in Pediatric Consultation

Target Symptom Medication Considerations

Agitation Atypical or typical antipsychotic agent
Benzodiazepine
Diphenhydramine (younger children)

Anxiety Benzodiazepine
Antidepressant
Buspirone
Gabapentin
Clonidine
Atypical or typical antipsychotic agent
Selective serotonin reuptake inhibitors
Norepinephrine selective reuptake inhibitors
Stimulant
Stimulant
Selective serotonin reuptake inhibitors
Modafinil
Stimulant
Atomoxetine

Delirium
Depression

Fatigue

Inattention

Bupropion
Diphenhydramine
Benzodiazepine
Trazodone

Insomnia

Hypnotics (e.g., zolpidem or zaleplon)
Mirtazapine
Pain Tricyclic antidepressants
Norepinephrine selective reuptake inhibitors
Analgesic
Anticonvulsants
Atypical or typical antipsychotic agent
Benzodiazepine
Benzodiazepine

Clonidine

Psychosis

Withdrawal

Shaw RJ, DeMaso DR. Clinical Manual of Pediatric Psychosomatic
Medicine: Mental Health Consultation With Physically Ill Children and
Adolescents. Washington, DC: American Psychiatric Press; 2006, p. 306.

and its treatment. There should be a review of current
medications, those being considered, and any over-the-
counter or complementary preparations. The clinician
should consider routes of administration and side effects
of recommended medications. The clinician should
understand the pharmacokinetic and pharmacodynamic
interactions of the medications that are being used or
considered.

The clinician recommends or prescribes medications
to treat illnesses that impair different organ systems. It is
helpful to follow the maxim “start low, go slow” when
initiating medication, particularly in children with he-
patic, gastrointestinal, renal, and cardiac diseases, which
affect medication pharmacokinetics and pharmacody-
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namics. In general, psychotropic medication levels are
not consistent indicators of either efficacy or toxicity in
physically ill patients. If options exist, it is generally
preferable to choose a medication with a short half-life
and attempt to avoid introducing more than one medi-
cation at a time. When possible, medications should be
selected that can be administered in a single dose, are
easily titrated to an ideal dose, and do not require fre-
quent laboratory monitoring for therapeutic or toxic
levels. Multiple medications and demanding treatment
regimens threaten adherence.

Pharmacokinetics. Pharmacokinetics involves the
absorption, distribution, metabolism, and elimination
of medications.®> The clinician should consider that
medications can be administered by various routes, in-
cluding oral, intravenous, intramuscular, subcutaneous,
rectal, transdermal, and sublingual. With the exception
of lithium, methylphenidate, venlafaxine, divalproex
sodium, gabapentin, and topiramate, most psychoactive
drugs are 80% to 95% bound to protein. The unbound
drug is typically pharmacologically active.®* The latter
point is important because albumin binding is decreased
in many illnesses (e.g., liver and renal disease), therefore
necessitating adjustments to medication dosages. Med-
ications are primarily metabolized by the liver and
gastrointestinal tract and excreted through the kidneys.
The clinician should be aware of medications and
illnesses that have an impact on hepatic metabolism and
blood flow or impair renal excretion. The clinician
should be aware of discontinuation effects of psycho-
tropic medications such as the selective serotonin
reuptake inhibitor discontinuation syndrome.*®

The hepatic CYP450 system is responsible for
most metabolic drug interactions. Substrates are those
medications that are metabolized by specific cytochrome
enzymes in this enzyme system. The clinician must be
alert to medications that have an inhibitory or inductive
effect on a specific enzyme to help avoid potential drug
interactions. The uridine glucuronosyltransferase
enzymes generally play a minor metabolic role, although
lamotrigine, morphine, and lorazepam are primarily
metabolized by these enzymes. P-glycoproteins partici-
pate in the transport of substances out of the body into
the gastrointestinal tract, bile, and urine, tending to
function as “gatekeepers” for CYP3A4 metabolism.®*

Medication Use in Specific Illnesses. Hepatic disease.
Hepatic disease can have an impact on drug distribution

through changes in blood flow, protein binding, and
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o . .64
volume of distribution because of peritoneal ascites.

As a result, medications may have reduced metabolism
and the potential for increased serum drug levels. For
example, in contrast to acute hepatitis, where there is
generally no need to modify drug dosage, metabolism is
problematic in chronic hepatitis and cirrhosis, requiring
dose alterations. In general, initial dosing should be
reduced and titration should proceed more slowly in
patients with hepatic disease. Of note, for drugs with
significant hepatic metabolism, intravenous administra-
tion may avoid first-pass metabolic (CYP450) effects
and result in similar dosing and action as in patients
with normal hepatic function.

Gastrointestinal disease. Gastrointestinal disease pri-
marily affects drug absorption.®* Surgical conditions (e.g.,
bypass surgery) and conditions that divert blood away
(e.g., congestive heart failure) may affect absorption.
Gastric motility can be affected by medications (meto-
clopramide, cisapride, and propantheline) and physical
conditions (diabetes mellitus and gastritis). Many
psychotropic medications, particularly those with antic-

holinergic side effects, can cause gastrointestinal side
effects. Extended-release medication preparations may
have fewer gastrointestinal side effects because of more
gradual increases in plasma concentrations and are better
tolerated in patients with gastrointestinal distress.*

Renal disease. Pharmacodynamic effects of renal
failure include increased receptor sensitivity.®* In
general, initial doses of medications should be reduced,
and dosing intervals lengthened, in patients with renal
failure. The rule of two-thirds is that medication doses
should be reduced by one-third of the normal dose in
patients with renal insufficiency. With the exception
of lithium, methylphenidate, venlafaxine, divalproex
sodium, gabapentin, and topiramate, most psychotropic
medications may not require significant dosing adjust-
ments in patients with renal failure. During hemodia-
lysis, there is an initial lowering of the plasma drug
concentrations followed by a rebound after dialysis as
the drug redistributes from the periphery to the
circulation. Highly protein-bound medications are
generally not significantly cleared by dialysis.

Cardiac disease. Congestive heart failure may affect
medication by decreasing perfusion of gastrointestinal
and intramuscular drug absorption sites.®*
psychotropic medications (tricyclic antidepressants,
trazodone, thioridazine, and pimozide) may cause
orthostatic hypotension, conduction disturbances, or

Some
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arrhythmias. Quinidine-like effects of the tricyclic
antidepressants and antipsychotic agents may lead to
QTC interval prolongation and increased risk for
ventricular irritability. Stimulants should generally not
be used in children with preexisting heart disease (e.g.,
postoperative tetralogy of Fallot, coronary artery
abnormalities, subaortic stenosis, hypertrophic cardio-
myopathy).®> Patients with risk factors for sudden
cardiac death (syncope, palpitations, chest pain, and
family history of sudden cardiac death) should be
referred for a more thorough cardiac evaluation before
beginning treatment.®>°

Pain complaints. Pain complaints are affected by the
child’s ability to communicate, physiological and
emotional thresholds, positive or negative reinforcement
from parents and professional caregivers, and cultural
factors (see Spirito and Kazak®”®P3-8%) for a review).
Infants and young children are at particular risk of being
inadequately medicated for pain symptoms. Children
may be reluctant to take medication because of the taste,
the fear of getting a “shot,” the need to be held for its
administration, or concerns about medication side
effects. When a child in pain is especially anxious or
considered to be “manipulative,” excessive sedation or
suboptimal pain control may result. When using
analgesic medications, it is important to adopt a pre-
ventive approach by treating pain early and aggressively
along with medications for anxiety and depression as
indicated.” The clinician should be aware of potential
interactions when combining analgesic medications
with other medications, particularly those that could
contribute to an increased risk of sedation or respiratory
distress. The mental health clinician typically partici-
pates in pain management as part of a multidisciplinary
team that uses both pharmacological and nonpharma-
cological modalities (e.g., physical therapy, relaxation,
behavioral interventions, family therapy, psychother-
apy). In disabling chronic pain, the clinician can help
the family and the pediatric health care team adopt a
rehabilitation model, which is focused on adaptation to
symptoms that may not resolve.”

Principle 6. Psychotherapeutic Management Should
Consider Multiple Treatment Modalities.

Individual Psychotherapy. Psychotherapy provides a
time and place where patients can effectively voice
feelings of fear, anger, and sadness (see Shaw and
DeMaso” PP?937278) £51 3 review). Common elements of
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the interaction include support, reassurance, suggestion,
explanation, and introspective exploration of the causes
of a patient’s feelings of demoralization.®® The bereave-
ment model has been used to help conceptualize the
process of adaptation to a physical illness and to guide
treatment intervention.” The emotional responses to
physical illness or disability can be viewed as a process
that begins with shock and denial and proceeds through
feelings of anguish and frustration toward an assimila-
tion of illness information and adjustment.” Several
models of individual psychotherapies are used with
physically ill children.

Supportive psychotherapy aims to reduce emotional
distress through ego support, enhancement of coping
mechanisms, and protection of self-esteem.®® The goal is
to provide education, encouragement, and support by
pointing out strengths and correcting misconceptions.
Psychodynamic psychotherapy promotes psychological
maturation by revealing emotional conflicts that con-
tribute to a child’s and family’s distress or nonad-
herence. This therapy is often limited by patients’
diminished capacity for self-expression due to the direct
effects of their illness, the overwhelming nature of their
illness, and the often brief time available for therapy in
the pediatric setting.*’

Narrative therapy or “the story that children tell”
regarding their physical illnesses provides opportunities
for children and their families to share, organize, process,
and validate their experiences. The mental health
clinician is afforded entry into both objective and
personal attributes of the patient, which facilitates the
assessment and subsequent interventions. The child’s
explanation and beliefs about how and why an illness
developed encapsulate the child’s deepest convictions
and confusions.”® Studies have shown significant
positive effects in patients who have the opportunity to
tell their stories or write them.”"”* Discussion of the
physical illness can enhance the mental health clinician’s
understanding of the child’s and family’s experiences,
facilitate disclosure of psychological material, enrich the
therapeutic relationship, and educate the child, family,
and clinician. This process allows the clinician to help the
child and the family “make meaning” of the adversity,
and it can be an important component of resiliency.”””®

Cogpnitive-behavioral therapy (CBT) provides concrete
structure to augment the sense of mastery and control,
alter maladaptive patterns of thinking, improve problem-
solving and social skills, and modify physiological
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responses’” (see Spirito and Kazak®” ®P%*™% for a review).
Cognitive-behavioral therapy uses behavioral activation,
cognitive restructuring, and problem-solving skills to
change maladaptive cognitions and coping strategies. It is
important to recognize that emotional responses may not
be due to cognitive distortion, but rather an appropriate
reaction to reality-based distressing life events (e.g.,
diagnosis of human immunodeficiency virus). Problem-
solving and anger control CBT techniques have been used
for children facing difficult medical events.

Behavior Modification. Behavior modification inter-
ventions target improvements in functional ability and
decrease attention to complaints or negative behaviors.®”
Systematic desensitization may be implemented for
anxiety symptoms. Behavioral programs with appro-
priate incentives and an effective system of monitoring
and rewards can be tailored for individual patients to
reinforce desired behaviors (e.g., medication adherence).
Biofeedback, relaxation training, imagery, and hypnosis
are based on the premise that decreasing emotional
distress and autonomic arousal may improve not only
the child’s emotional outlook, but also the physical
condition (e.g., hypertension, asthma, headache, dia-
betes mellitus).””

Procedural Preparation and Play Strategies. Children
are exposed to multiple invasive medical procedures.
Prevention strategies have focused either on identifying
risk factors'®”® or on preparing patients for procedures
or hospitalizations.”” Preparatory interventions gener-
ally are designed to provide information relevant to their
illnesses or treatment (e.g., preadmission programs,
bibliotherapy, or support groups), combined with the
modeling of and permission for adverse affective
responses (c.g., fear, anger).””* Video games can
provide a form of distraction (e.g., facilitating relief
from both anticipatory and postchemotherapy nausea)
and are appealing because staff participation is unne-
cessary, costs are low, and the application is easily
standardized.®' Resources from hospitals®**> as well as
the National Child Traumatic Stress Network’s Medical
Traumatic Stress Toolkit®* provide professional care-
givers and families with guidelines to recognize
symptoms and apply interventions when caring for
physically ill children.

Coping strategies during procedures can include
breathing, deep muscle relaxation, distraction, beha-
vioral rehearsal, positive reinforcement, modeling, visual
imagery, and hypnosis.®””®> These interventions have
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consistently been shown to reduce distress and improve
cooperation. It is preferable to perform procedures in
locations that provide uninterrupted privacy as opposed
to settings such as inpatient beds. Local anesthesia (e.g.,
lidocaine-prilocaine cream; EMLA) should be used for
needle procedures. Parental presence is generally helpful
when they are able to assist with nonprocedural talk,
humor, distraction, and encouragement.

Play can provide a medium to address reactions related
to medical procedures, treatments, or hospitalization. The
clinician’s tools might include toy replicas or the actual
medical equipment (e.g., stethoscope or intravenous tub-
ing). Sourkes® has described the play therapy techniques
of letter writing, book illustrating, and therapist mono-
logues. Techniques such as feelings mandala or pie
projects, kinetic family drawings, and the Squiggle Game
allow the child to express ideas, questions, and emotions
as well as to pursue some resolution.”®” Whether read
between or during therapy sessions, books that include
physical illness or medical interventions can stimulate
conversations that might not otherwise occur. Computer
games involving physical illnesses and their consequences
can serve as a discussion forum.

When a child is hospitalized, the common responses
of anxiety, fear, anger, and pain are superimposed on the
separation from the family and loss of the familiar daily
routine. Parents and siblings are similarly affected,
although their pain may be emotional rather than
physical. However, the comfort of transitional objects (a
stuffed animal, an audiotape made by a family member,
a favorite CD), parents staying overnight, and sibling
visits can mitigate some of a child’s distress.

Group Therapy. Group therapy has been found to be
beneficial in patients who have shared diagnoses or
illness-related issues as well as in patients with various
physical illnesses.*®*? In addition to sharing common
experiences, coping strategies, lifestyle changes, and
resources, children and families are surprised by how
much they offer to others, thereby enhancing their own
self-esteem. Support groups provide psychological in-
terventions and input from peers in similar situations
through modeling, problem solving, and direct assis-
tance. Psychoeducational groups offer information about
the diagnosis, treatments, and psychosocial ramifications
of the illness. Adaptation and skills development groups
address communication, problem-solving, self-care, and
social skills. Symptom reduction groups focus on the

decrease or elimination of physical symptoms.”
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Mental Health Clinician Countertransference Issues.
The assessment and treatment of physically ill children
and their families evoke significant emotional responses
in the mental health clinician.””® These responses may
include anger at being “inappropriately” consulted, as
well as frustration with the medical staff’s perceived lack
of concern or avoidance of difficult parents.*” Given
differences in styles and expectations, the clinician who
works with medical caregivers may experience the sense
of being a “foreigner, alone among others who do not
speak his language.”*® No clinician is immune to the
frustration, anger, sadness, and grief that may accom-
pany physical illness in a child. Such emotions may be
related to the illness, child, family, or personal responses
intrinsic to the clinician’s own life experiences. When
experiencing atypical responses, the clinician should
attempt to identify the contributing factors, monitor his
or her reactions, and seek support and advice from
personal or professional resources.

Principle 7. The Family Context Should Be Understood and
Addressed.

More than 50% of families with a physically ill child
establish a healthy level of functioning, although
individual family members may be prone to anxiety,
depression, anger, and somatic complaints.”’ The
degree of predictability, amount of disability, associated
stigma, degree of monitoring required, and prognosis are
illness factors that have an impact on family adjustment.
In addition, parental behavior should be understood in a
historical context based on family beliefs and previous
experiences with illness and death. Family beliefs are
related to commitment, connectedness, and illness per-
manence. Parental adaptation may be determined by
their comfort level when facing situations that range
from mastery to loss of control.”

At a minimum, parents experience the vulnerability
of their child and cope with their inability to protect
their child from disease. Successful adaptation requires
parents to develop a good understanding of the illness
and recognize its potential complications and treat-
ment.” Parents may have tremendous fears about sur-
vival, a poor outcome, and alteration of lifestyle, which
may be manifested as anxiety, guilt, depression, or
anger.”” Because of their own inability to cure their
child and the necessary reliance on professional help,
parents are obliged to surrender certain degrees of
control and may need to forsake their traditional roles.
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They can become preoccupied with medical details,
whereas psychosocial factors are ignored, considered a
lower priority, or deemed irrelevant. Family responses
may vary from being focused on obtaining data, to
entrusting caregivers without reservations, to entitle-
ment.*” Often, one family member manifests a style that
is counterbalanced by that of another (e.g., one parent is
preoccupied with technical details, whereas the other
manifests more affect).

The burdens and stress of having an ill child affect the
parental relationship.”” Although many parents are able
to support each other and become closer, the risk of
displacing anger onto one another is high, especially if
conflict existed before the illness. When there are genetic
contributions to the illness or a caregiver has been res-
ponsible in some way for the illness, self-blame or
accusations directed at the significant other are common.
These reactions are often part of a parent’s defense
mechanism against his or her own grief about the child.

Studies have documented both beneficial and dele-
terious effects of parents’ affect and behavior on the
physically ill child.” Supportive responses are preferable,
including a calm parental presence.”” However, parental
anxiety, criticism of the child’s emotional reactions or
behaviors, threats, punishment, or excessive parental at-
tention to a child’s distress (e.g., reassurance, empathy,
apologies, relinquishing control to the child) can exac-
erbate a child’s distress and compromise coping abili-
ties.”*?> The continuation of familiar “family rules” and
appropriate limit-setting are helpful in signaling children
that they are safe. On the other hand, overprotectiveness
has been shown to have negative consequences.

Because a child’s illness can have prolonged effects on
parents and siblings, the mental health clinician should
consider a follow-up screening or assessment for
depression, anxiety, and posttraumatic stress sym})toms
several weeks or months after an initial evaluation. *>#>°

Siblings. In general, siblings of chronically ill children
show a greater likelihood of behavioral difficulties and
increased shyness or anxiety when compared with con-
trol subjects.®”” Siblings are faced with the challenge of
competing with a physical illness, which may be de-
pleting other family members’ limited emotional and
financial resources.

Depending on illness severity, siblings may be unable
to engage in activities with the affected child, solicited
by parents to make sacrifices, and confronted with dis-
tressing responses or questions from peers. They often
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experience physical abandonment or a sense of emo-
tional disengagement by their parents, who are with or
emotionally preoccupied by the ill child. Siblings may be
jealous of the attention the ill child is receiving. Parents
may become angry and unrealistically expect the siblings
to comprehend medical issues beyond their develop-
mental capacity. Identification with the ill child may
occur, especially if the ill child and sibling have the
same or a similar health condition (e.g., cystic fibrosis,
asthma), in which case comparison and competition are
bound to develop. Siblings may be confused about the
illness and may have magical thoughts that their own
feelings somehow caused the condition. Well siblings
may experience guilt about not being affected.

If a sibling’s achievements surpass those of the child
who has the physical illness, the roles and self-images of
both children may be altered. Siblings may inherit re-
sponsibilities for the ill child and assume a parental role
for the ill child or other siblings. They may also expe-
rience loss of opportunities, because they must be home
after school to help with tasks rather than participate in
after-school activities or cannot participate in educational
or social opportunities because of the family’s compro-
mised finances. This can occur on an occasional or long-
term basis, depending on the availability of the parents
and the degree of physical disability in the patient.

Family Therapy. Family therapy can shift the focus
away from the physically ill child as the identified pa-
tient, allowing each family member to “tell the story” of
his or her own experiences in a safe and professionally
guided arena’ (see Spirito and Kazak® P39 for 4 re-
view). Even children who are too ill or cognitively limited
to participate in individual psychotherapy may benefit
from the family sessions. Ideally, the clinician should feel
comfortable meeting with family members in various
permutations (e.g., the family as a unit, siblings or pa-
rents with or without the ill child, each individual alone).

As legal guardians, parents are responsible for making
decisions and ensuring their child’s care. Parents’
emotional health and functioning exert a formidable
impact on children’s emotional well-being, affect
medical care and adherence, and influence interactions
with professional caregivers. It is incumbent on the
clinician to form an alliance with parents and involve
them actively. Because parents’ sense of competence is
easily threatened by medical problems, they may assume
that sophisticated approaches are beyond their capabil-
ities. The clinician can help define which areas require
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further education, but in most circumstances, he or she
can remind parents of the experiences, strategies, and
skills they already possess. In addition to acquiring
formal education about the child’s medical needs,
caregivers can benefit from learning strategies to help
cope with the psychosocial ramifications of the illness
(e.g., administering an insulin injection in a nonpunitive
way that minimizes parental guilt).

Age-appropriate education for parents about their
child’s illness sets the stage for the child to assume
increased responsibility for his or her care (e.g., to per-
form urinary self-catheterization). Parents often know
their children best and can make excellent judgments
about such milestones. However, some parents may feel
uncomfortable about or unwilling to cede their respon-
sibilities, perhaps because of inadequate understanding
or their own emotional needs.

Principle 8. Adherence to the Medical Treatment Regimen
Should Be Evaluated and Optimized.

Failure to follow through with treatment regimens is
a major health concern.”®”” Reviews suggest that 33%
of patients with acute health conditions, and 50% to
55% of those with chronic illnesses fail to adhere to their

100 .
9199 Nonadherence may result in

treatment regimens.
poor medical outcome, increased financial costs, and
decreased quality of life. Individual, family, disease, and
treatment correlates have been identified as important
risk factors for treatment nonadherence (Table 5).
Studies on the efficacy of treatment interventions re-
sponding to these correlates have been limited by small
sample sizes, inability to generalize findings, and dif-
ficulties standardizing adherence measurement.'®® Based
on the major etiologic factors related to adherence, cur-
rent treatment approaches involve educational, organiza-
tional, behavioral, and psychotherapeutic interventions
(Table 6). Spirito and Kazak®” have outlined specific
family therapy techniques including normalizing ado-
lescent rebellion, improving family communication, and
implementing family problem-solving strategies as
means to promote adherence.

Principle 9. The Use of Complementary and Alternative
Medicine Should Be Explored.

Complementary and alternative medicine (CAM)
comprises a group of diverse health care practices that
are used either together with conventional medicine
(complementary) or instead of conventional medicine
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(alternative).'®" Families or clinicians may consider
CAM when conventional treatments are deemed
unacceptable or insufficient. Treatments such as acu-
puncture, herbal remedies, homeopathy, massage, and
spiritual healing have been used for centuries, but they
have not been subjected to the rigorous trials on which
modern practitioners rely. Data on the safety and ef-
fectiveness of these approaches are particularly limited
in children. Complementary and alternative medicine
treatments may harbor unrecognized dangers as a
consequence of the physical illness itself or interactions
with medication. Moreover, dependence on these
treatments may exclude the use of curative interventions.
Although often underreported by patients and parents to
health care providers, the practice of CAM seems to be
increasingly prevalent in children, particularly among
those with chronic illnesses.!027194 Therefore, it is
important for the clinician to explore with the family
their use of CAM treatments. The clinician should be
open to discussion with patients and families of the risks,
benefits, and gaps in knowledge pertaining to these
treatments, recognizing their motivation to seek all
potentially effective interventions. Patients and families

TABLE 5
Risk Factors Associated With Pediatric Treatment Nonadherence

Risk Factors

Correlates

Individual

History of poor adherence
Adolescence
History of behavioral difficulties
Past emotional difficulties
Presence of denial regarding illness
Low self-esteem
Internal locus of control
Family Lack of parental supervision
Parental conflict
Parental psychopathology
Poor family support
Low socioeconomic status
Lack of family cohesion
Poor pattern of family communication
Long duration of illness
Illnesses with few symptoms
Feelings of pessimism regarding illness

Disease

Treatment Complexity of the treatment regimen
Unpleasant medication side effects
Low level of perceived efficacy of treatment

Treatment with high financial costs

Shaw RJ, DeMaso DR. Clinical Manual of Pediatric Psychosomatic
Medicine: Mental Health Consultation With Physically Ill Children and
Adblescents. Washington, DC: American Psychiatric Press; 2006, p. 230.
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TABLE 6

Treatment Algorithm for Pediatric Treatment Adherence

Primary Reason for
Nonadherence

Treatment Modality

Forgetfulness

Inadequate awareness
of consequences of
nonadherence
Lack of appropriate
parental supervision
of treatment
Lack of awareness of
need for parental
supervision
Logistical issues
(e.g., working parents)
Adolescent developmental
issues
Cognitive immaturity
Acting out of
separation conflicts
Adolescent
omnipotence/denial
Peer group issues
Family psychopathology
Parental conflict
Parental disorganization
Poor communication
Parental psychiatric
illness (e.g., depression,
substance abuse)
Psychiatric illness
Depression
ADHD
Posttraumatic
stress symptoms
Oppositional
defiant disorder

Increased parental supervision

Memory aids (e.g., pill boxes,
pagers, telephone reminders)

Re-education of patient and family
regarding medical issues

Education of the family regarding
adolescent developmental need
for supervision

Establishment of effective system
for supervision of treatment

Education of the family

Increased parental supervision

Behavioral interventions (i.e.,
incentives, behavior
modification programs)

Possible referral for individual
and/or family therapy in
refractory cases

Family therapy

Possible referral of parent for
individual psychiatric treatment

Individual psychotherapy

Family therapy

Possible use of psychiatric
medications

Shaw RJ, DeMaso DR. Clinical Manual of Pediatric Psychosomatic
Medicine: Mental Health Consultation With Physically Il Children
and Adolescents. Washington, DC: American Psychiatric Press; 2006,

p. 235-236.

should be helped to feel comfortable discussing CAM

with their pediatric health care team.

Principle 10. Religious and Cultural Influences Should Be
Understood and Considered.

Cultural and religious beliefs may affect the child’s
and family’s understanding of medical issues, acceptance
of intervention, treatment adherence, and, ultimately,
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prognosis.'®” There is growing evidence that racial and
ethnic minorities are at greater risk for morbidity and
mortality with a number of chronic illnesses, particularly
those associated with social and behavioral factors.'*
Recognition of the family’s beliefs and traditions may
identify potential sources of support for the child and
facilitate the working relationship between the family
and professional caregivers.

When differences of opinion arise, the mental health
clinician should help assess the medical and psycholo-
gical risks and benefits of the proposed intervention or
withholding (e.g., when a Jehovah’s Witness family
refuses a live-saving transfusion). It is incumbent on the
clinician to recognize that such convictions may hold
profound meaning to the family, rather than being a
manifestation of “resistance.” Clinicians should con-
sider others’ perspectives and wishes, educate them-
selves about a family’s beliefs, be aware of their own
countertransference, and always be respectful.

Language barriers may contribute to confusion, mis-
understanding, isolation, suboptimal care, and errors in
diagnosis or treatment. Although some families may feel
uncomfortable with a stranger serving as an interpreter, it
is preferable to avoid the temptation of allowing the child
or a family member to translate. Ideally, the interpreter
should have experience working in the medical care
setting. When an on-site interpreter is not available,
speakerphones or telephonic interpretation services can be
used. Hospitals and outpatient medical facilities are
required to provide interpreter services to meet the needs
of a culturally diverse patient population.'®”

Principle 11. Family Contact With Community-Based
Agencies Should Be Considered and Facilitated Where
Indicated.

School. Physical illness may interfere with the child’s
academic and social functioning as well as engender
anxiety in peers and teachers.'”® """ The mental
health clinician can help improve collaboration between
health care and school systems.”” School interventions
can include educating school personnel and peers about
the physical illness and its treatment, advocating for
special services, participating in academic decisions
(e.g., having a child attend summer school or repeat a
grade), or identifying activities the child can partici-
pate in despite time or physical limitations (e.g., being
an assistant coach or working backstage in a theater
production).
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The federal special education law, the Individuals With
Disabilities Education Act, in combination with a state’s
special education law(s), guarantees students with dis-
abilities in public schools an Individualized Education
Program designed to meet their unique needs. These laws
ensure that a physically ill child can attend school with
necessary supports (e.g., transportation, accessibility,
aides, computers, communication devices). The Indivi-
dualized Education Program documents specific needs
relevant to the physical illness, and it may be revised if
warranted by changes in the child’s functioning. When
the child’s level of physical disability (e.g., heart failure)
prohibits school participation, homebound instruction
should be instituted (illness permitting). If school absence
seems to be primarily for emotional reasons, a plan should
be developed to return the child to school. The clinician
can help parents to secure appropriate and necessary
services for the child.

Social Service Agencies. Social service agencies have
resources relevant to responding to the day-to-day needs
of parents with physically ill children (e.g., home health
supports, respite care, transportation, day care for
healthy siblings, financial resource advice). Access to
these services and resources can be voluntarily sought
out by parents with support and direction from the
clinician or the pediatric health care team.

Parents may become overwhelmed by the treatment
regimen. This commonly occurs in persons who are
struggling with additional psychosocial stressors (e.g.,
emotional, physical, social, economic difficulties). The
clinician must be alert to medical neglect. Although
child protection agencies are ultimately responsible for
decisions regarding neglect or abuse, the clinician may
be asked to help assess a parent’s ability to care for the
child. The clinician can provide a psychiatric assessment
to the pediatric health care team that includes
information about parental psychopathology and the
parent-child relationship. The clinician should avoid
assuming a detective role in identifying the perpetrator
and victim. In such circumstances, the clinician should
explicitly inform the child and parents that the findings
are not confidential or privileged and must be com-
municated to the team.

Physically ill children may require a “medical” foster
home because of the complexity of the child’s care or
the parents’ limited abilities. A child who has major
physical needs or a terminal disease may require foster
parents who are specially trained and willing to as-
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sume the additional burdens of the child’s care and
prognosis.

Community Resources. The clinician should be knowl-
edgeable about community-based resources that can help
reduce the pragmatic and emotional burdens of dealing
with a pediatric illness. Hospitals and other community
programs may have parent support groups that are
devoted to specific illnesses. Clergy and members of
religious congregations are of invaluable support to some
families. They can also provide education to the medical
team about the family’s religious beliefs. Specialized day
treatment facilities (e.g., for medically ill infants or
children with brain injuries) can reduce the daily burdens
of home care, offer education to families, and provide
contact with other children and families in similar
situations. Camps for children with specific physical
illnesses (e.g., diabetes mellitus, heart disease) offer safe
care, education, and opportunities for more indepen-
dence and peer interactions for the child, while providing
parents a much valued respite. Parents themselves
become expert advocates who, in turn, become resources
to other families.

A myriad of national organizations provide educa-
tion and support for specific physical conditions (e.g.,
asthma, cystic fibrosis, inflammatory bowel disease,
spinal cord injury) or are devoted to children with phy-
sical illness (e.g., Make-a-Wish Foundation). Family
Voices and the Federation for Children With Special
Health Care Needs are two agencies that provide ser-
vices and information to families who have children
with special health care needs and help them to network
with other families. These groups often have important
information about eligibility for services and are pow-
erful advocates for the needs of children in their
communities. Both condition-specific and general or-
ganizations offer educational literature, conferences,
contacts with other families, local resources, and,
occasionally, financial aid.””'"""''? Together with the
family, the clinician can identify those organizations that
can provide additional support.

Given the often inordinate cost of physical illness,
even when insurance is available, the clinician should
encourage parents to explore their eligibility for state or
federal financial and management benefits. Community
fundraising can offer additional financial resources and a
gratifying validation of others’ caring. When presented
with the poignant case of an ill child, community
business organizations may provide equipment or

J. AM. ACAD. CHILD ADOLESC. PSYCHIATRY, 48:2, FEBRUARY 2009



services (e.g., computer hardware or software, lumber or
labor costs for a wheelchair ramp). Some groups provide
free air travel to patients who live at a distance from
medical treatment. Local or national newspapers,
television, or radio may advocate on behalf of an
individual child or family as well as for others with
similar physical conditions.

Principle 12. Legal Issues Specific to Physically Ill Children
Should Be Understood and Considered.

The mental health clinician should have a working
understanding of the legal and forensic issues related to
treatment consent, confidentiality, and privilege. The
clinician should be aware of relevant statutes in his or
her jurisdiction and should know when to obtain legal
consultation (see Shaw and DeMaso’ PP for a
review).

Consent and authorization are required for all medi-
cal treatments and procedures except in unusual cir-
cumstances. Informed consent requires that patients or
legal guardians (if the patient is a minor) receive from
their health care providers a full and reasonable ex-
planation of the risks and benefits of treatment,
including no treatment, and possible alternative treat-
ments."'* This issue is more complicated with chil-
dren, because minors are generally considered to be
incompetent to make medical treatment decisions,
and parents or legal guardians provide the consent.
There is increasing recognition that most adolescents
have the capacity to participate in decision making and
a greater willingness by parents and the medical team
to include them in the decision making.''* Assent (an
agreement to participate) is a method of involving minors
in treatment decisions. The clinician can serve an invalu-
able role in helping the pediatric health care team and
family navigate the developmental issues involved in the
medical decision-making process.” Important excep-
tions to the rule requiring parental consent before treat-
ment include emergency treatment, emancipated minors,
mature minor exception, reproductive health, alcohol and

substance abuse treatment, and mental health treatment.”

It may be necessary to seek legal recourse from a child
protective agency or the court when refusal of treatment
endangers the child’s life or health or when more than
one person (e.g., parents with joint custody, a parent
and mature minor) has legal rights to make decisions but
disagree (e.g., ventilatory support or use of controversial
medication). It may be necessary to obtain medical
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guardianship when a patient who has attained the legal
age of majority is not competent to make his or her own
decisions (e.g., brain injury, mental retardation). In
addition to the medical risk or benefit, the psychological
ramifications to the child of a specific treatment need to
be considered (e.g., transplantation, religious beliefs that
forbid blood transfusions). Ideally, a formal assessment
is performed by persons who have expertise in medical
decision making and, if possible, experience with the
specific condition (e.g., a psychiatrist who is a member
of the transplantation team or consultant to the in-
tensive care unit). An ethics committee may offer ad-
ditional guidance. The clinician needs to be aware of
relevant statutes in his or her state.

The clinician must be alert to issues of confidentiality
and privilege. The clinician is legally and ethically
mandated to protect the confidentiality of information
in his or her clinical work. Privilege governs the
disclosure of information in legal and administrative
proceedings. These issues can be complicated in phy-
sically ill children whose parents are entitled to access
information to help make treatment decisions or to
enhance continuity of care.

Principle 13. The Influence of the Health Care System on
the Care of a Physically Il Child Should Be Considered.

The mental health clinician’s appreciation of the
ramifications of physical illness should include recogni-
tion of the complex practical and financial burdens that
affect the child’s and family’s emotional state, behaviors,
lifestyle, illness treatment, and, ultimately, health
outcome. Families are often confronted with limitations
in obtaining necessary or optimal care. Many medical
expenses are not covered by insurance (e.g., specialized
infant formulas, supplies, uncompensated time away
from work, parking for medical appointments). It is
often difficult to find a clinician who is knowledgeable
about and experienced in physical illnesses, and even
when identified, the preferred clinician may not be
contracted with the family’s insurance company.

Children with both acute psychiatric needs and
complex or life-threatening physical conditions who
require care that cannot be managed responsibly in an
intensive psychiatry treatment setting can be hospita-
lized on a medical unit. Because such an environment
does not thoroughly address the patients’ psychiatric
needs, some hospitals create units with both psychiatric
and medical resources. When facilities are far from the
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family’s home, the health care providers may be forced
to choose between optimal care for the child and the
inconvenience and stress of frequent travel. The
clinician, pediatric health care team, and family share
the responsibility of securing a safe environment for the
child and advocating so that financial concerns do not
compromise care.

Despite their best intentions, primary care physicians
and pediatric specialists are increasingly limited in their
ability to devote the necessary time to counseling fami-
lies, may not have a long-term relationship with the
child and family, and are adversely affected by finan-
cial considerations (e.g., capitation, reimbursement by
diagnosis rather than time spent). Mental health con-
sultation during a hospital admission generally requires
an extensive time commitment that is reimbursed sub-
optimally. Outpatient medical and surgical interventions
are facing increasingly less time and reimbursement for
multidisciplinary consultations regarding children with
complex, co-occurring emotional and physical illnesses.

Nevertheless, attention to mental health issues in
children with physical illnesses has the potential to
improve their medical outcome, as well as to potentially
decrease short- and long-term financial costs (e.g.,
medical caregiver appointments, evaluations, hospitali-
zations, loss of work income). Primary care physicians
are striving to increase the identification and early
intervention of psychiatric problems in their practices.
Inpatient and outpatient pediatric facilities are develop-
ing collaborative relationships among medical, psychia-
tric, and family support services to assist patients and
families in need of additional emotional support. As
individuals or as part of a local or national organization,
clinicians should act proactively to educate and effect
appropriate changes (e.g., advocating that a hospital be
financially responsible for the consultation-liaison
service, consulting to third-party payers, and presenting
evidence of needs to a state or the federal legislature). In
addition to the potential for decreasing direct and
indirect financial burdens to patients, families, and
society, timely mental health intervention serves to
maximize the quality of life of physically ill children and
their families.

PARAMETER LIMITATIONS

AACAP practice parameters are developed to assist
clinicians in psychiatric decision making. These para-
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meters are not intended to define the standard of care;
nor should they be deemed inclusive of all proper
methods of care or exclusive of other methods of care
directed at obtaining the desired results. The ultimate
judgment regarding the care of a particular patient must
be made by the clinician in light of all the circumstances
presented by the patient and his or her family, the
diagnostic and treatment options available, and available
resources.

Disclosure: Dr. Bukstein receives or has received research support,
acted as a consultant, andfor served on speakers’ bureaus for McNeil
Pediatrics and Novartis Pharmaceuticals Corporation. Drs. DeMaso,
Martini, Cahen, and Walter report no conflicts of interest.

REFERENCES

References marked with an asterisk are particularly recommended.

*

—_

. Wallander JL, Thompson RJ, Alriksson-Schmidt A. Psychosocial
adjustment of children with chronic physical conditions. In: Roberts
MC, ed. Handbook of Pediatric Psychology. 3rd ed. New York: Guilford;
2003:141-158.

2. Thompson R], Gustafson KE. Adaptation to Chronic Childhood Illness.

Washington, DC: American Psychological Association; 1996.

3. American Academy of Pediatrics Committees on Children with
Disabilities and on Psychosocial Aspects of Child & Family Health.
Psychosocial risks of chronic health conditions in childhood and
adolescents (RE9338). Pediatrics. 1993;92:876-878.

4. Thompson RJ, Hodges K, Hamlett KW. A matched comparison of
adjustment in children with cystic fibrosis and psychiatrically referred
and nonreferred children. J Pediatr Psychol. 1990;15:745-759.

. Breslau N, Marshall TA. Psychological disturbance in children with
physical disabilities: continuity and change in a 5-year follow-up. J
Abnorm Child Psychol. 1985;12:199-216.

. Stuber ML. Psychiatric sequelae in seriously ill children and their
families. Psychiatr Clin North Am. 1996;19:481-493.

*7. Shaw RJ, DeMaso DR. Clinical Manual of Pediatric Psychosomatic
Medicine: Mental Health Consultation With Physically Ill Children and
Adolescents. Washington, DC: American Psychiatric Press; 2006.

. Campis LB, DeMaso DR, Twente AW. The role of maternal factors in
the adaptation of children with craniofacial disfigurement. Cleft Palate
Craniofac J. 1995;32:55-61.

9. DeMaso DR, Campis LK, Wypij D, Bertram S, Lipshitz M, Freed M.
The impact of maternal perceptions and medical severity on the
adjustment of children with congenital heart disease. J Pediatr Psychol.
1991;16:137-149.

10. DeMaso DR, Twente AW, Spratt EG, O’Brien P. The impact of
psychological functioning, medical severity, and family functioning in
pediatric heart transplantation. / Heart Lung Transplant. 1995;14:
1102-1108.

. DeMaso DR, Beardslee WR, Silbert AR, Fyler DC. Psychological
functioning in children with cyanotic heart defects. / Dev Behav Pediatr.
1990;11:289-294.

12. Noeker M, Haverkamp-Krois A, Haverkamp F. Development of
mental health dysfunction in childhood epilepsy. Brain Dev. 2005;
27:5-16.

13. Newacheck PW, McManus MA, Fox HB. Prevalence and impact of

chronic illness among adolescents. Am J Dis Child. 1991;145:

1367-1373.

N

(=)}

oo

1

—

J. AM. ACAD. CHILD ADOLESC. PSYCHIATRY, 48:2, FEBRUARY 2009



*20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

J. AM. ACAD. CHILD ADOLESC. PSYCHIATRY, 48:2, FEBRUARY 2009

. Holmbeck GN, Westhoven VC, Phillips WS et al. A multimethod,

multi-informant, multidimensional perspective on psychosocial adjust-
ment in preadolescents with spina bifida. / Consult Clin Psychol.
2003;71:782-796.

. Kovacs M, Obrosky DS, Goldston D, Drash A. Major depressive

disorder in youths with IDDM: a controlled prospective study of course
and outcome. Diabetes Care. 1997;2:45-51.

. Garrison MM, Katon WJ, Richard LP. The impact of psychiatric

comorbidities on readmissions for diabetes in youth. Diabetes Care.

2005;28:2150-2154.

. Kovacs M, Mukerji P, Drash A, Ivengar S. Biomedical and psychiatric

risk factors for retinopathy among children with IDDM. Diabetes Care.
1995;18:1592-1599.

. Waxmonsky ], Wood BL, Stern T et al. Association of depressive

symptoms and disease activity in children with asthma: methodological
and clinical implications. J Am Acad Child Adolesc Psychiatry. 2006;45:
945-954.

. Wood BL, Miller BD, Lim J et al. Family relational factors in pediatric

depression and asthma: pathways of effect. J Am Acad Child Adolesc
Psychiatry. 2006;45:945-954.

Knapp PK, Harris ES. Consultation-liaison in child psychiatry: a review
of the past 10 years. Part I: clinical findings. / Am Acad Child Adolesc
Psychiatry. 1998;37:17-25.

Lavigne JV, Faier-Routman J. Correlates of psychological adjustment to
pediatric physical disorders: a meta-analytic review and comparison with
existing models. J Dev Behav Pediatr. 1993;14:117-123.

Campo ]V, Bridge J, Ehmann M et al. Recurrent abdominal pain,
anxiety, and depression in primary care. Pediatrics. 2004;113:817-824.
Hocking MC, Lochman JE. Applying the transactional stress and
coping model to sickle cell disorder and insulin-dependent diabetes
mellitus: identifying psychosocial variables related to adjustment and
intervention. Clin Child Fam Psychol Rev. 2005;8:221-246.
Wamboldt MZ, Fritz G, Mansell A, McQuaid EL, Klein RB.
Relationship of asthma severity and psychological problems in chil-
dren. J Am Acad Child Adolesc Psychiatry. 1998;37:943-950.

Stuber ML, Shemesh E. Post-traumatic stress response to life-
threatening illnesses in children and their parents. Child Adolesc
Psychiatr Clin N Am. 2006;15:597-609.

Fisher L, Weihs KL. Can addressing family relationships improve
outcomes in chronic disease? Report of the National Working Group on
Family Based Intervention in Chronic Disease. J Fam Pract. 2000;
49:561-566.

Lewis M, Vitulano LA. Biopsychosocial issues and risk factors in the
family when the child has a chronic illness. Child Adolesc Psychiatr Clin
N Am. 2003;12:389-399.

Vitulano LA. Psychosocial issues for children and adolescents with
chronic illness: self esteem, school functioning and sports participation.
Child Adolesc Psychiatr Clin N Am. 2003;12:585-592.

Thompson R]. Coping with the stress of chronic childhood illness. In:
O’Quinn AN, ed. Management of Chronic Disorders of Childhood.
Boston: GK Hall; 1985:11-41.

Wallander JL, Varni JW. Adjustment in children with chronic physical
disorders: programmatic research on a disability-stress—coping model.
In: La Greca AM, Seigel L], Wallander JL, Walker CE, eds. Stress and
Coping in Child Health. New York: Guilford; 1992:279-297.

Gil KM, Williams DA, Thompson RJ, Kinney TR. Sickle cell disease
in children and adolescents: the relation of child and parent pain
coping strategies to adjustment. / Pediatr Psychol. 1991;16:643—-664.
Varni JW, Rubenfeld LA, Talbot D, Setoguchi Y. Family functioning,
temperament, and psychological adaptation in children with congenital
or acquired limb deficiencies. Pediatrics. 1989;84:323-330.

Hubert NC, Jay SM, Saltoun M, Hayes M. Approach-avoidance and
distress in children undergoing preparation for painful medical
procedures. J Clin Child Psychol. 1988;17:194-202.

Folkman S, Lazarus RS. The relationship between coping and
emotion: implications for theory and research. Soc Sci Med. 1988;26:
309-317.

Band EB, Weisz JR. How to feel better when it feels bad: children’s

30.

37.

38.

39.

40.

41.

42.

43.

44.

45.
46.
47.

48.

*49.

50.

*52.

53.

*54.

55.

56.

57.

58.

PHYSICALLY ILL CHILDREN

perspectives on coping with everyday stress. Dev Psychol. 1988;24:
247-253.

Melamed BG, Robbins RL, Fernandez J. Factors to be considered in
psychological preparation for surgery. In: Routh D, Wolraich M, eds.
Advances in Developmental and Bebavioral Pediatrics. New York: JAI;
1982:51-72.

Simeonsson R], Buckley L, Munson L. Conceptions of illness causality
in hospitalized children. J Pediatr Psychol. 1979;4:77-84.

Dahlquist L, Gil K, Armstrong D, DeLawyer D, Greene P, Wuori D.
Preparing children for medical examinations: the importance of
previous medical experience. Health Psychol. 1986;5:249-259.
Rudolph KD, Dennig MD, Weisz JR. Determinants and consequences
of children’s coping in the medical setting: conceptualization, review,
and critique. Psychol Bull. 1995;118:328-357.

Melamed BG. Putting the family back in the child. Bebav Res Ther.
1993;31:239-247.

DeMaso DR, Kelley SD, Bastardi H, O’Brien P, Blume ED. The
longitudinal impact of psychological functioning, medical severity, and
family functioning in pediatric heart transplantation. J Heart Lung
Transplant. 2004;23:473—-480.

Kazak AE, Baxt C. Families of infants and young children with cancer:
a post-traumatic stress framework. Pediatr Blood Cancer. 2007;
49(suppl 7):1109-1113.

Balluffi A, Kassam-Adams N, Kazak A, Tucker M, Dominguez T,
Helfaer M. Traumatic stress in parents of children admitted to
the pediatric intensive care unit. Pediatr Crit Care Med. 2004;5:
547-553.

Farley LM, DeMaso DR, D’Angelo E et al. Parenting stress and
parental post-traumatic stress disorder in families after pediatric heart
transplantation. / Heart Lung Transplant. 2007;26:120—126.

Rolland JS. Chronic illness and the life cycle: a conceptual framework.
Fam Process. 1987;26:203-221.

Fritz GN. Promoting effective collaboration between pediatricians and
child and adolescent psychiatrists. Pediatr Ann. 2003;32:387-389.
Phillips S, Clawson L, Osinski A. Pediatricians’ pet peeves about mental
health referrals. Adolesc Med State Art Rev. 1998;9:243-258.

Shaw R]J, Wamboldt M, Bursch B, Stuber M. Practice patterns in
pediatric consultation-liaison: a national survey. Psychosomatics. 2006;
47:43-49.

DeMaso DR, Meyer EC. A psychiatric consultant’s survival guide to the
pediatric intensive care unit. / Am Acad Child Adolesc Psychiatry.
1996;34:1411-1413.

Perrin JM, Kuhlthau KA, Gortmaker SL, Beal AC, Ferris TG.
Generalist and subspecialist care for children with chronic conditions.

Ambul Pediatr. 2002;2:462—469.

. Lewis M. Consultation process in child and adolescent psychiatric

consultation-liaison in pediatrics. Child Adolesc Psychiatr Clin N Am.
1994;3:439-448.

American Academy of Child and Adolescent Psychiatry. Practice
parameters for the psychiatric assessment of children and adolescents. J
Am Acad Child Adolesc Psychiatry. 1997;36(suppl.):4S-20S.

Kreicbergs U, Valdimardottir, Onelov E, Henter JI, Steineck G.
Talking about death with children who have severe malignant disease. N
Engl ] Med. 2004;351:1175-1186.

Quittner AL, Davis MA, Modi AC. Health-related quality of life in
pediatric populations. In: Roberts MC, ed. Handbook of Pediatric
Psychology. 3rd ed. New York: Guilford; 2003:696-709.

Eiser C, Morse R. A review of measures of quality of life for children
with chronic illness. Arch Dis Child. 2001;84:205-211.

American Psychiatric Association. Diagnostic and Statistical Manual of
Mental Disorders, Fourth Edition, Text Revision. Washington, DC:
American Psychiatric Association; 2000.

Murphy BA. Delirium. Emerg Med Clin North Am. 2000;18:
243-252.

Wise MG, Brandt G. Delirium (confusional states). In: Rundell
JR, Wise MG, eds. American Psychiatry Press Textbook of Neuropsy-
chiatry. 2nd ed. Washington, DC: American Psychiatric Press;
1992:302.

WWW.JAACAP.COM 231

Copyright © 2009 American Academy of Child and Adolescent Psychiatry. Unauthorized reproduction of this article is prohibited.



AACAP PRACTICE PARAMETERS

59

60.

61.

62.

63.

64.

65.

60.

*67.
68.

69.

70.

71.

72.

73.

74.

75.

76.

77.

78.

79.

80.

8

—

82.

83.

232

Copyright © 2009 American Academy of Child and Adolescent Psychiatry. Unauthorized reproduction of this article is prohibited.

. Turkel SB, Tavaré CJ. Delirium in children and adolescents. [
Neuropsychiatry Clin Neurosci. 2003;15:431-435.

Breitbart W, Marotta R, Platt MM et al. A double-blind trial of
haloperidol, chlorpromazine, and lorazepam in the treatment of
delirium in hospitalized AIDS patients. Am ] Psychiatry. 1996;153:
231-237.

Martini DR. Commentary: the diagnosis of delirium in pediatric
patients. / Am Acad Child Adolesc Psychiatry. 2005;44:395-398.
Robinson MD, Owen JA. Psychopharmacology. In: Levenson JL,
ed. The American Psychiatric Publishing Textbook of Psychosomatic
Medicine. Washington, DC: American Psychiatric Publishing; 2005:
871-922.

Haddad P. The SSRI discontinuation syndrome. J Psychopharmacol.
1998;12:305-313.

Beliles KE. Psychopharmacokinetics in the medically ill. In: Stoudemire
A, Fogel BS, Greenberg DB, eds. Psychiatric Care of the Medical Patient.
2nd ed. Oxford, England: Oxford University Press; 2000:272—-394.
American Academy of Child and Adolescent Psychiatry. Practice
parameter for the assessment and treatment of children and adolescents
with attention-deficit/hyperactivity disorder. J Am Acad Child Adolesc
Psychiatry. 2007;46:894-921.

Alexander M, Vaughan B, Urion D et al. Adderall use in children and
adolescents. Children’s Hospital Boston Web site. Published May
2005. htp://www.childrenshospital.org/views/june05/adderall_p.html.
Accessed March 3, 2008.

Spirito A, Kazak AE. Effective and Emerging Treatments in Pediatric
Psychology. Oxford. England: Oxford University Press; 2006.
Goldberg RI, Green S. Medical psychotherapy. Am Fam Phys.
1985;31:173-178.

Green SA. Principles of medical psychotherapy. In: Stoudemire A, Fogel
BS, Greenberg DB, eds. Psychiatry Care of the Medical Patient. Oxford,
England: Oxford University Press; 2000:3—15.

Shapiro DE, Koocher GP. Goals and practical considerations in
outpatient medical crisis intervention. Prof Psychol Res Pract. 1996;
27:109-120.

Adler HM. The history of present illness as treatment: who’s listening,
and why does it matter? / Am Board Fam Pract. 1997;10:28-35.
Clark MC, Standard PL. The caregiving story: how the narrative
approach informs caregiving burden. fssues Ment Health Nurs. 1997;18:
87-97.

Suedfeld P, Pennebaker JW. Health outcomes and cognitive aspects of
recalled negative life events. Psychosom Med. 1997;59:172-177.
McGihon NN. Writing as a therapeutic modality. J Psychosoc Nurs
Mental Health Serv. 1996;34:31-36.

Szigethy ES, Kenney E, Carpenter J et al. A randomized efficacy trial of
cognitive behavioral therapy for adolescents with inflammatory bowel
disease and mild to moderate depression: two-site study. J Am Acad
Child Adolesc Psychiatry. 2007;10:1290—-1298.

Focht L, Beardslee WR. “Speech after long silence”: the use of narrative
therapy in a preventive intervention for children of parents with affective
disorder. Fam Process. 1996;35:407—422.

McQuaid EL, Nassau JH. Empirically supported treatments of disease-
related symptoms in pediatric psychology: asthma, diabetes, and cancer.
J Pediatr Psychol. 1999;24:305-328.

Beardslee WR, Gladstone TRG, Wright EJ, Cooper AB. A family-based
approach to the prevention of depressive symptoms in children at risk:
evidence of parental and child change. Pediatrics. 2003;112:e119-e131.
Kain ZN, Mayes LC, Caramico LA. Preoperative preparation in
children: a cross-sectional study. J Clin Anesth. 1996;8:508-514.
Fielding D, Duff A. Compliance with treatment protocols: interven-
tions for children with chronic illness. Arch Dis Child. 1999;80:
196-200.

. Vasterling J, Jenkins RA, Tope DM, Burish TG. Cognitive distraction
and relaxation training for the control of side effects due to cancer
chemotherapy. J Behav Med. 2003;16:65-80.

DeMaso DR. The experience journals. Experience Journals: Children’s
Hospital Boston Web site. http://www.experiencejournal.com.
Accessed March 3, 2008.

Van Horn M, DeMaso DR, Lefkowitz D. Helping your child with

WWW.JAACAP.COM

*84.

*85.

86.

87.

88

89.

90.

*92.

93.

94.

95.

96.

97.

*98.

99.

100.

101.

102.

103.

104.

105.

*106.

107.

medical experiences: a practical parent guide. Experience Journals:
Children’s Hospital Boston Web site. Published 2003. http://
www.experiencejournal.com/cardiac/clinic/parentguide.pdf. Accessed
March 3, 2008.

Stuber ML, Schneider S, Kassam-Adams N, Kazak AE, Saxe G. The
medical traumatic stress toolkit. CNS Speczr. 2006;11:137-142.
Blount RL, Piira T, Cohen LL. Management of pediatric pain and
distress due to medical procedures. In: Roberts MC, ed. Handbook of
Pediatric Psychology. 3rd ed. New York: Guilford; 2003:216-233.
Sourkes B. Psychotherapy. In: Holland ], ed. Psycho-Oncology. New
York: Oxford University Press; 1998:946-953.

Berger LR. The Winnicott Squiggle Game: a vehicle for communicating

with the school-aged child. Pediatrics. 1980;66:921-924.

. Eccleston C, Malleson PN, Clinch J, Connell H, Sourbut C. Chronic

pain in adolescents: evaluation of a programme of interdisciplinary
cognitive behaviour therapy. Arch Dis Child. 2003;88:881-885.
Stauffer MH. A long-term psychotherapy group for children with
chronic medical illness. Bull Menninger Clin. 1998;62:15-32.

Sourkes B. The child with a life-threatening illness. In: Brandell J, ed.
Countertransference in Psychotherapy With Children and Adolescents.
Northvale, NJ: Jason Aronson; 1992:267-284.

. Jacobs J. Family therapy in chronic medical illness. In: Stoudemire A,

Fogel BS, Greenberg DB, eds. Psychiatric Care of the Medical Patien.
2nd ed. Oxford, England: Oxford University Press; 2000:31-39.
Kazak AE, Rourke MT, Crump TA. Families and other systems in
pediatric psychology. In: Roberts MC, ed. Handbook of Pediatric
Psychology. 3rd ed. New York: Guilford; 2003:159-175.

Peterson C, Harbaugh BL. Children’s and adolescents’ experiences while
undergoing cardiac catheterization. Matern Child Nurs J. 1995;23:15-25.
Frank NC, Blount RL, Smith AJ, Manimala MR, Martin JK. Parent
and staff behavior, previous child medical experience, and maternal
anxiety as they relate to child procedural distress and coping. J Pediatr
Psychol. 1995;20:277-289.

Logan DE, Scharff L. Relationships between family and parent
characteristics and functional abilities in children with recurrent pain
syndromes: an investigation of moderating effects on the pathway from
pain to disability. / Pediatr Psychol. 2005;30:698-707.

Kazak AE, Kassam-Adams N, Schneider S, Zelikovsky N, Alderfer MA,
Rourke M. An integrative model of pediatric medical traumatic stress. /
Pediatr Psychol. 2006531:343-355.

Siemon M. Siblings of the chronically ill or disabled child: meeting
their needs. Nurs Clin North Am. 1984;19:295-307.

La Greca A, Bearman KJ. Adherence to pediatric treatment regimens.
In: Roberts MC, ed. Handbook of Pediatric Psychology. 3rd ed. New
York: Guilford; 2003:119-140.

Sabaté E, ed. Adherence to Long-term Therapies: Evidence for Action.
Geneva, Switzerland: World Health Organization; 2003.

Shaw R]J, Palmer L, Blasey C et al. A typology of nonadherence in
pediatric renal transplant recipients. Pediatr Transplant. 2003;7:
489-493.

Barnes P, Powell-Griner E, McFann K, Nahin R. Centers for Disease
Control and Prevention. Complementary and alternative medicine use
among adults. Advance data from Vital and Health Statistics; no. 343.
Published May 27, 2004. http://nccam.nih.gov/news/report.pdf.
Accessed March 3, 2008.

Braun CA, Bearinger LH, Halcon LL, Pettingell SL. Adolescent use of
complementary therapies. / Adolesc Health. 2005;37:76.

Ottolini MC, Hamburger EK, Lopricato JO et al. Complementary and
alternative medicine use among children in the Washington, DC area.
Ambul Pediatr. 2001;1:122-125.

Yussman SM, Ryan SA, Auinger P, Weitzman M. Visits to com-
plementary and alternative medicine providers by children and adol-
escents in the United States. Ambul Pediatr. 2004;4:429—435.

Sexton SB. Religious and spiritual assessment of the child and
adolescent. Child Adolesc Psychiatr Clin N Am. 2004;13:35—47.

Brown RT, Fuemmeler B, Forti E. Racial and ethnic health disparity
and access to care. In: Roberts MC, ed. Handbook of Pediatric Psychology.
3rd ed. New York: Guilford; 2003:683-695.

Joint Commission on Accreditation of Healthcare Organizations.

J. AM. ACAD. CHILD ADOLESC. PSYCHIATRY, 48:2, FEBRUARY 2009



108.

109.

Comprehensive Accreditation Manual for Hospitals: The Official Hand-
book, RI-9. Oakbrook Terrace, IL: JCAHO; 2006.

Cheung C, Wirrell E. Adolescents’ perception of epilepsy compared to
other chronic diseases: “through a teenager’s eyes.” J Child Neurol.
2006;21:214-222.

Logan DE, Coakley RM, Scharff L. Teachers’ perceptions of and
responses to adolescents with chronic pain syndromes. J Pediatr Psychol.

2007;32:139-149.

110. Walsh M, Ryan-Wenger NM. Sources of stress in children with asthma.

J. AM. ACAD. CHILD ADOLESC. PSYCHIATRY, 48:2, FEBRUARY 2009

J Sch Health. 1992;62:459—463.

111.

112.

113.

114.

PHYSICALLY ILL CHILDREN

Greenman C. Network helps children cope with serious illness. New
York Times. 1998;E6.

Neil-Urban S, Jones JB. Father-to-father support: fathers of children
with cancer share their experience. J Pediatr Oncol Nurs. 2002;19:
97-103.

Paller AS, McAlister RO, Doyle JJ, Jackson A. Perceptions of physi-
cians and pediatric patients about atopic dermatitis, its impact, and its
treatment. Clin Pediatr (Phila). 2002;41:323-332.

Kuther TL. Medical decision-making and minors: issues of consent
and assent. Adolescence. 2003;38:343-358.

WWW.JAACAP.COM 233

Copyright © 2009 American Academy of Child and Adolescent Psychiatry. Unauthorized reproduction of this article is prohibited.



